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Background: Cancer has a major impact on the lives of family caregivers, including their
health and quality of life (QOL). However, little is known about the QOL of family
caregivers of adult cancer patients in Ethiopia. This study aimed to assess the QOL and
associated factors among primary family caregivers of adult cancer patients in Addis Ababa,
Ethiopia.

Methods: In this cross-sectional study, 291 family caregivers completed the survey in the
Ambharic language. The Caregiver Quality of Life Index-Cancer (CQOLC) was used to
measure QOL of family caregivers. Descriptive and linear regression analyses were con-
ducted using SPSS version 23.

Results: The mean age of the family caregivers was 37.04+11.47 years and 51.5% were
male. The mean score of QOL was 82.23 (£16.21). Not being employed in private sector (f =
—0.128; CI=—7.82, —0.45; p= 0.028), having family monthly income less than 16 USD ( =
0.132; CI=0.87, 10.88; p= 0.021) and not having family monthly income greater than 64
USD (f = —0.128; CI= —10.43, —0.66; p= 0.026), being spouse ( = 0.179; CI: 1.34, 11.99;
p=0.019) and not residing in urban areas (f = —0.139; CI: —10.53, —0.96; p= 0.019) were
negatively associated with the QOL of the family caregiver and explained 8.7% of the
variation (R?=0.087; p=0.000).

Conclusion: Our findings identified factors such as occupation, income, relationship with
the patient, and place of residence that negatively associated with the QOL of family
caregivers. Targeted interventions such as social and economic support and bringing the
care to the patient’s residence place are needed to improve the QOL of family caregivers of
adult cancer patients.

Keywords: quality of life, family caregiver, cancer, caregiver burden, Addis Ababa,
Ethiopia

Introduction

Cancer has an enormous impact not only on the quality of life (QOL) of patients but also
on their family caregivers.'™ It has become an entire family’s concern instead of being
solely the problem of the individuals diagnosed with the disease and its chronicity has
shifted care to the home, with family members being the core care providers.'®!!
Family caregivers are those who provide not compensated care in the home and who
have a pre-existing relationship to the individual for whom they provide care.*'*"!3
Family caregivers are individuals — spouse, children, relative, or friend of the

patient — who provide uncompensated physical care such as eating and moving
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around, and psychological, emotional, and social support
to a family member with cancer, as well as communicate
with the healthcare provider concerning changes in the
patient’s conditions and medications.'®'” They perform
many activities including dealing with the diagnosis of
cancer, managing treatment-related adverse events and
disease-related symptoms, and tackling the challenges of
end-of-life care.® These often result in caregiver burden
that usually leads to deterioration in QOL of the caregiver
as caregiving requires much time and effort, great physical
and emotional energy expenditure, and also hinders care-
giver’s social engagements. The role of caregiving can be
highly stressful, burdensome, and subsequently, compro-
mises the caregiver’s QOL, which could lead to consider-
able impairment of physical, psychological, and social
health.'®"
Caregiving for

with involves

a multidimensional process and it requires intellectual

patients cancer
and cognitive complexity and physical endurance. Family
caregivers often assume the caregiving role with little or
no preparation and without considering whether they have
enough knowledge, resources, or skills.**%?! Studies have
demonstrated that caregiving can positively affect patient’s
health outcomes and also have an impact on physical,
mental, and social well-being of family caregivers of can-
cer patients.’°

Quality of life of family caregivers is an issue of great
interest in oncology because effective modern methods of
cancer treatment and detection have led to an increase in
the number of long-term survivors that can pose more
burdens on the family caregivers.”” QOL is defined as
individuals’ perception of their life situation in the context
of the culture and value systems in which they live and
with their goals, expectations, standards, and concerns. It
is a wide-ranging concept involving the person’s physical
health, psychological state, personal beliefs, social rela-
tionships and relationship to their environment.****

Ethiopia is one of the low-income sub-Saharan African
countries. The taxable monthly employment income in
Ethiopia ranges from 16 USD to over 295 USD.*® Since
2007, there was no census conducted in Ethiopia, this why
it is difficult to have information on percentages of marital
status, private and governmental employees of the popula-
tion. The total number of populations of Ethiopia in 2017
was more than 105 million, of which more than 20 million
was residing in urban areas. Out of urban found in
Ethiopia, Addis Ababa is the capital city of the country
with a total population of more than 2 million.*®

Caregiving for a sick relative is one of the most cherished
family cultural values in this country. However, a study
has shown that some sociocultural factors such as religious
beliefs, economic issues, education, and social stigma and
discrimination related to the nature of the disease may
affect family caregiving in Ethiopia.”’

