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Referat (English)

This Ph.D. dissertation focused on psychosocial challenges and supportive care for cancer patients in
Ethiopia. The study utilized a mixed methods approach, incorporating both quantitative (retrospective
cohort and cross-sectional designs) and qualitative methods. We reviewed 1,298 patients' charts and
conducted phone interviews with 365 cancer patients from eight rural hospitals in southwestern Ethiopia
over 5 years to assess pathways to care. The qualitative data comprised 24 in-depth interviews and 16
focus group discussions to understand conceptions about cancer care among patients, family caregivers,
health professionals, community representatives, and religious leaders. Findings revealed that most
cancer patients were women in their 40s with late-stage breast (38%) or cervical (29%) cancers. Despite
the predominantly available surgical services, one fifth of the patients did not undergo the recommended
procedures due to patient refusal. Limited diagnostic and systemic treatment services were noted,
resulting in patients visiting an average of three healthcare institutions before initiating treatment. The
qualitative study identified reasons why elderly and very young women often refuse mastectomy, which
included fear of surgery, religious beliefs, and desires to preserve breast tissue for breastfeeding. Lack of
disease awareness, sociocultural influences, and having seen that women died despite mastectomy also
contributed. Psychosocial challenges were summarized using the social-ecological model, revealing
emotional distress, denial, and treatment refusal, along with ongoing feelings of hopelessness and fear
throughout treatment. Family members' involvement in treatment decisions was revealed, along with the
community's reliance on traditional medicine and religious practices as alternative treatments. Only a
fraction of the breast cancer patients received psychosocial services, highlighting deficiencies in support
systems within health facilities, including tertiary hospitals in Addis Ababa, attributed to heavy workloads,
limited space, and a shortage of trained personnel. This contributed to a vicious cycle of negative and

fatalistic attitudes, abandonment of care, and impaired outcomes among generations of cancer patients.

Innovative psychosocial services, potentially involving multiple professions, should be more seamlessly
integrated into routine cancer care in Ethiopia. These services should be adapted to local contexts,
considering sociocultural factors, community education levels, and available resources. By addressing
individual psychosocial needs, we can significantly enhance patient retention in the healthcare system
and improve outcomes. Educational initiatives should promote awareness of cancer as a treatable
condition, leveraging support groups that include survivors and through collaboration with religious
leaders and traditional healers. Expanding access to pathologic services, systemic treatments, and
palliative care is crucial for facilitating early cancer detection and treatment in rural Ethiopia. Training
healthcare professionals across various disciplines, including clinical psychology, palliative care, and social
work, is vital for delivering comprehensive psychosocial support to cancer patients.
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Referat

Diese Dissertation fasst sechs Forschungspublikationen zusammen, die sich mit den psychosozialen
Herausforderungen und der unterstiitzenden Betreuung von Krebspatienten in Athiopien befassen.
Hierflr wurden retrospektive Kohorten- und Querschnittsstudien durchgefiihrt, wobei quantitative und
gualitative Methoden zum Einsatz kamen. Im Rahmen der Studie wurden die Krankenakten von 1298
Patienten geprift und iber einen Zeitraum von fiinf Jahren Telefoninterviews mit 365 Krebspatienten aus
acht landlichen Krankenh&usern im Siidwesten Athiopiens gefiihrt. Die qualitativen Daten umfassten 24
ausfuhrliche Interviews und 16 Fokusgruppendiskussionen, an denen Krebspatienten, Pflege- und
Gesundheitsfachkrafte, Gemeindevertreter und religiosen Oberhdupter teilnahmen. Die Ergebnisse
zeigten, dass die meisten Krebspatienten Frauen in ihren 40ern waren und an Brust- oder
Gebarmutterhalskrebs im Spatstadium erkrankt waren. Obwohl chirurgische Leistungen liberwiegend zur
Verfligung standen, unterzog sich ein Fiinftel der Patienten nicht den empfohlenen Eingriffen, , zum
groRten Teil da sie Therapien ablehnten oder nicht in das Krankenhaus zuriickkehrten. Die Mdglichkeiten
zur Diagnosestellung und systemischen Krebstherapie waren limitiert, was dazu fiihrte, dass die Patienten
im Durchschnitt drei Gesundheitseinrichtungen aufsuchten, bevor sie eine Behandlung begannen. In der
qualitativen Studie wurden die Griinde untersucht, warum insbesondere altere und sehr junge Frauen eine
Mastektomie haufig ablehnten: Angst vor der Operation, religiose Uberzeugungen und der Wunsch, das
Brustgewebe fiir das Kinderkriegen und Stillen bei jungen Patientinnen zu erhalten, waren haufig genannte
Motive. Mangelndes Krankheitsbewusstsein, soziokulturelle Einfliisse und das Wissen um die negativen
Folgen nach einer Mastektomie trugen ebenfalls dazu bei. Die psychosozialen Herausforderungen wurden
anhand des sozio-6kologischen Modells zusammengefasst und zeigten emotionalen Stress, Verleugnung
und Behandlungsverweigerung bei der Diagnose sowie anhaltende Gefiihle der Hoffnungslosigkeit und
Angst wahrend der Behandlung. Es wurde festgestellt, dass die Familienmitglieder in die
Behandlungsentscheidungen einbezogen werden und dass die Gemeinschaft auf traditionelle Medizin und
religiose  Praktiken als alternative Krebsbehandlungen vertraut. Nur ein Bruchteil der
Brustkrebspatientinnen  erhielt psychosoziale Unterstitzung, was auf die Maéngel der
Unterstlitzungssysteme in den Gesundheitseinrichtungen, insbesondere in den tertidaren Krankenhausern
von Addis Abeba, hinweist, die auf die hohe Arbeitsbelastung, den begrenzten Raum und den Mangel an
geschultem Gesundheitspersonal zuriickzufiihren sind. Innovative psychosoziale Dienste, an denen
moglicherweise mehrere Berufsgruppen beteiligt sind, sollten nahtloser in die routinemaRige
Krebsversorgung in Athiopien integriert werden. Diese Dienste sollten an die lokalen Gegebenheiten
angepasst werden, wobei soziokulturelle Faktoren, der Bildungsstand der Gemeinschaft und die
verfligbaren Ressourcen zu berlicksichtigen sind. Indem wir auf die individuellen psychosozialen
Bediirfnisse eingehen, kdnnen wir die Patientenadharenz im Gesundheitssystem deutlich erh6hen und die
Behandlungsergebnisse verbessern. Aufkldarungsinitiativen sollten das Bewusstsein fiir Krebs als
behandelbare Krankheit férdern, durch den Einsatz von Selbsthilfegruppen fiir Krebsiiberlebende und die
Zusammenarbeit mit religiosen Oberhduptern und traditionellen Heilern nutzen. Die Ausweitung des
Zugangs zu pathologischen Diensten, systemischen Behandlungen und Palliativmedizin ist entscheidend
fir die Erleichterung der Krebsfritherkennung und -behandlung im landlichen Athiopien. Die Ausbildung
von medizinischem Fachpersonal aus verschiedenen Disziplinen, darunter klinische Psychologie,
Palliativmedizin und Sozialarbeit, ist fir die umfassende psychosoziale Unterstiitzung von Krebspatienten
von entscheidender Bedeutung.
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1. Introduction and objectives

1.1 Description of the problem

The burden of cancer globally is increasing, accompanied by immense physical, emotional, and financial
challenges for individuals, communities, and healthcare systems (1,2). Cancer is a debilitating illness that
leads to considerable psychosocial challenges for both patients and caregivers (3). Psychosocial challenges
are the dynamic interactions among the physical, emotional, social, and cultural factors that come into play
during the cancer trajectory (4). Several studies have revealed that psychosocial problems such as mood
disturbance, hopelessness, psychological distress, anxiety, depression, cognitive problems, and fear of
death or cancer recurrence, coping challenges, and interference with social relationships are commonly
reported among cancer patients (5-8). Of these, anxiety emerges as a prominent psychological challenge
for cancer patients, affecting all individuals at various stages of their illness. Over one third of cancer
patients experience emotional distress, with approximately 1 in 5 expressing a need for psychosocial
support (9—11). Another prevalent psychological problem is depression, which affects around 15-60% of
cancer patients (12—15). The burden, severity, and types of psychological disorders vary significantly based
on factors such as site of the cancer, stage of diagnosis, type and duration of treatment, geographic location,

sociocultural context, and economic status of patients.

