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Abstract

Background: Palliative care, which aims to alleviate physical and emotional distress from
cancer, is underutilized in many African healthcare systems. Therefore, there is a lack of data
on the need and utilization of palliative care services among women with breast cancer in

Ethiopia.

Objectives: The goal of this study was to identify the level of need and utilization of palliative
care services and identify associated factors among women in an oncology department of
Hawassa comprehensive and specialized hospitals.

Design: Hospital-based cross-sectional study.

Methods: A total of 121 women age =18years old with breast cancer participated from 1
August to 30 October 2021. A hospital-based consecutive sampling technique was used. Data
regarding the need and utilization of palliative care services were collected via questionnaire
and interview, entered using EpiData 4.6.0.6, and analyzed by SPSS version 25. Variables
with p<0.25 were considered for multivariate analysis, and those with p <0.05 indicate an

association with palliative care utilization.

Result: Seventy-two (59.5%) had worse utilization of palliative care services, with higher odds

in rural areas (adjusted odds ratio=11.82).

Conclusion: The study findings indicated that more than half of the study participants had
worse utilization of palliative care services, with rural living being a contributing factor.
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Background

Based on the 2020 global cancer statistics, which
analyzed data from 185 countries across 36 types
of cancer, it was found that approximately one in
eight cancer diagnoses is reported worldwide.
Furthermore, the combined number of new cases in
both genders was approximately 2.3 million.! About
685,000 women with breast cancer (BC) died in
2020, corresponding to one in every six cancer
deaths in women.? The World Health Organization
(WHO) supports collaborative teamwork to reduce
mortality due to BC through early diagnosis and
adequate treatment and management.3

The incidence of BC in sub-Saharan Africa (SSA)
is increasing, particularly in the prostate, breast,
and cervix. The number of these cancers is esti-
mated to double in the coming 20 years.*3 In low-
and middle-income countries (LMICs), the
infrastructure and resources for routine screening
mammography are often unavailable. In such
low-resource settings, BCs are commonly diag-
nosed at late stages, and women may not receive
adequate treatment, pain relief, or palliative care
(PC) services.® In recent years, the rapid increase
in BC in SSA has been attributed to changes in
lifestyle, which include fewer children, reduced
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breastfeeding duration, changes in diet, increased
alcohol intake, and obesity.”

PC is a holistic approach that improves the qual-
ity of life of patients and families during life-
threatening illnesses through the prevention and
relief of suffering through the early identification
and treatment of physical, psychological, and
spiritual problems.® Globally, the need for PC is
increasing due to the utilization of new technol-
ogy to prolong the lives of patients with severe
health conditions and unhealthy lifestyles, and
the increased number of individuals with cancer
and noncommunicable diseases.%10

WHO 2020 reports that 40 million people world-
wide are in need of PC, yet only 14% receive PC,
implying that large numbers of people lack access
to PC services.? In SSA, accessibility to PC ser-
vices is limited, mainly due to a lack of workforce,
a shortage of financial coverage for services, and a
lack of understanding of the goals of PC delivery
by clinicians, patients, and the public.® In 2019,
over 55million people died worldwide without
access to basic PC.!! The majority of these deaths
occur in LMICs, where many people do not have
access to basic PC. Without access to PC, many
people in LMICs die in pain and with significant
distress.!?

In one study, about 65% of cancer patients with
advanced stages in Addis Ababa tertiary hospital
did not receive adequate pain management.!3
Tikur Anbessa Specialized Hospital (TASH) is
administered by Addis Ababa University and is
located in Addis Ababa, the capital city of
Ethiopia. It has five beds that are designated for
PC services and cancer treatment. In Ethiopia,
there is an extensive need for PC as the burden of
noncommunicable diseases and cancer is increas-
ing. Lack of PC services during the advanced
stages of cancer creates significant symptom bur-
den, psychosocial distress, and poor quality of
life.’* About 9 of 10 (89.8%) respondents to a
survey reported problems with accessibility to PC
services among adult cancer patients in Ethiopia
at TASH.!5

To the best of our knowledge, there has been
no study conducted regarding factors affecting
the need and utilization of PC services
among adult women with BC at Hawassa Univer-
sity Comprehensive and Specialized Hospital
(HUCSH) oncology department, so this study
was aimed at assessing the level of need and

utilization of PC services and identifying factors
affecting their utilization among Ethiopian
women.