Nevertheless, a decrease in the QOL of cancer family
caregivers negatively influences the quality of care they
provide to the patient. A multitude of factors may affect the
QOL of family caregivers of adult cancer patients. These
may include sociodemographic factors such as age, gender,
religion, marital status, educational status, occupation,
monthly income, types of relation to a patient, family size

2:3.5.7-9:12.28-30 304 clinical character-

and place of residence
istics of caregivers such as the presence of chronic
disease.®*'?21* Family caregiving experiences also vary
from culture to culture which has enormous implications for
the quality of life of family caregivers. For example, the
cultural embeddedness of family caregiving imposes
a sometimes burdensome responsibility on the caregivers,
a condition that can negatively affect their quality of life in
different sociocultural contexts.>>3¢ However, little is known
about the QOL of family caregivers of adult cancer patients
in the sociocultural context of Ethiopia though there are
ubiquitous studies from high-income countries. Therefore,
this study aimed to explore the QOL and associated factors
among family caregivers of adult cancer patients in Addis

Ababa, Ethiopia.

Methods
Study Design, Setting, and Population

This institutional-based cross-sectional study was con-
ducted from March to May 2017 at Tikur Anbessa
Hospital Oncology Center located in Addis Ababa,
Ethiopia. Tikur Anbessa Hospital Oncology Center is the
single largest institution for cancer treatment and cares in
Ethiopia. All adults (18 years or older) primary family
caregivers of cancer patients who were identified by
patients as being a caregiver were included, except those
who were critically ill at the time of data collection. The
net sample of 291 was recruited using a systematic random
sampling technique. This sample size yielded a statistical
power of 99% with an assumed effect size of 0.3 and
a significance level of 0.05. The sampling frame for the
systematic sampling technique was patients’ follow-up
registry excluding patients who were present for a first
visit. The data were collected by five nurses holding
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a Bachelor of Science degree under the supervision of
a senior nurse professional. The data collectors were pro-
vided two days of intensive training on the content of the
measuring tool and participant recruitment strategies. The
principal investigator also made a continuous follow-up to
ensure the quality of the data collected. The research
project was reviewed by an Institutional Review Board
of the College of Health Sciences at Addis Ababa
University. Permission to conduct the research was
obtained from the authorities in the study setting and
written informed consents were secured from each parti-
cipant and the study was conducted in accordance with the
Declaration of Helsinki.

Measurements

The sociodemographic characteristics of the participants
were recorded using 10-items. These include age, gender,
religion, marital status, educational level, monthly income,
type of relationship with the patient, place of residence
(urban/rural), family size, and presence of chronic disease.
The Caregiver Quality of Life Index-Cancer (CQOLC)
was used to measure QOL of family caregivers. The tool
contains 35 items, which covers four domains: burden,
disruptiveness, positive adaptation, and financial concerns.
Participants were asked to give responses to each item on
a S-point Likert scale, from 0 (not at all) to 4 (very much).
The total score (0-140) was obtained by summing up the
scores of all items. Since higher score on CQOLC indi-
cates increased caregiver burden, the high score indicates
a low QOL. The scale had an internal consistency coeffi-
cient of 0.91 in the previous study.'® The internal consis-
tency in this study was 0.88 which can be considered
adequate. Data were collected in Amharic languages
using an interviewer-administered questionnaire. In this
regard, the questionnaire was translated from English to
the Amharic language by a bilingual translator and then
back-translated to English by another bilingual translator.
Before data collection, we assessed the Amharic language
version of the CQOLC to ensure meaning equivalence
with the original English.