The effects of cancer on patients and survivors are always complex; both its diagnosis and treatment can
be physically gruelling, disrupting all aspects of daily life and forcing patients to be dependent on caregivers
and healthcare professionals (8,16). The primary triggers for psychological disorders among cancer patients
often originate from the physical changes induced by the disease or its treatment. The multiple stages in
the cancer journey include pre diagnosis, post diagnosis before treatment, during treatment, and short-
and long-term after treatment, entailing different psychosocial problems and supportive care needs(8). For
instance, typical chemotherapy side effects, such as hair loss, fatigue, and weight changes, have a huge
psychological impact on cancer patients (17). The requirement to adjust to such changes can result in
unforeseen consequences on body image and self-perception. Specifically, cancers demanding surgical
removal of body parts may disrupt self-perception, appearance, physical capability, social interactions, and
cognitive functioning (18,19). In general, several studies have shown that psychosocial problems are
significantly associated with substantial functional impairment, fatigue, pain, low quality of life, poor

adherence to treatment, and decreased survival rates among cancer patients (7,20).
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Concerning the global burden of cancer and the demand for psychosocial support, the 2022 report from
the International Agency for Research on Cancer (IARC) revealed a total of 19.98 million incident cases and
close to 10 million deaths. The estimated number of people who were alive within 5 years following a
cancer diagnosis was 53.5 million (21,22). It was also projected to cause 35.2 million new cases and 18.5
million deaths by 2050 (23). About 1 in 5 people develop cancer in their lifetime, and approximately 1 in 9
men and 1 in 12 women die from the disease (2). Although cancer detection rates and treatment successes
continue to rise in high-income countries, many health systems in low- and middle-income countries
(LMICs) are least prepared to manage this burden, and large numbers of cancer patients globally do not
have access to timely quality diagnosis and treatment (24) which may contribute to the high psychosocial

challenges and palliative care needs.

Most reported deaths in 2022 occurred in LMICs. Notably, Africa experiences a significant share of cancer-
related deaths, comprising 7.8% of global cancer fatalities, exceeding its incidence rate of 5.9% of global
cancer cases (21). This underscores cancer’s disproportionate effect on marginalized populations and the
pressing necessity to tackle cancer disparities globally (2). Limited diagnostic and treatment services in
LMICs and advanced stage presentation can partly justify the poor prognosis of the disease and high
mortality rate in those regions (25—-27). Over the next decade, it is expected that more than 75% of cancer-
related deaths will be concentrated in LMICs and Sub-Saharan Africa, where many of these nations are
situated, presently facing a shortage of sufficient screening and detection methods, along with inadequate
resources for treatment and psychosocial support (23,24). Given the scarcity of specialized diagnostic and
treatment facilities in Sub-Saharan Africa, establishing efficient referral systems for cancer patients appears
to be the most viable solution (24—-26). Studies have shown how poor referral systems can hinder patients
from accessing early diagnosis and treatment, which can significantly contribute to advanced stage
presentation and poor outcomes (28-30). This may also directly influence the magnitude and severity of

psychosocial challenges encountered by cancer patients in those settings.

In Ethiopia, cancer diagnoses are on the rise, accompanied by a high mortality rate. According to the Global
Cancer Incidence, Mortality, and Prevalence (GLOBOCAN) 2022 report, the country recorded approximately
80,334 new cases and more than 54,698 deaths, with the majority (65.5%) affecting females (31). Cancers
of the breast (32.1%) and cervix (15.5%) were the two most common cancers among females, while

colorectal (12.1%) and leukaemia (9.5%) cancers were the most prevalent among males (31,32).

Like many other Sub-Saharan African nations, Ethiopians contend with a lack of diagnostic and treatment

services. In fact, the number of specialists and essential equipment for cancer care in Ethiopia is among the
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most limited and constricted. Within the country's three-tier health system, oncologic care is
predominantly centralized at tertiary referral centres (33). Primary level providers at health posts, health
centres, and primary hospitals have a limited capacity for cancer diagnosis and often refer patients to
general hospitals found at the secondary level (34). These hospitals provide diagnostic and surgical services,
while some of them also provide endocrine therapy. At the tertiary level, specialized referral hospitals
provide systemic oncology services, primarily situated in the capital or a few facilities at peripheral
university hospitals (35,36). Consequently, surgery remains the only available service for many cancer
patients at lower-level hospitals (34). Nevertheless, numerous cancer patients, especially those with breast
cancer, do not receive even the most basic surgical care. This could stem from either operational challenges
within the health facilities or patients' lack of psychological readiness, possibly due to the fear of
complications and unforeseen sociocultural factors. Hence, some of these patients turn to alternative
practitioners, such as herbalists, priests, and spiritual leaders (37,38) and only revisit healthcare facilities

when complications and advanced-stage cancers arise (35,36,39).

For the past couple of decades, Tikur Anbessa Specialized Hospital (TASH) has been the only Ethiopian
cancer centre offering comprehensive cancer care, including radiation treatment, until recently when
Jimma and Hiwot Fana University Hospitals began offering the service (35,36,40). The government is
actively pursuing the decentralization of oncology services, with systemic treatment available in over 24
hospitals, and plans are underway to introduce radiotherapy services in four additional cancer centres
located in various geographic locations nationwide (34,35,41). Despite the encouraging efforts in expanding
services and building capacity, various administrative and technical challenges have led to significant delays
in accommodating and providing comprehensive cancer care including psychosocial support, especially in

light of the increasing cases.

As integral components of cancer care, psychosocial services, including counselling, relaxation training,
cognitive and behavioural coping techniques, cancer education/information sessions, and group social
support are vital in addressing the social, psychological, emotional, spiritual, and functional needs of
patients (42,43). The provision of these services has revealed significant effects on reducing emotional
distress, anxiety, and depression (43,44). They have also improved adherence to treatment and enhanced
the quality of and survival of cancer patients (42—45). As a result, these services are being integrated and
delivered in routine cancer care in high-income countries (46—-48). However, some studies have revealed a

remaining gap in identifying the psychological, social, and spiritual needs of cancer patients in LMICs and
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properly addressing them through systematic and culturally tailored psychosocial services that benefit

patient well-being (46,48).

In summary, cancer statistics in Ethiopia are predominantly confined to tertiary level hospitals or are
restricted to the capital city, where the cancer registry is situated. However, the overall magnitude and
pathway of cancer patients in the healthcare system, starting with symptom recognition to advanced care
is not well documented. Although some studies have indicated that surgical treatment is the only available
cancer treatment at the lower-level hospitals, patterns of surgical service utilization and refusal rate
remained unstudied in peripheral sites of the country. Furthermore, the reasons for low uptake of surgical

and other treatment options among breast cancer patients are not yet understood.

In addition, evidence suggests a difference in the psychosocial challenges faced and needs among cancer
patients in Western countries and LMICs (19,48). Hence, recognizing the unique cultural, social, and
emotional dynamics in LMICs is vital for enhancing the psychosocial and spiritual dimensions of supportive
care. Nonetheless, detailed exploration of specific psychosocial challenges within these contexts, especially
in Ethiopia, remains limited. Previous studies have been quantitative in nature, only highlighting unmet
supportive care and information needs among cancer patients in Ethiopia (49-51). However, to the best of
our knowledge, available psychosocial services for cancer patients at the health facility level had not been

addressed before.

Therefore, in this study, we retrospectively assessed the magnitude of the most common cancers and
surgical service utilization in eight rural hospitals over 5 years. Also, we sought to illustrate the entire
pathway of cancer patients in those health facilities, which we believed to capture the barriers that hinder
early cancer diagnosis and treatment in Ethiopia. Related to this, the reasons for refusing surgical services
explicitly for mastectomy among breast cancer patients was qualitatively explored, and unique psychosocial
challenges among cancer patients were identified using the social-ecological model. Finally, we applied a
mixed methods design in order to assess the currently available psychosocial services that have been
provided for cancer patients in the health facilities. It seemed beneficial to pinpoint gaps in the delivery of
psychosocial services and develop suitable interventions by taking into account the socioeconomic and
cultural context of the country. Utilizing knowledge of existing psychosocial services should allow for
leveraging and expanding upon services rather than creating entirely new approaches and structures. This
approach might also streamline the overall implementation process and strengthen the sustainability of

these services within the healthcare system.
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1.2 Research objectives

The research objectives were:

1. Determine the magnitude of frequently diagnosed cancers, describe the uptake of surgical
services, and calculate the proportion of patients who refused surgical procedures in rural
hospitals of Ethiopia from 2014 to 2019.

2. Describe pathways and referral patterns of patients with cancer diagnosed at primary and
secondary hospitals in rural Ethiopia and identify contributing factors for successful completion of
referrals.

3. Explore reasons for refusal of mastectomy and identify challenges in relation to having surgery
among breast cancer patients in Ethiopia.

4. Explore the psychosocial challenges and needs of cancer patients in Ethiopia using a social-
ecological model.

5. Assess the availability and receipt of psychosocial services for breast cancer patients in selected

hospitals in Addis Ababa, Ethiopia.

The research findings were discussed through a review of literature in Africa and other regions.
Recommendations for this study were formulated by accounting for the county context and these research
findings. This dissertation employed retrospective cohort and cross-sectional study designs, incorporating
both quantitative and qualitative approaches, as well as a mixed methods design, resulting in seven

research publications (Wondimagegnehu et al. 2022, 2023, 2024).
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2. Discussion
This doctoral thesis discusses the main findings of the research outputs concentrated on overall cancer

burden and surgical service utilization among cancer patients in eight rural hospitals of Ethiopia over 5
years. We emphasized an exploration of the unique psychosocial challenges identified at individual,
interpersonal, and community levels using the social-ecological model. In addition, an attempt was made
to understand and articulate how institutional, personal, and sociocultural factors discourage women with
breast cancer from receiving surgical treatment in rural communities of Ethiopia. The impact of traditional
medicine and religious beliefs will also be discussed in detail. Moreover, the overall pathway of cancer
patients starting from an initial consultation to receiving specialized cancer care is illustrated in the three-
tier healthcare system of Ethiopia. Particularly, the status of psychosocial service provision for cancer
patients and obstacles in integration of those services in the routine cancer care will be entertained at
discussion’s end.