Methods

Study design
A cross-sectional study design was utilized in a
hospital setting among women with BC.

Setting

The study was conducted at the oncology unit of
HUCSH, the only primary cancer treatment
center in the Sidama Region. According to regis-
tration records, approximately 484 women with
BC visit the oncology unit annually. The PC ser-
vices available in the oncology unit include face-
to-face counseling, psychotherapy, a pain
treatment center, and chemotherapy. These ser-
vices are delivered primarily by physicians and
nurses. Patients can access PC services in both
inpatient units and the outpatient department,
but a referral is required. Only women with health
insurance can utilize PC services without pay-
ment. Data was collected at the time of the oncol-
ogy unit visit between 1 August and 30 October
2021. The data collection tool was adapted from
previous studies conducted outside the country
and was pretested to ensure its suitability for the
current study.!® The tool was prepared in English
and translated to an Amharic and Afaan Oromo
version with the assistance of a language expert.
The assessment tool contained four parts with
closed-ended questions. Two data collectors and
two supervisors facilitated the data collection pro-
cess. Data collectors were selected based on their
qualifications (BSc nurses) and experience, and
study training was given for two consecutive days
by the principal investigator. Based on the will-
ingness of the study participants, data collectors
reviewed the charts of the patients to determine
who was included and excluded at the time of
subject selection. Part one is related to sociode-
mographic factors with six items (age, place of
residence, educational status, monthly income,
marital status, and occupation). Part two is
related to clinical factors with three items (stage
of BC, physical wellbeing, and social wellbeing).
The third part assessed the need for PC with 10
items (counseling service at the hospital, library of
books and videos, relaxation classes, drop-in coun-
seling and support service, 24-h telephone support
and cancer advisory service, home nursing service,
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home cleaning service, home gardening service,
respite care, and monetary allowance for travel
and treatment), and the last part assessed utiliza-
tion of 10 items of PC services.

Participants

All patients visiting the oncology unit were
recruited during the data collection period. All
women aged =18years old were included, while
critically ill patients were excluded. The study
participants were selected using a consecutive
sampling technique. Every subject meeting the
inclusion criteria was selected based on the hospi-
tal registration record until the targeted sample
size was reached. The study participants were
invited to participate when they visited the oncol-
ogy unit. The researcher gained permission from
the study setting with a cooperative letter and
copies of an ethical approval letter. Respondents
were informed about the objective and purpose of
the study, and verbal and written consent was
obtained from each respondent. Besides, all the
study participants were informed that they have a
full right to participate or decline to participate in
the study, and the study participants were assured
of the attainment of confidentiality for the infor-
mation obtained from them.

Variables

In this study, age was classified according to the
Ethiopian Ministry of Health adult age classifica-
tion that was used in hospitals as 18-29, 30-39,
40-69, and =70. The monthly income of the par-
ticipants was categorized depending on their
median income as <600 Ethiopian birr (ETB)
and =600 ETB. The need for PC services was
categorized into four levels: no need, little need
(low desire for better access to services), moder-
ate need (moderate desire for better access), and
high need (strong desire for better access).
Utilization of PC services is defined as the access
and subsequent implementation of PC services,
either one-time only or ongoing care, by a PC
provider. The minimum duration for ongoing
care is 3 or 4months.!” Utilization of PC service
was categorized as better and worse utilization.
Participants who scored below the mean for utili-
zation were considered to have worse utilization,
while those who scored at or above the mean were
considered to have better utilization. The utiliza-
tion of PC services has been operationalized for
participants who have utilized PC at any time in
the past. Physical wellbeing was categorized as

either yes or no, with ‘yes’ indicating good energy
and/or no nausea and ‘no’ indicating a lack of
energy and/or nausea. Social wellbeing was also
categorized as either yes or no, with ‘yes’ indicat-
ing feeling close to partners and friends and
receiving support from them and ‘no’ indicating a
lack of at least one of these factors. The income of
the study participants was classified according to
the median.