Data Processing and Analysis

Data were entered and cleaned using Epi-data version 3.1
and then transported to SPSS version 23.0 for analysis.
Frequency distributions were computed for sociodemo-
graphic and clinical variables and mean values with stan-
dard deviations were calculated for QOL. The independent
variables in this study were sociodemographic and clinical

characteristics. The dependent variable was the QOL of
the family caregiver. The sociodemographic variables such
as age, gender, religion, marital status, educational status,
occupation, monthly income, relation to the patient, family
size, place of residence, and clinical variables such as the
presence of chronic disease association with QOL were
analyzed first by using a simple linear regression model.
Then, only those variables with p-values <0.05 were taken
as a candidate for multiple linear regression analysis. In
both simple and multiple linear regression models, p-value
<0.05 was considered to be statistically significant.

Results
Sociodemographic Characteristics of the
Participants

All of the study participants were interviewed, and this
makes a 100% (291) response rate. All the participants
were between age 18-70 with the mean age of 37.04
+11.47 standard deviation years. The majority of the par-
ticipants were <37years (n= 158, 54.3%), male (n= 150,
51.5%), followers of Orthodox Christian church
(n=180,61.9%), married (n=167, 57.4%), college or uni-
versity graduates (n=115, 39.5%), private employees
(n=139, 47.8), reside in urban areas (n=236, 81.1%), had
family size of 2—-6 (n=187, 64.3%), earn a monthly income
between 16 and 32 USD (n = 69, 23.7%), and did not have
chronic disease (n=148,50.9%) such as hypertension, dia-
betes, arthritis, cardiovascular disorders, TB, asthma and
HIV/AIDS (Table 1).

Quality of Life of Participants

The overall mean score of the QOL of the participants was
82.23 (£16.21). The subscale scores for burden was 24.49
(£7.83), for disruptiveness was 16.63 (£5.69), for positive
adaptation was 18.58 (+£3.42), for financial concern was
9.29 (£3.27), and for other subscale scores was 12.94
(£4.18) (Table 2).

Factors Associated with Quality of Life
In simple linear regression, we found that being employed
in the private sector (p=0.017), having family monthly
income less than 16 USD (p=0.007) and greater than 64
USD (p=0.019), being the spouse (p=0.045) and residing
in urban areas (p=0.007) were significantly associated with
the QoL (CQOLC) of family caregivers.

A standard multiple linear regression was performed to
measure the factors that associated with the QoL of family
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Table | Socio-Demographic and Clinical Characteristics of Study Participants by CQOLC Score (N= 291)

Characteristics n (%) CQOLC Score, Mean (SD)
Age (in years) <37 158(54.3) 82.6(16.60)
Mean (SD)=37.04 £11.47 >37 133(45.7) 81.4(15.54)
Gender Male 150(51.5) 83.4(15.51)
Female 141(48.5) 80.5(16.65)
Religion Orthodox 180(61.9) 83.4(16.44)
Muslim 55(18.9) 81.9(14.18)
Protestant 56(19.2) 78.6(17.02)
Marital status Single 100(34.4) 82.5(17.76)
Married 167(57.4) 81.7(14.92)
Divorced 19(6.5) 86.3(13.21)
Widowed 5(1.7) 66.0(23.82)
Education status Cannot read and write 31(10.7) 83.9(14.45)
Primary 44(15.1) 84.7(13.69)
Secondary 101(34.7) 82.4(15.78)
College or university graduated 115(39.5) 80.1(17.56)
Occupation House wife 25(8.6) 84.0(14.49)
Government employee 69(23.7) 84.5(14.40)
Private employee 139(47.8) 79.6(17.46)
Farmer 30(10.3) 84.3(13.85)
Jobless 12(4.1) 82.8(16.78)
Student 12(4.1) 84.8(17.24)
Pension 4(1.4) 83.5(12.87)
Family income <16 USD 46(15.8) 88.0(13.92)
16-32 USD 69(23.7) 82.4(16.70)
32-48 USD 62(21.3) 83.9(16.81)
48-64 USD 65(22.3) 79.1(14.88)
>64 USD 49(16.8) 77.3(16.21)
Relation to patient Spouse 74(25.4) 84.3(15.57)
Child 93(32.0) 81.8(16.42)
Parent 40(13.7) 82.2(14.43)
Other* 84(28.9) 80.1(16.97)
Place of residence Urban 236(81.1) 80.8(15.51)
Rural 55(18.9) 87.1(17.72)
Family size 2-6 187(64.3) 81.4(16.25)
7-11 96(33.0) 83.8(16.14)
12-16 8(2.7) 75.8(9.79)
Presence of chronic disease** No 148(50.9) 81.5(16.48)
Yes 143(49.1) 82.5(15.75)