2.1 Cancer is on the rise among young women

In this study, a total of 1,298 cancer cases were identified between 2014 and 2019, with an increasing
pattern over the years. Breast (38%) and cervical (29%) cancers were the most frequently diagnosed among
females, while prostate (19%) and oesophageal (16%) cancers were the most prevalent among males. Our
findings highlight a concerning trend in rural Ethiopia, where cancer diagnoses among women occur at a
young age, often coinciding with early motherhood and significant caregiving responsibilities for their
children. This situation not only affects the women but also has repercussions on their children who may
suffer due to the illness and the resulting caregiving challenges. A recent qualitative study provided valuable
perspectives on the impact of maternal cancer on children, finding that many children are concerned about
potentially losing their mother, and the challenges of being physically distanced from her during
hospitalization suggested the emotional and practical hardships faced (52). Apart from its impact on
children, maternal cancer adversely affects the entire family, with fathers frequently reporting increases in
responsibilities and pressure due to prolonged physical, psychological, and financial demands of the course
of treatment (53). According to the 2024 IARC report, maternal cancer deaths have intergenerational
implications: 4.4 million women lost their lives to cancer in 2020, resulting in an estimated 1.04 million
maternal orphans worldwide (54). More than a third (35%) of new maternal orphans are in Africa, with
nearly half of the deaths attributed to breast cancer (25%) and cervical cancer (18%) (55). This underscores
the critical need to decrease preventable deaths from these particular cancers through screening,

vaccination, early detection, and treatment.
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2.2 Pathways and referral of cancer patients in rural Ethiopia
The overall pathway of cancer patients was investigated among 365 eligible patients identified over a 3-

year period. Our results revealed that, on average, the cancer patients sought care from three different
healthcare institutions, from their initial encounter with a provider to their final treatment initiation. This
finding is consistent with previous studies in Addis Ababa, which highlighted that cervical cancer patients
visiting four health facilities from their first contact with primary healthcare units significantly contributed
to delays in diagnosis and care (38,56). This suggests that the number of facilities visited has a direct time
implication on early cancer diagnosis and treatment. This aligns with the WHO framework, which outlines
three sequential steps: access to care, evaluation of the disease, and access to subsequent treatment.
According to a recent systematic review, LMICs experience significantly longer access intervals, with a
median of 6.5 months, compared to other countries (29). In Ethiopia, access to health facilities offering
pathology services is limited, primarily found in urban areas. Consequently, patients are often referred to
the private sector or comprehensive cancer centres for confirmatory diagnostic tests, leading to long travel
distances and high expenses. Our 5-year review revealed that clinical diagnosis was predominant, with
pathologic examination conducted for only 38.8% of the cases. Studies in Ethiopia and other LMICs have
consistently shown that a significant proportion of cancer cases are diagnosed and treated clinically without
undergoing pathologic examination for verification (25,27). The absence of pathology services, coupled
with inadequate referral systems significantly contribute to delayed cancer diagnoses in Ethiopia (57,58).
This issue was also evident in our study, where 65.4% of the cases were diagnosed at an advanced stage,
highlighting the pressing need for pathologic services in Ethiopia. After diagnosis, only 26% received
referrals for further cancer treatment, and yet, 21% of all the patients did not receive any treatment. These
figures closely mirrored data from the population-based Addis Ababa Cancer Registry, revealing that one
fifth of all cancer patients in the capital city remained untreated (36). This underscores a significant disparity
in access to specialized tertiary care for certain cancer patients, potentially driving them to explore
alternative treatments such as traditional remedies and religious rituals. In general, studies conducted in
Sub-Saharan Africa have shown that inadequate referral systems impede patients’ ability to access early
diagnosis and treatment, resulting in advanced stage presentation and unfavourable outcomes, thus
exacerbating the severity of psychosocial challenges for cancer patients in these regions (28-30).

2.3 Surgery: Sole option in rural hospitals with limited systemic treatment

Surgery stands as the primary cancer treatment widely offered in primary and secondary level hospitals of
Ethiopia, with endocrine treatment being the only systemic option available. However, other systemic

treatments like chemotherapy and radiotherapy services are rarely accessible at tertiary level hospitals.
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This observation aligns with previous research in Africa, which noted that surgery is often the only feasible
choice for numerous cancer patients on the continent due to constraints in systemic therapy and
fragmented referral systems (59-63). Concurrent with the high prevalence of breast and cervical cancers,
mastectomy (37.5%) and abdominal hysterectomy (20.4%) were the most frequently performed surgical
procedures. Particularly, modified radical mastectomy was recommended for all breast cancer patients due

to limited access to radiotherapy services required for breast conservation.

Although surgery was the sole treatment option in peripheral hospitals, nearly one fifth (18.5%) of
scheduled surgeries were not carried out. Among these, half of the patients either declined treatment or
failed to return to the hospital on their scheduled dates. Our qualitative study unveiled that many breast
cancer patients in Ethiopia, particularly young and elderly women, often refused mastectomy and
consequently returned to the health facilities much later, when surgery was no longer viable. Similarly in
Northern Ethiopia, a study discovered that surgery was not pursued in 32% of breast cancer cases because
of the disease's advanced stage (64). High refusal rates have been reported not only in Ethiopia but also in
several other African nations, including Rwanda and Nigeria. In Rwanda, 15.7% of patients declined surgery
(65), while in Nigeria, refusal rates reached 38% in two hospitals (66). In contrast, mastectomy is perceived
as less impactful in developed countries, with a minimal refusal rate ranging between 0.64% and 3.56%
(67-69). Let alone therapeutic breast surgery, contralateral prophylactic mastectomy (CPM) has become

prevalent even among healthy women deemed at high risk of developing breast cancer (70).

The high refusal rate in Africa can be attributed to several factors, including distrust in medical treatment,
availability of alternative treatments like traditional medicine, negative patient experiences, fear of
complications, and prevalent misconceptions associating cancer with evil spirits, often requiring spiritual
remedies only (60,61). Similar misconceptions about cancer causes were identified in another qualitative
study we conducted, revealing that the rural community of Ethiopia perceives cancer as an incurable
disease (71). Such deep-rooted beliefs also dictate that cancers should not be surgically interfered with,
which can lead to delayed presentation and rejection of surgical interventions, ultimately contributing to
high mortality rates. This cycle reinforces the belief that cancer is incurable, perpetuating reluctance to seek
or accept medical intervention.

2.4 Reasons for refusal of mastectomy in Ethiopia

Our qualitative research further explored the various reasons for refusing mastectomy among breast
cancer patients in Ethiopia. These included the fear of the surgical procedure and concerns about its

success, compounded by scepticism about its effectiveness due to knowing someone who died even after
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breast removal. Lack of awareness, religious beliefs/practices, and reliance on traditional treatments were
also identified as reasons for avoiding breast cancer surgery.

Desire to have a baby and breastfeed

The younger women and those with small, painless masses often preferred removing only the lump while
preserving the surrounding breast tissue, a procedure commonly referred to as breast-conserving surgery
(BCS). This problem was particularly pronounced among unmarried women who aspired to have children
and breastfeed them. Previous studies have also associated refusal of surgery with being single or
widowed, while expressing concerns that mastectomy at a young age might impact quality of life and
overall achievements (67,72). A significant refusal rate for mastectomy among young women holds
profound implications, given that most breast cancer patients in Ethiopia and Sub-Saharan Africa are of
childbearing age (25,63). Evidence indicates that individuals who refuse mastectomy have a poorer
prognosis in terms of overall survival compared to those who undergo surgery (68,69). Due to the scarcity
of radiotherapy services in Ethiopia, mastectomy remains the primary surgical approach for breast cancer
treatment across all stages (35,73). Nonetheless, BCS has emerged as an option in a few facilities within
the capital city. This option is only offered if the surgeon confirms that the patient can access radiotherapy
services, whether within private wings or elsewhere. Despite government efforts to expand radiotherapy
services to five cancer centres in Ethiopia, the presence of only two radiotherapy machines for a population
over 120 million falls short of the standard required to consider BCS a viable alternative for breast cancer
patients in the country. Therefore, there is an urgent need to prioritize the expansion of radiotherapy
services nationwide.

Poor success stories after mastectomy

Another notable finding was that some individuals refused mastectomy due to knowing someone who died
after having the procedure. This might be attributed to a lack of clear communication about the intended
purpose of the surgery, particularly for cases performed with palliative intent. For instance, our
retrospective review revealed that 73.1% of surgeries performed for breast cancer patients were intended
for palliation, potentially indicating a high mortality rate following mastectomy. Additionally, the high
mortality rate after mastectomy could be attributed to the lack of systemic treatments; it is likely that these
patients did not receive either chemotherapy or endocrine treatment following the operation. Our study
in rural Ethiopia showed that nearly all patients died within 3 years after surgery without systemic
treatment (74).