Data sources/measurement

The data collectors completed the information
related to sociodemographic, physical and social
wellbeing, need for, and utilization of PC services
through face-to-face interviews. Information
related to the stage of BC was collected through a
medical record review. The questionnaire was
pretested on 5% of the sample size at another
hospital, TASH in Addis Ababa, 2weeks before
actual data collection at the study site in Hawassa
to check for acceptability and consistency. After
reviewing the results of the pretest, modifications
to the questionnaire were performed for clarity,
sensitivity, and completeness. Continuous super-
vision and daily checking of the collected data
were performed by the principal investigator. The
reporting of this study conforms to the Equator
Network guideline statement in reports of cross-
sectional studies (Supplementary File).18

Bias: Data were collected through face-to-face
interviews to prevent measurement bias, and a
pretest was done to improve the quality of the
data. Participants were informed about the objec-
tives and purpose of the study, and they voluntar-
ily participated to avoid response bias.

Study size

The sample size for the study was calculated
using a single population proportion formula,
which is used to determine the minimum sam-
ple size required to estimate the true proportion
of a population. The formula is as follows:
n=2(9/2)2X p(1 —p)/w?, where p is the propor-
tion of accessibility and utilization of PC (which
was assumed to be 50% since no previous local
study had been conducted in Ethiopia), Z is the
level of confidence [1.96 for a 95% confidence
interval (CI)], w is the margin of error (5%), and
n is the minimum sample size required. Using this
formula, the minimum sample size was calculated
to be 384. However, all women who were visiting
the oncology unit and met inclusion criteria
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within 3months (121) of the study period were
included in the study.

Statistical methods

After the results of the pretest were reviewed, the
questionnaire was modified to improve its clarity,
sensitivity, and completeness. Data collectors and
supervisors received 2days of training on the
objectives of the study. Continuous supervision
and daily checks of the collected data were per-
formed by the supervisor to ensure accuracy and
consistency. Data for the study was coded,
entered, and cleaned using EpiData version
4.6.0.6, and then exported to SPSS version 25 for
analysis. Descriptive statistics, including frequen-
cies and percentages, were used to summarize the
characteristics of the study participants, and con-
tinuous variables were expressed as means and
standard deviations. A logistic regression model
was used to analyze the data, with bivariate logis-
tic analysis performed to identify candidate vari-
ables for multivariate logistic regression at p
values <0.25. The odds ratio and corresponding
95% CIs were used to indicate the presence and
strength of any associations, with a p value of
<0.05 in the multivariate analysis considered
significant.

Results
A total of 121 women participated in the study,
yielding a response rate of 100%.

Sociodemographic characteristic of participants
The mean * standard deviation age of the partici-
pants was 50 (14.439). A total of 71 (58.7%)
were living in rural areas and 61 (50.4%) were
attending primary school (Table 1).

Clinical characteristic of participants

Out of the 121 patients in the study, the major-
ity were diagnosed with stage 3 disease. A total
of 66 (54.5%) of the patients reported that they
did not experience any physical wellbeing
(Table 2).

Characteristics of need of PC service among
participants

Among the study participants, 83 (68.6%)
reported a moderate need for counseling services.
A total of 69 (57.0%) reported a high need for

home nursing services and 67 (55.4%) had a high
need for a monetary allowance for travel and
treatment (Table 3).

Characteristics of PC service utilization of
participants

A total of 72 (59.5%) of the study participants
had worse utilization of PC services (Figure 1).
As much as 93 (76.9%) had not ever utilized
community-based cancer support groups and
ninety-nine (81.8%) had not utilized this service
in the past 12months. About 100 (82.6%) had
not ever utilized internet-based cancer support
groups and 99 (81.8%) had not utilized the ser-
vice in the past 12 months. A total of 37 (30.6%)
had ever utilized and 84 (69.4%) had not ever uti-
lized community health nurses for cancer patients
(Table 4).