Notes: *Relative friend; **Hypertension, Diabetes, Arthritis, Cardiovascular disorders, TB, Asthma, HIV/AIDS.

Abbreviation: USD, United States Dollar.

caregivers. The independent variables entered in the analysis
were having private sector occupation, having family
monthly income less than 16 USD and greater than 64
USD, being the spouse, and residing in urban areas with the
total score on the CQOLC as dependent variable. Not being

employed in private sector (f = —0.128; CI=-7.82, —0.45; p=
0.028), having family monthly income less than 16 USD (f =
0.132; CI= 0.87, 10.88; p= 0.021) and not having family
monthly income greater than 64 USD (f = —0.128; CI=
—10.43, —0.66; p= 0.026), being spouse (f = 0.179; CI:
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Table 2 Quality of Life of the Family Caregivers: Mean, Standard
Deviation, Maximal Score, and Cronbach’s Alpha of Subscales
CQOLC (n =291)

Subscales Maximum Mean(zSD) | o*
Score

Burden (10 items) 40 24.49(17.83) 0.79
Disruptiveness (7 items) 28 16.63(£5.69) 0.70
Positive adaptation (7 28 18.58(%3.42) 0.71
items)

Financial concern (3 12 9.29(%3.27) 0.8l
items)

Other** (8 items) 32 12.94(%4.18) 0.74
Total score of QOL (35 140 82.23(x16.21) | 0.88
items)

Notes: *Cronbach’s alpha. **ltem without categories.
Abbreviation: CQOLC, Caregivers Quality Of Life Index-Cancer.

1.34, 11.99; p= 0.019) and not residing in urban areas (f =
—0.139; CI: —10.53, —0.96; p= 0.019) were negatively asso-
ciated with the QOL of the family caregiver and explained
8.7% of the variation (R?=0.087; p=0.000) (Table 3).

Discussion
In this study, we explored the QOL and associated factors
among family caregivers of adult cancer patients in Addis
Ababa, Ethiopia. The mean age of the study participants
was 37.04+11.47 standard deviation years. There was
a statistically significant positive association between
QOL and family monthly income (income greater than
64 USD) and residing in urban areas, but there was
a statistically significant negative association between
QOL and occupation (being employed in the private sec-
tor), family monthly income (income less than 16 USD)
and relationship with the patients (being spouse).

Our study identified that occupation; monthly income;
spousal relationship with the patients; and residing in urban
areas have an association with QOL of family caregivers of

adult cancer patients. This study revealed that cancer family
caregivers who were private sector had low QOL compared
with those who had other occupations (government employ-
ees, farmer, jobless, student). Although per our search there
is no study done on this variable, this might be related to the
fact that cancer family caregivers who employed in the
private sector have time constraints due to lack of freedom
and prolonged working time when compared to the other
occupations. Thus, family caregivers of adult cancer patients
who were employed in the private sector require close
attention and care to improve their QOL.

This study shows that cancer family caregivers who
had monthly income greater than 64 USD had high QOL
compared with those who had lower monthly income. This
finding is similar to other studies done in other settings
that found family caregivers with a lower monthly income
had low QOL.>":%19-283437 Thig implies that family care-
givers with lower monthly income may have a greater
economic (financial) burden to deal with the cost of treat-
ments and access to the health facilities. Therefore, cancer
family caregivers with lower monthly income need special
emphasis when designing and implementing interventions
aimed at improving the QOL of this population group.
This may involve the provision of economic support
through established safety net programs in the community.