Unlike in developed countries, where cancer survivors often advocate openly for treatment, Ethiopia's

cultural context poses unique challenges. Many cancer patients, particularly women, are hesitant to
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disclose their diagnosis or support newly diagnosed patients. Our qualitative investigation unveiled self-
stigmatization among cancer patients, driven by negative societal pressures. While community members
may not overtly stigmatize or discriminate against cancer patients, many individuals opted to withdraw
from social engagements and refrained from discussing their illness with anyone beyond immediate family
and close friends. Hence, engaging breast cancer survivors in advocacy could be impactful, offering
powerful role models who demonstrate resilience and hope. By sharing their experiences, survivors can
empower newly diagnosed women to make informed treatment decisions, including mastectomy.
Professional counselling can further support individuals, providing tailored practical and emotional
assistance.

Sociocultural factors and misconceptions

Another significant factor highlighted in our investigation was sociocultural influences, such as community
advice, as breasts are perceived as symbols of femininity, beauty, and motherhood, which can impact
women's decisions. In this study, certain breast cancer patients reported that community members advised
and frightened them against surgery, suggesting that they would no longer be considered women after
losing their breasts. Another qualitative study in Ethiopia also reported a similar finding and stated that the
breasts symbolize women’s beauty and attraction. Additionally, some breast cancer patients expressed
negative emotions regarding their body image and felt a sense of incompleteness following mastectomy
(75). A qualitative study conducted in Nigeria investigated the belief that the removal of breasts leads to a
loss of femininity and womanhood, sometimes resulting in women without breasts being perceived as men
(72). Several studies have indicated that undergoing a mastectomy can have adverse effects on a woman's

body image and her relationship with her husband (76,77).

2.5 Psychosocial challenges among cancer patients
Regarding psychosocial challenges among cancer patients, the social-ecological model was applied to

summarize the main findings. Accordingly, the study identified that cancer patients face several unique
psychosocial challenges at different stages of the disease’s trajectory. These challenges occur at individual
and interpersonal levels, as well as in the relationship with communities and institutional systems of care.
Right after diagnosis, numerous cancer patients experienced shock, fear, denial, and some even attempted
suicide upon learning of their diagnosis. Depression, anxiety, hopelessness, and fear of death were
identified as significant psychosocial challenges in this study, consistent with findings from multiple
systematic reviews and explanatory studies (9,12,13,78). These symptoms are commonly reported among
cancer patients, both at diagnosis and during treatment. Variations in symptom severity and frequency

may be attributed to differences in cancer site and stage, treatment approaches, social dynamics, and
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access to psychosocial support. As proven by several studies, these psychosocial challenges hold significant
clinical implications, leading to considerable functional impairment, diminished quality of life, reduced
treatment adherence, and lower survival rates among cancer patients (7,20,79). With the anticipated rise
in cancer cases and limited availability of specialized diagnostic and treatment centres in Sub-Saharan
African countries over the next decade (24), unforeseen public health emergencies such as COVID-19 could
potentially exacerbate economic, social, and psychological crises, amplifying psychosocial challenges
among cancer patients (14,80). Therefore, healthcare systems should prepare to accommodate the influx
of patients while also addressing their psychosocial needs through innovative approaches and collaborative
efforts with other stakeholders and the community.

Suicidal risk: Perceiving cancer as a death sentence

A cancer diagnosis can profoundly unsettle one's sense of security, evoking deep-seated fears of pain,
suffering, and mortality. Despite some cancers being treatable, the pervasive fear associated with cancer
often leads to emotional distress and suicidal ideation upon diagnosis. In our study, some patients
expressed attempting suicide upon receiving the diagnosis of breast cancer. Likewise, a recent meta-
analysis that aggregated data from 28 studies found a significant increase in suicide mortality, nearly
doubling compared to the general population. The risk fluctuates depending on factors such as cancer
prognosis, stage, time since diagnosis, and geographic location (81). Numerous additional studies have also
highlighted the prevalence of suicidal thoughts among cancer patients, particularly those undergoing
chemotherapy, radiotherapy, and surgery (13,80-82). This indicates the importance of closely monitoring
cancer patients for signs of suicidal behaviour and ensuring they receive specialized care to mitigate both
short- and long-term suicide risks. Specifically, healthcare professionals should exercise caution and
undergo thorough training when disclosing a cancer diagnosis to patients, ensuring they provide
comprehensive emotional support before patients leave the medical facility. Our study also identified that
even those who are diagnosed at an early stage considered cancer an untreatable disease, framing cancer
as a death sentence.

This sentiment resonated with prior research, where cancer was often equated with death, evoking a primal
fear response (16). Similarly, in Ethiopia, a widespread public perception of cancer as a deadly disease was
reflected in previous studies (83,84). For this reason, both health professionals and family members tended
to avoid using the term "cancer", opting for alternative language when discussing the illness with patients
(39). The uneven perception may stem from high cancer mortality rates in Africa, including Ethiopia, where

the lack of positive outcomes makes it difficult to convince people that cancer can be cured. Moreover, the
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reluctance of successfully treated individuals to share their stories publicly has hindered efforts to raise
awareness in the community.

Treatment disruption due to financial hardship

One of the main psychosocial challenges identified in this study was financial strain, consistently mentioned
by cancer patients, caregivers, and health professionals. Unlike other diseases, cancer demands prolonged
local and systemic treatments, each posing a significant financial burden for many patients. Additionally,
diagnostic procedures such as pathological tests and imaging are often unaffordable for cancer patients in
Ethiopia, as these services are not widely available and require patients to travel long distances. As patients
are required to visit more health facilities, their psychosocial challenges escalate, with the fear of
recurrence and death heightened by the absence of recommended treatment. Furthermore, the patients
often rely on caregivers to accompany them to various tertiary level hospitals, adding to the overall financial
burden. In this study, the patients identified two primary obstacles to completing a referral: 73% cited
financial difficulties in covering the costs of diagnostic tests and treatment, while 30% mentioned
transportation issues. To gain insight into the barriers and facilitators of the referral system in rural Ethiopia,
we conducted an additional qualitative study involving health professionals, hospital medical executives,
and local health bureau representatives. We discovered that referred patients face challenges due to
inadequate transportation systems, a lack of nearby accommodation close to specialized facilities, and
difficulties navigating these facilities due to language barriers and illiteracy. This result is in line with a study
conducted in Morocco, which found that cancer diagnosis and treatment frequently plunge households
into poverty because patients must often travel long distances for diagnosis and treatment, with
transportation and accommodation costs proving excessively expensive (85). The financial consequences
of a cancer diagnosis on family members were similarly evident in other studies (53,56).

In contrast, many developed countries employ various mechanisms to alleviate the financial strain on
patients, such as subsidizing medication costs, incorporating them into health insurance premiums, and
connecting patients with supportive organizations. However, in Ethiopia and other LMICs, the lack of a
comprehensive health insurance system means that cancer patients must bear the full burden of diagnostic
and treatment expenses out of pocket. Although Ethiopia has been implementing community-based health
insurance (CBHI) schemes as pilots since 2011, overall health insurance coverage remains only at 28.1%,
indicating that further efforts are required. According to a recent study, 74.4% of cancer patients in Ethiopia
experienced catastrophic health expenditure, with a mean overall cost of $2,366 per patient.
Chemotherapy was one of the main reasons for such high expenditure(86). While Ethiopian health

insurance covers costs for chemotherapy and related services, a significant barrier arises due to the
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shortage of medications at public hospitals. This frequently forces patients to seek costly alternatives at
private pharmacies, which are often unaffordable for many cancer patients.

Family involvement in treatment decisions

Regarding the interpersonal level, respondents mentioned that the illness had adverse effects on both their
family and their own social lives. In addition, the involvement of family members in major treatment
decisions was mentioned. Our mixed methods study found that some breast cancer patients were unaware
of their diagnosis and received treatment without proper disclosure. This finding is consistent with a
previous study conducted in Addis Ababa that reported the lack of disclosure of a cancer diagnosis among
breast and cervical cancer patients (87). The main reason given for not properly disclosing cancer patients
was the pressure of relatives on health professionals to prevent hopelessness and discontinuation of
treatment. Similarly, another study described the complexity of communication-related preferences
regarding breaking bad news in oncology care in Ethiopia. While patients express a desire for information,
the preferences of family caregivers create an ethical dilemma for healthcare providers regarding patient
involvement in clinical decision-making; furthermore, due to the perceived fatality of the disease, the
general public prefer discussions about poor life expectancy to be restricted to family members only (83).
In our qualitative study, the breast cancer patients reported that their family discouraged them from
undergoing mastectomy, despite medical recommendations. This highlighted a collective decision-making
process within families, particularly among women with cancer who may have limited autonomy in
choosing their treatment options. This may stem from lower levels of education and economic dependence
on their husbands and the broader community (88). Similarly, another qualitative study described the
paramount role of family in physician—patient communication in Ethiopia. The study revealed that family
caregivers were often responsible for treatment decisions and avoided informing patients about a poor
prognosis, believing that conveying such news may cause distress (83,84).