Bivariate and multivariate analyses of

utilization of PC service among participants

In the bivariate analysis, factors that were consid-
ered for inclusion in the multivariate analysis at a
p value of less than 0.25 included place of resi-
dence, occupation, and educational level.
However, in the multivariate logistic analysis, the
only independent predictor of worse utilization of
PC services at a p value of <0.05 was a rural resi-
dence. Women with BC living in rural areas were
12 times [adjusted odds ratio (AOR)=11.82,
95% CI=4.39-31.82] more likely to have worse
utilization of PC services compared to those liv-
ing in urban areas (Table 5).

Discussion

This study aimed to evaluate the need and utiliza-
tion of PC services as well as the factors that affect
women with BC at HUSCH in Sidama, Ethiopia.
This study found that 72 (59.5%) of the study
participants had worse utilization of PC services.
This finding was lower than that of a study con-
ducted among metastatic BC patients in United
States hospitals, which found a rate of 78.1%.1°
This might be due to differences in study design
and study population. However, the study finding
was higher than the study conducted in three
home-based PC programs in Addis Ababa and
Yirgalem town, which revealed that 7 (20.6%) of
participants claimed to have worse utilization of
PC service.13 This might be due to differences in
the nature of the study, the study setting, and the
study population. The study conducted in Addis
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Table 1. Sociodemographic characteristics of women with breast cancer visiting oncology unit at HUCSH,

Hawassa, Sidama, Ethiopia, 2021 (n=121).

Variables Categories Frequency Percentage
Age [years) 18-29 9 7.4
30-39 16 13.2
40-69 82 67.8
70 and above 14 11.6
Place of residency Urban 50 41.3
Rural 71 58.7
Marital status Single 12 9.9
Married 85 70.2
Divorced 12 9.9
Widowed 12 9.9
Educational level (who completed all years) No primary education 24 19.8
Primary (1-8) school 61 50.4
Secondary (9-12) school 22 18.2
College and above 14 11.6
Monthly income <b00ETB 65 53.7
=600ETB 56 46.3
Occupation Farmer 46 38.0
Governmental employee 23 19.0
Merchant 13 10.7
Unemployed 27 22.3
Student 12 9.9
ETB, Ethiopian birr; HUCSH, Hawassa University Comprehensive and Specialized Hospital.
Table 2. Clinical characteristics of the study participants (n=121).
Variables Categories Frequency Percentage
Stage of breast cancer Stage 1 10 8.3
Stage 2 17 14.0
Stage 3 56 46.3
Stage 4 38 31.4
Physical wellbeing Yes 55 45.5
No 66 54.5
Social wellbeing Yes 75 62.0
No 46 38.0
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Table 3. Need for to palliative care services (n=121).

Variables Categories Frequency Percentage
Counseling service at the hospital No need 10 8.3
Little need 13 10.7
Moderate need 83 68.6
Highly need 15 12.4
Library of books and videos No need 13 10.7
Little need 21 17.4
Moderate need 30 24.8
Highly need 57 471
Relaxation classes No need M 9
Little need 19 15.7
Moderate need 79 65.3
Highly need 12 9.9
Drop-in counseling and support service No need 9 7.4
Little need 20 16.5
Moderate need 28 23.1
Highly need b4 52.9
24-h telephone support and cancer advisory service No need 8 6.6
Little need 19 15.7
Moderate need 71 58.7
Highly need 23 19.0
Home nursing service No need 7 5.7
Little need 15 12.4
Moderate need 30 24.8
Highly need 69 57.0
Home cleaning service No need 6 4.9
Little need 14 11.6
Moderate need 70 57.8
Highly need 31 25.6
Home gardening service No need 6 4.9
Little need 15 12.4
Moderate need 40 33.1
Highly need 60 49.6
[Continued]
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Table 3. (Continued)

Variables Categories Frequency Percentage
Respite care No need 13 10.7
Little need 66 54.5
Moderate need 42 34.7
Highly need 13 10.7
Monetary allowance for travel and treatment No need 10 8.3
Little need 12 9.9
Moderate need 32 26.4
Highly need 67 55.4
70
59.5%
60
50
40.5%
40 -
B good
30 - poor
20
10 -
0 - )

Utilization of Palliative Care

Figure 1. Level of utilization palliative care services among the study participants visiting oncology unit at

HUCSH, Hawassa, Sidama, Ethiopia, 2021 (n=121).