Our study shows that family caregivers who had
a spousal relationship with the patients have low QOL
compared with those who had other relationships (child,
parent, relative, friend). This corroborates with the findings
of studies from other settings that found spousal relationship
has the strongest impact on family caregivers” QOL.%'%20-34
This might be related to the fact that spouses shoulder most
of the caregiving responsibility but are less likely than other
family caregivers to receive assistance. Thus, it is necessary
to design a mechanism in which spousal family caregivers

Table 3 Factors Associated with Quality of Life of Cancer Patients’ Caregivers

Independent Variables Category Simple Linear Regression Multiple Linear Regression

B p-value p 95% ClI p-value
Occupation Private employee —0.134 0.017 —0.128 —7.82, —0.45 0.028*
Family income <16 USD 0.159 0.007 0.132 0.87, 10.88 0.021*
Family income >64 USD —0.137 0.019 —0.128 —-10.43, —0.66 0.026*
Relation to patient Spouse 0.090 0.045 0.179 1.34, 11.99 0.014*
Place of residence Urban -0.157 0.007 -0.139 -10.53, —0.96 0.019*

Notes: Standard multiple regression analysis of family caregiver’s quality of life (dependent variable) and demographics (independent variables; n = 291). Dependent variable
= total score of quality of life (CQOLC). R square = 0.087; SE estimate= 15.62. *p < 0.05
Abbreviations: CQOLC, Caregivers Quality Of Life Index-Cancer; USD, United States Dollar.
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get some form of social support to alleviate the caregiving
burden they experience and improve their QOL.

This study also shows that family caregivers who were
residing in urban areas had high QOL compared to those
who were from rural areas. Though limited, previous stu-
dies have also shown that residing in urban areas are
positively associated with QOL of family caregivers of
adult cancer patients.”*>*>® This might be related to the
fact that residing in rural areas are often associated with
delays in diagnosis, challenges of traveling long distances
to urban centers, and limited access to oncology services
that pose a burden on the family caregivers and affect their
QOL. Therefore, giving special attention to the needs of
family caregivers residing in rural areas is essential. This
be done by bringing care and support nearer to their
dwelling places through the implementation of commu-
nity-based chronic illness care model.*”

Our study did not find an association between age,
gender, religion, family size, and presence of chronic dis-
ease and QOL. This is contrary to the findings of studies
conducted in other settings that found age, gender, reli-
gion, family size and presence of chronic disease had an
with the QOL of
caregivers.>>>%"11:283% The discrepancy may be linked to

association cancer family
the difference in the measurement tools used. While
CQOLC was used in the present study, others have used
tools such as FS-12 and Zarit Burden Inventory for mea-

suring the QOL of cancer family caregivers.

Strengths and Limitations

This study has a couple of strengths. One, it is the first
study on cancer family caregivers’ QOL in Ethiopia.
Secondly, the study had a 100% response rate. Our
study also has some limitations. Firstly, the use of a cross-
sectional design does not allow inferring causality or
having a control group. Prospective and experimental
studies are warranted. Secondly, the use of an inter-
viewer-administered structured questionnaire for data
collection. Using this method to identify QOL and asso-
ciated factors among family caregivers of adult cancer
patients might involve some risk of information conceal-
ing. Thus, future research should incorporate qualitative
interviews since it lets participants to liberally highlight
the impact of caregiving on their QOL. Finally, some
potential influencing factors such as family hardiness,
coping, and social supports were not measured in this
study.

Conclusion

This study showed that not being employed in the private
sector, having a lower monthly income, spousal relation-
ship with cancer patients, and residing in rural areas were
the factors that associated with poor QOL of family care-
givers of adult cancer patients. This means having a higher
income can positively associated with the QOL of family
caregivers. Therefore, future interventions should focus on
establishing a social safety net program that can provide
economic support for low-income family caregivers and
social support for those in spousal relationships. Further
research on the association of QOL of family caregivers of
adult cancer patients and family hardiness, coping, and
social support are warranted.

Abbreviations

AOR, adjusted odds ratio; CI, confidence interval;
CQOLC, Quality Of Life Index-Cancer, HIV/AIDS,
human immunodeficiency virus/acquired immune defi-
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