Perceived effectiveness of alternative treatments

Regarding the community and organizational levels, our study delved into external factors including
community perceptions, norms, beliefs, cultural and religious practices, as well as traditional treatments
and their impacts both positive and negative on the psychosocial well-being of cancer patients.
Misconceptions about cancer's curability among patients, families, and communities led to scepticism
towards conventional treatment, prompting the exploration of alternative approaches. The research
uncovered that cancer patients frequently ceased medical treatment due to societal pressure to turn to
traditional healers and religious practices, particularly prevalent in LMICs like Africa (27-30). Across the

nation, studies have shown that many cancer patients resort to traditional remedies or religious rituals,
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resulting in delays in seeking treatment, refusal of conventional treatments, and discontinuation even after
starting treatment (37,38,57,58).

Conversely, religion and spirituality have shown significant associations with cancer patients' adjustment
and symptom management, and they are integral components of person-centred care, aiding patients in
coping throughout the cancer journey, from diagnosis to treatment, survival, recurrence, and end-of-life
care. Studies indicate that religious and spiritual coping are linked to lower levels of discomfort, as well as
reduced hostility, anxiety, depression, and social isolation among cancer patients (89,90). Additionally,
positive religious involvement and spirituality correlate with an enhanced quality of life and extended life
expectancy (91). Therefore, it is crucial for healthcare professionals to recognize and support the spiritual
needs of cancer patients, working together with religious leaders rather than disregarding religious rituals.

This collaborative approach can complement medical care and lead to better prognoses.

2.6 Available psychosocial services
In our mixed methods study, only 47 (11.1%) of the breast cancer patients received psychosocial services

either in the form of counselling, emotional support, or information provision. Counselling services and a
provision of information about the types of tests as well as treatment details, including type, combination
of treatments, duration, side effects, and regimen were reported parts of standard cancer treatment.
However, some breast cancer patients in this study were unaware of their diagnosis and expressed not
receiving sufficient information about their diagnosis and treatment, including the prescribed number of
chemotherapy cycles. In a prior study conducted in Addis Ababa, breast cancer patients demonstrated a
strong demand for information, especially concerning disease and treatment, with mean percentages of
94.8% and 93.7%, respectively. Moreover, two thirds of them indicated a preference for information from
healthcare professionals (49). In addition to information needs, studies have shown a notable prevalence
of unmet needs in cancer care across various domains in Sub-Saharan Africa. This included 63% for physical
needs, 59% for health information and systems, 58% for psychological support, 44% for patient care and
support, and 43% for sexual concerns (51,92). In our study, health professionals reportedly integrated such
services into their routine activities, but there were no well-structured counselling services, information
provision, emotional support, or group discussion sessions available for breast cancer patients in these
health facilities. The primary reasons for not providing such psychosocial services for cancer patients were
attributed to a high workload, inadequate space, and a shortage of trained health professionals. This is in
line with another study in Addis Ababa which found that workload and time pressure, in combination with

restricted space for privacy, limited the possibilities for physicians to deliver detailed information and
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provide emotional support (84). Likewise, numerous African countries lack the resources, including skilled

personnel, infrastructure, and materials, to offer comprehensive psychosocial services (48,93,94).

Upon identifying the lack of psychosocial support for cancer patients within healthcare settings and
recognizing the considerable psychosocial needs of these patients, we developed context-based
psychosocial services. These services are intended for integration and delivery by healthcare providers both
within health facilities and at the community level. Initially, we conducted a feasibility assessment to gain
a thorough understanding of existing cancer services and determine the optimal approach for delivering
these services using available human resources and infrastructure. Subsequently, we developed a
psychosocial support package that encompasses counselling services, distribution of brochures, patient
group discussions, and home visits facilitated by health extension workers (HEWSs). In the preparation
phase, we developed three audiovisual materials focusing on breast, cervical, and colorectal cancers, each
lasting 5—8 minutes. Additionally, we produced two documentaries featuring real-life stories of survivors
of breast and colorectal cancer. One survivor had prevailed over breast cancer and survived for 20 years,
while the other had overcome colorectal cancer and lived for 12 years after diagnosis. Four brochures on
breast, cervical, colorectal, and prostate cancers were prepared in two local languages, namely Amharic
and Afaan Oromo. A total of 34 nurses and 15 HEWSs were trained on how to deliver the designed
psychosocial services. Five launching programs were held in five rural towns where the hospitals were
situated. Community representatives, religious leaders, health professionals, and higher officials from
zone/woreda health offices participated. To evaluate the impact of these services, a cluster randomized
controlled trial was employed in 12 hospitals, two tertiary hospitals located in Addis Ababa and Hawassa
city, and five rural hospitals; in each, a control and intervention wing were included. The intervention was
designed to be administered for 6 months by trained nurses who worked at the oncology and surgical ward.
As a result, 289 cancer patients were provided with counselling services and received brochures respective
to their specific cancer type. Furthermore, 12 group discussion sessions were conducted, with 123 cancer
patients actively participating. Three audiovisual materials were showcased across the six intervention
sites. Additionally, the HEWs visited the homes of 72 cancer patients to provide emotional support.
Currently, we are assessing the impact of the delivered psychosocial intervention at 6 and 12 months of
follow up. Standard and validated measures like the European Quality of Life (EQoL) and Hospital Anxiety
and Depression (HAD) tools were used to assess the outcomes of interest. Therefore, we conducted a
validation study on the CR-29 EQol tool, which had not been previously validated in Ethiopia. Our findings
confirmed the reliability and validity of the Amharic version of the EORTC-QLQ-CR29 among colorectal

cancer patients in Ethiopia (95).
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2.7 Strengths and limitations
The main strength of this study was the inclusion of eight primary and secondary level hospitals located in

Oromia and the SNNPR regions — the two largest regions in the country with considerable diversity of
patient characteristics and health services. In addition, seven private and public hospitals in Addis Ababa,
including TASH were included, enhancing the representativeness of our findings. Assessing the journey of
cancer patients at primary and secondary healthcare levels, not done in previous studies, allowed us to
compare the available diagnosis and treatment services for cancer and to capture the experiences of
patients who may not have been represented in tertiary hospitals. Moreover, information collected over a
5-year period can illustrate the pattern of common cancers and surgical service utilization over time. A
notable strength of our qualitative study lies in adhering to the principle of maximum variation and large
sample size. The data were gathered from a diverse range of sources including cancer patients, their
relatives, healthcare providers, community representatives, and religious leaders. This approach
strengthened the comprehensiveness and inclusivity of the data. Particularly, the inclusion of breast cancer
patients who actually refused mastectomy provided valuable insight into their reasons for refusal.
Additionally, involving health professionals across various levels supported us in gaining comprehensive
perspectives from both patients and healthcare providers. Employing both IDI and FGD for data collection
further supported the triangulation of our findings. Additionally, the mixed methods study allowed for a
comparison of psychosocial service availability between private and government hospitals.

Conversely, there were several limitations to the study. First, we missed data for important variables when
the data were retrospectively reviewed from patient charts. Inadequate chart storage in hospitals may have
also led to the omission of patient cards, resulting in an underestimation of the total number of cases.
Moreover, only 58% of the patients listed in the logbook were contacted by phone, suggesting that
individuals diagnosed late or with unsuccessful referrals may have passed away prior to data collection. We
tried to interview relatives to account for this bias. The second limitation was recall bias, which we tried to
mitigate by employing the calendar technique for date determination through cross-referencing with
patient charts. One of the major limitations in our qualitative study was that the findings were confined to
the studied geographic area, yet numerous themes aligned with the existing literature. In addition, all the
interviews were conducted only in the official local language, whereas nuances present in other local
languages might not have been captured. Another limitation was the predominance of breast and cervical
cancer patients, resulting in a slight gender imbalance, with more females than males among the
participants. In the mixed methods study, we solely conducted IDIs with health professionals and did not

utilize validated questionnaires in the quantitative portion.
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2.8 Conclusions

In Ethiopia, the increasing number of cancer diagnoses, particularly at advanced stages, presents significant
psychosocial challenges, with a growing demand for supportive and palliative care services. Over a 5-year
period, around 1,300 cancer cases were treated in eight rural hospitals in Ethiopia, with females bearing
most of the burden. Clinical diagnoses were predominant, highlighting the urgent need for more pathology
services. Surgery was the only available cancer treatment, yet one fifth of the needed surgeries were not
performed due to patient refusal or patients not returning to the hospital. On average, cancer patients
sought care from three different healthcare institutions, from their first visit to treatment initiation. Only
one quarter of the cancer patients received referrals for further cancer treatment, and 1 in 5 patients went
without any therapy. This was mainly due to financial hardship, transportation issues, and a lack of social
support to complete their referrals. Hence, decentralizing oncology care into lower-level hospitals requires
careful consideration, alongside improving linkages to higher-level services to both address issues of access,
timeliness, quality, and affordability of care and break the cycle of late-stage presentation and high
mortality rates. Many breast cancer patients in Ethiopia, especially young and elderly women, refused
mastectomy for various reasons including fear of surgery, preferring mass excision over full breast removal,
and sought alternative treatments like religious rituals and traditional remedies. Additionally, concerns
about fertility and breastfeeding, limited awareness of disease severity, sociocultural beliefs, and negative
survivorship narratives following mastectomy contributed to the high refusal rate, which directly impacted
the increased breast cancer mortality in the country. In LMICs, most breast cancer patients are under 40
and of childbearing age, highlighting the significance of conception post-cancer treatment. Therefore, it is
vital to address individual patient psychosocial needs and preferences to retain these patients in the health
system. To combat disparities in breast cancer outcomes, the global breast cancer initiative prioritizes
health promotion, early detection, timely diagnosis, and comprehensive management. Consequently,
empowering women and bolstering capacity for care necessitate collaborative efforts among various
stakeholders. It is crucial for the breast cancer guidelines in Ethiopia to recognize psychosocial care as an
essential component, aligning Ethiopia with the global framework. Expanding BCS, particularly for young
women with early-stage cancer, should coincide with efforts to introduce radiotherapy nationwide.