HUCSH, Hawassa University Comprehensive and Specialized Hospital.

Ababa and Yirgalem was a qualitative and home-
based study.

Our research is different from previous studies, as
we specifically concentrate on women with BC
and their utilization of PC. This focus is crucial
for patients, as it focuses on the actual use of PC
services. This study lacks cultural and social fac-
tors that have significantly impacted individuals’
attitudes toward illness, treatment-seeking
behavior, and acceptance of PC. A cross-sec-
tional study only provides a snapshot of the find-
ings and fails to capture change over time. So

future researchers are advised to do longitudinal
studies and include cultural factors for better
findings.

In a multivariate analysis, it was found that rural
residency was significantly associated with
worse utilization of PC. Women living in rural
areas were 12 times more likely to experience
worse utilization of PC than urban residents,
with an AOR of 11.82 and a 95% CI of 4.39—
31.82. This result is in line with a study con-
ducted in Ontario, Canada,?® Australia, and?!
Ethiopia.?? One possible explanation for this
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Table 4. Utilization of palliative care services (n=121).

Variables Categories Frequency Percentage
Level of utilization palliative care services Good utilization 49 40.5
Poor utilization 72 9.8

Cancer information and support telephone line

You were aware existed? Yes 30 24.8
No 91 75.2
You were referred by a health professional? Yes 46 38.0
No 75 62.0
You have ever utilized? Yes 24 19.8
No 97 80.2
You have utilized in the past 12months? Yes 22 18.2
No 99 81.8

Community-based cancer support groups

You were aware existed? Yes 34 28.1
No 87 71.9
You were referred by a health professional? Yes 42 34.7
No 79 65.3
You have ever utilized? Yes 28 23.1
No 93 76.9
You have utilized in the past 12months? Yes 22 18.2
No 99 81.8

Information booklets on cancer from support organization

You were aware existed? Yes 31 25.6
No 90 Th.4
You were referred by a health professional? Yes 42 34.7
No 79 65.3
You have ever utilized? Yes 19 15.7
No 102 84.3
You have utilized in the past 12months? Yes 18 14.9
No 103 85.1

Respite care for cancer patients

You were aware existed? Yes 29 24.0
No 92 76.0
You were referred by a health professional? Yes 40 33.1
No 81 66.9

[Continued]
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Table 4. (Continued)

Variables Categories Frequency Percentage
You have ever utilized? Yes 23 19.0
No 98 81.0
You have utilized in the past 12months? Yes 21 17.4
No 100 82.6
Workshops/programs for coping with cancer
You were aware existed? Yes 25 20.7
No 96 79.3
You were referred by a health professional? Yes 42 34.7
No 79 65.3
You have ever utilized? Yes 16 13.2
No 105 86.8
You have utilized in the past 12months? Yes 20 16.5
No 101 83.5
Internet-based cancer support groups
You were aware existed? Yes 29 24.0
No 92 76.0
You were referred by a health professional? Yes 46 38.0
No 75 62.0
You have ever utilized? Yes 21 17.4
No 100 82.6
You have utilized in the past 12months? Yes 22 18.2
No 99 81.8
Information on cancer available on the internet
You were aware existed? Yes 28 23.1
No 93 76.9
You were referred by a health professional? Yes 99 45.5
No 66 54.5
You have ever utilized? Yes 23 19.0
No 98 81.0
You have utilized in the past 12months? Yes 20 16.5
No 101 83.5
Physiotherapy service for cancer patients
You were aware existed? Yes 31 25.6
No 90 A
(Continued]
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Table 4. (Continued)