The main psychosocial challenges identified among cancer patients upon diagnosis include emotional
distress, denial, suicidal attempts, and treatment refusal. Meanwhile, depression, hopelessness, and fear
of death were prevalent challenges at the individual level during the course of treatment. At the
interpersonal level, participants described the adverse impact of their iliness on both the patients' family

and their own social lives. Additionally, family members' involvement in critical treatment decisions was
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noted. For various reasons, including those mentioned, many cancer patients declined or discontinued
treatment and returned to healthcare facilities at an advanced stage of the disease with various
complications. Although the absence of stigma and discrimination in the community was encouraging, the
study uncovered that most cancer patients still preferred to distance themselves from social gatherings, as
they were hesitant to openly discuss their illness and wanted to avoid emotional distress. Hence, the study
emphasizes the importance of developing comprehensive psychosocial services integrated into Ethiopia's
routine cancer care. These services should be customized to the local context, considering sociocultural
factors, community education levels, and available resources.

Despite the evident psychosocial challenges faced by cancer patients, there was a lack of structured support
systems within health facilities, including tertiary hospitals in Addis Ababa. Our study revealed that only
one tenth of breast cancer patients received psychosocial services like counselling, emotional support, or
information provision in the health facilities. High workload, insufficient space, and a shortage of trained
health professionals were the primary reasons for not providing these services. Therefore, there is a need
to innovate psychosocial services, potentially through sharing tasks among different professions and
aligning them more effectively into the standard cancer care. Also, involving cancer survivors can provide
valuable support to newly diagnosed patients. Prioritizing the establishment of patient support groups and
emphasizing these efforts might address their psychosocial needs and significantly improve clinical
outcomes of cancer. Only this can stop the vicious cycle of the community’s conception of cancer as a
“death sentence”, the fatalistic perception of patients with symptoms, late diagnosis, incomplete therapy,
and the consequent very low survival rates which were again seen in the communities. Additionally, more
emphasis should be given to delivering comprehensive palliative care, since most of the cancer patients
were diagnosed at advanced stages, necessitating diverse psychosocial support services aligned with
existing social frameworks. Implementing awareness programs in religious settings, schools, and media
platforms is also crucial, possibly achieved by actively involving traditional healers, religious leaders, and
influential figures. Overall, we recommend a large-scale interventional study that actually implements
tailored psychosocial services in selected health facilities with an evaluation of its impact on improving
quality of life, adherence to treatment, and the survival of cancer patients in Ethiopia. Also, to gain a
complete picture of the problem, we recommend a qualitative study that includes traditional healers and
patients with different cancer types who may have unique psychosocial problems depending on the
anatomic site of origin. Also advisable are explorations of the lived experiences of breast cancer patients
after having mastectomy and male breast cancer patients to uncover additional challenge dimensions per

patients’ own perspectives.
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4. Thesis

1. In primary and secondary level hospitals of Ethiopia, surgery was the only available treatment
option for cancer patients, as systemic treatments were scarce. Consequently, most patients
visited approximately three healthcare institutions from their initial encounter with a provider until
their final treatment initiation.

2. Despite predominantly available surgical services, one-fifth of cancer patients did not undergo
recommended procedures, partly due to patient refusal or failure to return back to the hospital on
the scheduled date. Our qualitative study revealed that elderly and very young women with breast
cancer were particularly incline to refuse mastectomy.

3. Primary reasons for refusal include fear of surgery and concerns about its success, compounded by
knowing someone who died after mastectomy. Younger women often opt for breast-conserving
surgery, particularly unmarried women aspiring to have children and breastfeed. Lack of
awareness, religious beliefs, traditional treatments and sociocultural influences, regarding breasts
as symbols of femininity, beauty, and motherhood, further impact women's decisions.

4. Psychosocial challenges were summarized using the social-ecological model, revealing emotional
distress, denial, suicidal risk and treatment refusal upon diagnosis, while hopelessness, feeling
depressed and fear of death were commonly reported problems during the course of treatment.
At interpersonal level, the iliness has had adverse effects on both the family members and the social
lives of the patients. In addition, involvement of family members in major treatment decisions was
also recognized. In the community, traditional medicine and religious rituals were considered as an
alternative treatment for cancer.

5. In Addis Ababa, only ten percent of breast cancer patients received psychosocial support services,
including counselling, emotional assistance, or informational guidance. Health professionals were
reported to offer these services alongside their regular duties, without a formalized support system
in place within health facilities. The primary obstacles to providing psychosocial support included
heavy patient flow/workload, insufficient space, inadequate training, and a shortage of qualified

professionals to organize and deliver such services within hospitals.
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Abstract

Background: Global cancer estimations for Ethiopia announced 77 352 new cases in 2020 based on the only population-based registry in Addis
Ababa. This study characterizes cancer patients in rural Ethiopia at 8 primary and secondary hospitals between 2014 and 2019.

Patients and Methods: All clinically or pathologically confirmed cancer cases that were diagnosed between 1 May 2014 and 29 April 2019 were
included. A structured data extraction tool was used to retrospectively review patients’ charts and descriptive analysis was done.

Results: A total of 1298 cancer cases were identified, of which three-fourths were females with a median age of 42 years. Breast (38%) and
cervical (29%) cancers were the most common among females, while prostate (19%) and oesophageal cancers (16%) were the most com-
mon among males. Only 39% of tumors were pathologically confirmed. Nearly two-thirds of the cases were diagnosed at an advanced stage.
Surgery was the only accessible treatment option for more than half of the cancer patients, and systemic treatment (except endocrine) was
rarely available. One in 5 patients did not receive the recommended surgical procedure, half due to patient refusal or lack of the patient returning
to the hospital.

Conclusion: The pattern of cancer diagnoses in rural hospitals shows an exceptionally high burden in women in their middle-ages due
to breast and cervical cancers. Advanced stage presentation, lack of pathology services, and unavailability of most systemic treatment
options were common. The surgery was offered to nearly 60% of the patients, showing the significant efforts of health workers to reduce
sufferings.

Key words: cancer; rural hospitals; treatment pattern; surgical services; Ethiopia.

Implications for Practice

In rural hospitals of southern Ethiopia, two-thirds of cancer patients are women in their 40s with late-stage breast or cervical malignancies.
Surgery is the only treatment available and offered to nearly two-thirds of all patients, while endocrine treatment is the only systemic
option available. High refusal rates for surgery may reflect the perception of cancer as a “death sentence” due to the lack of cancer
survivors who encourage others to utilize oncology services early. Focusing on improving such basic services, involving the surgeons,
and offering referral pathways for these patients can be the first steps to integrating oncology services into the lower levels of the health
care system.

Introduction compared with its incidence (5.7% of global cancer inci-
dence).>* The majority of cancer patients in LMICs present at
an advanced stage of the disease, which contributes to a poor
prognosis of the disease and a high mortality rate.*¢

In Ethiopia, cancer is becoming a frequently diagnosed dis-
ease with a considerably high mortality rate. The increased

Cancer accounted for almost 10.0 million deaths in 2020!
and is projected to cause 16.2 million deaths by 2040.2 More
than half of the reported deaths occurred in low- and mid-
dle-income countries (LMICs); particularly, Africa has a high
proportion of cancer deaths (7.2% of global cancer deaths)
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incidence is due to aging and lifestyle changes. According
to the Global Cancer Incidence, Mortality and Prevalence
(GLOBOCAN) 2020 report, an estimated 77 352 new cases,
and over 51 865 deaths were reported in the country, with
the majority (50 598; 65.4%) occurring in females.” During
2012-2013, a total of 4139 newly diagnosed cases were
recorded in the population-based cancer registry of Addis
Ababa, with age-standardized rates per 100 000 inhabi-
tants of 136 for females and 70 for males.® Similar to other
LMICs, there are limited diagnostic and treatment services in
Ethiopia, and the three-tier health system in the country posi-
tions oncologic care mainly at tertiary referral centers. In fact,
the number of specialists and essential equipment for cancer
care in Ethiopia is among the most limited and constricted
in the world. Therefore, the only available service for most
cancer patients at lower-level hospitals is surgery.”!® Systemic
treatment is limited mainly to the only cancer center in Addis
Ababa and a few facilities at peripheral university hospitals.
However, many cancer patients do not even receive basic
surgical services. This could either be due to a lack of surgi-
cal capacity or organizational problems. On the other hand,
the patients may not be psychologically ready to receive the
necessary surgical procedures with perceived unacceptable
bodily mutilation or fear of systemic therapy for unknown
reasons. As a result, these patients may seek help from alter-
native healers, such as herbalists, priests, and spiritual lead-
ers,'"2and return to health facilities once complications and
advanced-stage cancer occur.'>!"

Even though there are studies about cancer care in Ethiopia,
cancer statistics are either limited to tertiary level hospitals
or only in the capital city where the cancer registry is based.
However, to the best of our knowledge, the magnitude of can-
cer patients and reasons for non-uptake of surgical and other
treatment options are not well documented in Ethiopia, par-
ticularly at lower-level rural hospitals. Therefore, this study
is intended to determine the magnitude and characterize fre-
quently diagnosed cancers, describe the uptake of surgical
services, and calculate the proportion of patients who refused
surgical procedures in rural hospitals in Ethiopia from 2014
to 2019.

Materials and Methods

Study Design and Area

The study was conducted in 8 rural hospitals in southern
and southwestern Ethiopia: 6 secondary level hospitals—St.
Lukas Catholic Hospital, Butajira General Hospital, Dubo
St. Mary Hospital, Negist Elleni Hospital, Durame General
Hospital, and Wollayta Teaching and Referral Hospital; and
2 primary level hospitals—Attat our First Lady of Lourdes
Catholic Primary Hospital and Aira General Hospital. The
majority (6) of them are located in the Southern Nations,
Nationalities, and Peoples’ Region (SNNPR), while St. Lukas
Catholic Hospital and Aira General Hospital are situated in
the Oromia region. These hospitals were chosen based on
a preliminary assessment of their ability to provide cancer
diagnostic and treatment services, as well as their relatively
large rural catchment populations of 0.8-2.5 million people.
The hospitals have 4 major inpatient departments (medical,
surgical, pediatric, and gynecology/obstetrics) with a total of
100-350 beds. Diagnostic services such as common labora-
tory tests, X-ray and ultrasound are widely available in these
hospitals. However, other imaging services such as computed
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tomography (CT scan) and magnetic resonance imaging
(MRI) and pathologic tests like fine needle aspiration cytol-
ogy (FNAC) and biopsy are provided through referral linkage
with higher-level hospitals in Addis Ababa. A S-year retro-
spective patient file data review was done from May 2019 to
June 2019.

Study Participants

All clinically certain and/or pathologically confirmed cancer
cases who were above 18 years old and who were diagnosed
and possibly treated in those 8 hospitals between 1 May 2014
and 29 April 2019 were included.

Data Collection and Analysis

The diagnoses and treatments of patients at the included
hospitals within the study period were ascertained from
the admissions and outpatient logbooks of the hospitals.
Subsequently, the cards of patients with an assessment of any
type of cancer or suspected cancer were extracted from the
database using the medical registration number. A structured
data extraction tool was prepared based on the objective of
the study and important variables, such as sociodemographic
characteristics, clinical features, and type of treatment
received (including reasons for non-uptake) were included.
Eight health management information system (HMIS) focal
persons who were working in those hospitals were involved
in screening the logbooks and tracing all the files of patients
who were diagnosed and treated in the past 5 years. A total of
16 data collectors (2 per site) who had BSc degrees in nursing
were recruited to extract all the important information from
the cards of patients. All collected data forms were assessed
for data quality, completeness, and consistency and descrip-
tive statistics were done using SPSS software version 235.

Ethical Clearance

Ethical clearance was obtained from the Addis Ababa
University, College of Health Sciences, Institutional Review
Board. Individual informed consent was waived due to the
retrospective nature of the study.

Result

Sociodemographic Characteristics

During the study period, a total of 1511 cancer cases were
identified in the 8 rural hospitals. Of those, the actual diagno-
sis was neither confirmed pathologically nor clinically for 213
(14.1%) cases, and no additional information was recorded
for these cases, except stating that to “rule out a specific can-
cer.” Therefore, a total of 1298 cancer patients either clinically
or pathologically confirmed were included in our final anal-
ysis. The median age of participants was 42 years, with an
interquartile range of 17 years. Three-fourths of all cases were
females and more than half (52.9%) of them were married.
Regarding their religious views, one-quarter (25.3%) of them
were Protestants, while nearly one-fifth (17.3%) of them were
Orthodox Christians. Even though educational status was
not recorded for almost half (49%) of the cases, one-quarter
were known to be illiterate and only one-tenth had attended
formal education. More than one-third (35.5%) of cases were
housewives and one-eighth were farmers. The majority of
cases were identified at St. Lukas Catholic Hospital and Aira
General Hospital, each accounting for one-fifth of the total
cases (Table 1).
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Table 1. Sociodemographic characteristics of cancer patients diagnosed
in 8 rural hospitals of Ethiopia between 2014 and 2019.

Variables n=1,298 Percent (%)
Sex
Male 304 23.4
Female 983 75.7
Not recorded 11 0.8
Age
18-29 167 12.9
30-44 520 40.1
45-59 386 29.7
60-74 189 14.6
>75 36 2.8
Name of the hospitals (catchment
population in million)
St Lukas (1.3) 267 20.6
Aira*(1.3) 254 19.6
Durame (1) 156 12.0
Atat* (0.8) 150 11.6
Negest Elleni (2.5) 136 10.5
Ottana (2) 135 10.4
Dubo (0.8) 110 8.5
Butajira (1.3) 90 6.9
Origin of patients (region)
Oromia 470 36.2
SNNPR 800 61.6
Others” 4 0.3
Not recorded 24 1.8
Religion
Orthodox 224 17.3
Muslim 148 11.4
Protestant 328 25.3
Catholic and traditional 5 4
Not recorded 593 45.7
Education
Illiterate 331 25.5
Read and write 191 14.7
Primary education 72 5.5
Secondary education 40 3.1
Higher education 28 22
Not recorded 636 49.0
Marital status
Single 60 4.6
Married 686 52.9
Divorced/separated 18 1.4
Widowed 31 2.4
Not recorded 503 38.8
Occupation
Housewife 461 35.5
Farmer 176 13.6
Civil servant 21 1.6
Student 38 2.9
Others ® 19 1.5
Not recorded 583 44.9

“Primary hospitals.

“Others include Amhara and Addis Ababa.
aOthers include factory, merchant, and private.
Abbreviation: M, million.

e891

Concerning the distribution of cases over the past 5 years,
the number of cancer cases has been persistently increasing
throughout these years from 97 (7.5%) cases in 2014 to 409
(31.8%) cases in 2018. Even though the data collected in
2014 was only for 8 months, the total cases reported was still
far lower compared to the other years. In 2019, a total of 139
(10.7%) cases were identified from January to April, suggest-
ing that the total number of cases at the end of the year might
even be higher than the previous year (Fig 1).

Types of Cancer

Out of the total 1298 cancer patients who visited those 8 hos-
pitals between 2014 and 2019, almost one-third of them were
diagnosed with breast cancer. Cervical cancer was the second
most common type of cancer, accounting for 22% of total
cases. Oesophageal (9.5%), endometrial (5.5%), colorectal
(5.2%), gastric (4.9%), and prostate (4.5%) were the other
frequently diagnosed cancers during the stated period. The
five most common cancers among females were breast, cervi-
cal, oesophageal, endometrial, and gastric, while prostate was
the most common cancer among males, followed by oesoph-
ageal cancer, colorectal cancer, cancer of unknown origin
(CUP), and gastric cancer (Table 2). Breast cancer was lead-
ing cancer in all rural hospitals, except for St. Lukas Catholic
Hospital and Aira General Hospital (Table 3).

Medical and Clinical Characteristics

In this study, most (785; 60.5%) of the cases were diag-
nosed clinically, while only 503 (38.8%) of the cases were
pathologically confirmed. Out of those cases with patho-
logical confirmation, the histologic type was not recorded
for 41.6%. Squamous cell carcinoma (44.6%) was the
most common type of cancer, of which 80.9% were
reported among cervical cancer patients, while ductal cell
carcinoma (25.2%) and adenocarcinoma (12.2%) were
the second and third common types of cancer with known
histology, respectively. Out of the total of pathologically
confirmed cancer cases, tumor grade was recorded only for
144 (28.6%) cases, of which 13.9% were grade III and
9.7% were grade II cancers. Concerning the stage of can-
cer, nearly two-thirds (65.4%) of the patients with a known
stage were diagnosed at an advanced stage of cancer, either
at stage III (37.4%) or stage IV (28.0%) (Table 4).