Variables Categories Frequency Percentage
You were referred by a health professional? Yes 55 45.5
No 66 54.5
You have ever utilized? Yes 31 25.6
No 90 Th.4
You have utilized in the past 12months? Yes 31 25.6
No 90 Th.4

Financial assistance for cancer patients

You were aware existed? Yes 36 29.8
No 85 70.2
You were referred by a health professional? Yes 5/ 471
No b4 52.9
You have ever utilized? Yes 30 24.8
No 91 75.2
You have utilized in the past 12months? Yes 23 19.0
No 98 81.0

Community health nurse for cancer patients

You were aware existed? Yes 36 29.8
No 85 70.2
You were referred by a health professional? Yes 52 43.0
No 69 57.0
You have ever utilized? Yes 37 30.6
No 84 69.4
You have utilized in the past 12months? Yes 28 23.1
No 93 76.9

Chemotherapy service

You were aware existed? Yes 67 55.4
No 54 44.6
You were referred by a health professional? Yes 58 43.8
No 68 56.2
You have ever utilized? Yes 47 38.8
No 74 61.2
You have utilized in the past 12months? Yes 55) 45.5
No 66 54.5

10 journals.sagepub.com/home/pcr
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Table 5. Bivariate and multivariate analyses of palliative care service utilization among the study participants (n=121).

Variables Categories Utilization of palliative care  COR at 95% of ClI AOR at 95% of CI p Value
Good Poor
No (%) No (%)
Place of Urban 34 16 1 1
residence
Rural 15 56 7.93 (3.48-18.07) 11.82 (4.39-31.82]  0.000*
Occupation Farmer 16 30 2.62(0.72-9.61) 4.26 (0.89-20.38)  0.069
Governmental employee 8 15 2.62(0.63-11.00) 3.25(0.59-18.00)  0.177
Merchant 7 6 1.20 (0.25-5.84) 2.81(0.39-19.82)  0.299
Unemployed " 16 2.04(0.51-8.10) 2.36 (0.45-12.28)  0.306
Student 7 5 1 1
Educational No primary education 5 19 3.80(0.90-16.01) 3.87(0.68-22.09)  0.127
level
Primary (1-8) school 29 32 1.10 (0.34-3.53) 1.03(0.244-4.37)  0.966
Secondary (9-12) school 8 14 1.75 (0.45-6.82) 4.84(0.86-27.29)  0.074
College and above 7 7 1 1

*Significantly associated variable.

AOR, adjusted odd ratio; Cl, confidence interval; COR, crude odd ratio.

association between rural residences and worse
utilization of PC services could be that living in
rural areas is often associated with a lack of
awareness causes misunderstandings and pre-
vents timely intervention and symptom manage-
ment. Distance from healthcare facilities and
the difficulty of transportation services, beliefs,
and attitudes are also reasons why people living
in rural areas worse utilize PC services. Rural
residents might have a fear of facing the reality
of a serious illness, which can prevent patients
from seeking PC early. Some patients may
decline PC due to cultural norms or religious
issues. Fundamental strategies include educat-
ing patients, involving community and religious
leaders, and collaborating with health extension
workers to raise awareness.

Strength and limitation

This study had some limitations, including a lack
of existing literature on the utilization of PC ser-
vices in the area and the factors affecting their use,

which limited the ability to design the study and
compare outcomes. Additionally, the number of
patients included in the study through consecutive
sampling may have been affected by seasonal
variations.

Conclusion

This study found that 72 (59.5%) of women had
worse utilization of PC services. Living in a rural
area was identified as a factor contributing to worse
utilization of PC services. These findings suggest
that HUCSH should develop strategies to improve
utilization, such as increasing awareness among
patients and the community about the importance
of PC and identifying the reasons for worse acces-
sibility to these services. Hospital boards also have
a responsibility to work with health professionals,
families, and patients to increase accessibility to
PC, which directly affects their utilization.
Collaboration between home care nursing services
and community-based services can have a direct
impact on the utilization of PC.
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