Treatment Options and Outcome

Surgical interventions were the most common cancer treat-
ments in those rural hospitals, and surgery was planned for
more than half (756; 58.2%) of the total cases. The major
reasons why surgery was not planned for the remaining
(519; 40.0%) cases were as follows: firstly, patients were
directly referred to the next level health facility for further
investigations (350; 67.4%) and secondly, patients with
advanced cancer at the time of diagnosis (18; 3.5%) were
not operated on. Out of a total of 756 planned surgical pro-
cedures, the majority (81.0%) were performed in those hos-
pitals, while the rest (18.5%) were not done due to several
factors. One of the major reasons was either patient refusal,
or patients’ not returning to the hospital after having an
appointment. This accounted for almost half (49.3%) of the
planned procedures. The rest of the patients were referred to
the next level (32.1%) or planned in the future at the time
of data collection (11.4%) (Table 4). With regard to the type
of surgery, mastectomy was the most frequently performed
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Figure 1. Types of cancer cases diagnosed in 8 rural hospitals of Ethiopia from 2014 to 2019 (n =1298). Actual data was collected for 8 complete months
in 2014 and 4 months in 2019. Based on that, it's extrapolated for the whole year.

surgical procedure, concurrent with the high prevalence of
breast cancer in those hospitals. Abdominal hysterectomy
was the second most common surgical procedure, which
accounted for 20.4% of the total surgeries performed during
the study period (Fig 2). Out of the total of 612 surgeries
performed in those hospitals, the intent of the surgery was
mentioned to be curative for only 12.1% of the patients,
whereas palliative surgery was performed for almost two-
thirds (66.3%) of the patients. However, the intention of
the surgery was not specified for the remaining 21.6% of
patients (Table 5).

Concerning other types of cancer treatment, hormonal ther-
apy was given to almost one-third (29.8%) of breast cancer
patients. Out of these, 83.2% of them were taking tamoxifen;
the type of drug was not recorded for the remaining 16.8%
of cases. More than half (54.6%) of these patients were tak-
ing hormonal treatment for less than a year. However, none
of the prostate cancer patients received hormonal treatment.
According to the medical records, chemotherapy and radio-
therapy (RT) services were not available in those hospitals,
and only 1.4% and 0.7% of the total patients reported hav-
ing ever received chemotherapy and RT, respectively (Table
4). It’s also indicated that they have received these services at
Tikur Anbessa Specialized Hospital, which is the largest hos-
pital providing comprehensive cancer care in Ethiopia.

In relation to the referral system, around one-third (33.1%)
of total cancer patients were referred to the next high-level
health facility for either of the following reasons: immediately
after diagnosis for additional investigations or for further sys-
temic treatments such as chemotherapy and RT after receiv-
ing surgical treatment. Even though the exact referral sites
were not recorded for 27.0% of these patients, nearly half
(49.9%) of them were referred to the comprehensive cancer
center in Addis Ababa. Based on the information documented

in the charts of patients, 5.6% of in-hospital deaths were
recorded, while the status of the remaining 94.4% of cases
was unknown at the time of data collection (Table 4).

Discussion

This study described the overall burden of cancer cases in 8
rural hospitals in Ethiopia from 2014 to 2019. Our results
revealed that the number of diagnosed cancer cases had been
remarkably increasing over the years, and three-fourths of
the cases were reported among females. Breast and cervical
cancers were the most frequently diagnosed cancers among
females, while prostate and oesophageal cancers were the
most frequently diagnosed cancers among males. The major-
ity of the cancer cases were diagnosed clinically, and patho-
logic evaluations were done only for one-third of the total
cases.

More than 80% of the cancer cases in this study were in
individuals below the age of 60 years. This finding is consis-
tent with the population-based cancer registry in Addis Ababa,
which stated that 72% of total cancer cases diagnosed from
2012 to 2014 were below the age of 60 years.® According to
a recent study in 2020, 65% of total cases were below the
age of 60 years,'® and others reported that the median age of
cancer patients ranged from 48 to 52 years.'”'* Not only in
Ethiopia but also in several LMICS, cancer is more common
among individuals below 65 years of age.'”'® This variation is
mainly due to the young population structure in Ethiopia and
in most low-income countries.

In this study, three-fourths (75.7%) of the total cancer
cases were females, and a similar (72.8 %) figure was reported
from a record review done at the only oncology center in the
country from 1998 to 2010." Previous hospital-based and
population-based studies also stated that more than 60%
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Table 2. Types of cancer diagnosed in men and women.
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Primary site of cancer Males Females Unknown Total Pathologically confirmed 7 = 503
n (%) n (%) n (%) n (%)
Breast 23 (7.6) 372 (37.8) 5 (45.5) 400 (30.8) 221 (55.3)
Cervical 0 (0) 289 (29.4) 289 (22.3) 141 (48.8)
Esophageal 49 (16.1) 74 (7.5) 123 (9.5) 5 (4.1)
CUP 37 (12.2) 46 (4.7) 3(27.3) 86 (6.6) 24 (27.9)
Endometrial 0(0) 71(7.2) 71 (5.5) 30 (42.3)
Colorectal 45 (14.8) 19 (1.9) 67 (5.2) 12 (18.8)
Gastric 33 (10.9) 33 (3.4) 1(9.1) 64 (4.9) 9 (13.4)
Prostate 58(19.1) 0(0) 58 (4.5) 15 (25.9)
Ovarian 0(0) 30 (3.1) 30 (2.3) 11 (36.7)
Soft tissue 9 (3.0) 15 (1.5) 1(9.1) 24 (1.8) 13 (54.2)
Bladder 10 (3.3) 2(0.2) 13 (1.0) 0(0)
Liver 7(2.3) 3(0.3) 10 (0.8) 1(10.0)
Lung 3(1.0) 5(0.5) 1(9.1) 9 (0.7) 2(22.2)
Hematologic 3(1.0) 5(0.5) 8 (0.6) 0(0)
Testicular 7(2.3) 0(0) 7 (0.5) 1(14.3)
Thyroid 1(0.3) 7(0.7) 8 (0.6) 8 (100.0)
Pancreatic 3(1.0) 2(0.2) 5(0.4) 2 (40.0)
Others* 16 (5.3) 10 (1.0) 26 (2.0) 8 (30.8)
Total 304 (100) 983 (100) 11 (100) 1298 (100) 503 (38.8)

Others: include inguinal, cholangial, renal, laryngeal, vulvar, penis, skin, and tongue cancer.

Abbreviation: CUP, cancer of unknown origin.

of cancer cases in Ethiopia occur among females.®!3'® This
can be explained by the fact that breast and cervical can-
cers are the 2 most frequently diagnosed cancers occurring
mainly/only in females. Our study also confirms that, in rural
Ethiopia, cancer is a diagnosis in women who are very young,
often have children at an early age, and are responsible for
looking after their children (who likewise suffer).?

Our results suggest that the number of cancer cases present-
ing at hospitals is increasing over time, up to 4 times, between
2014 and 2018. This reflects the aging of the population,
an increase in service uptake, and possibly lifestyle changes.
Our findings support the global burden of cancer increases
over time and is projected to be 29.5 million over the next 2
decades,* and by 2033, it’s estimated that two-thirds of these
new cancer diagnoses will occur in developing countries.>

Our results showed that breast and cervical cancers were
the 2 leading cancers for both sexes, each accounting for
30.8% and 22.3% of total cancer cases, again showing the
huge burden for women. Similar figures were reported from
2013 Addis Ababa population-based cancer registry data, in
which 31.4% and 14.1% of total cancer cases were due to
breast and cervical cancers, respectively.® In the tertiary can-
cer center in Addis Ababa, gynaecological malignancies (pre-
dominantly cancer of the uterine cervix) were found to be
leading cancer, followed by breast cancer based on the retro-
spective review done from 1998 to 2010."” The University of
Gondor Hospital also reported that cervical cancer was the
most common cancer, accounting for 16.1% of total cases
diagnosed and treated within a 1-year duration.?' This might
be due to the unavailability of RT services at lower-level hos-
pitals and all cervical cancer cases ending up in a tertiary
hospital, whereas breast cancer cases can receive surgical and

other treatment options at primary or secondary level hos-
pitals. In summary, these 2 cancers are the most prominent
cancers in tertiary hospitals, in lower-level hospitals and also
among the population, accounting for the lion’s share of can-
cer deaths among females. The discrepancy in cervical cancer
incidence and mortality between developed and developing
nations is striking."* In 2020, Africa contributed to 19.4% of
all incident cases worldwide,' and East Africa has the high-
est subregional incidence of cervical cancer.®?* This tragedy is
due to a lack of screening services and human papillomavirus
(HPV) vaccination in the region.

During the stated period, prostate (19.1%) cancer was the
first cancer among males, followed by oesophageal (16.1%)
and colorectal (14.8%) cancers. This differs slightly com-
pared to findings in the Addis Ababa population-based can-
cer registry, showing that the three most common cancers
among males were colorectal, non-Hodgkin’s lymphoma, and
prostate cancer.*> However, leukaemia and non-Hodgkin’s
lymphoma were rarely found in our study. The main reason
for this might be the lack of advanced diagnostic services
and specialists, and thus a lack of detection of these cases in
lower-level hospitals. The other possible explanation for this
could be physicians considering such cases as HIV or other
diseases and never suspecting a malignancy.

Out of the total 1298 cancer cases identified in our study;
oesophageal cancer (9.5 %) was the third most common cancer.
Previous studies from other geographic areas reported it as the
ninth most incident and the eighth leading cause of mortality
in Ethiopia, contributing to less than 3% of total cases.®!316:23
We found Aira General Hospital to be a hotspot in our study,
and it is located in West Wellega zone of the Oromia region.
Out of the total of 123 oesophageal cases reported within a
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Table 3. Five top cancers diagnosed in 8 rural hospitals of Ethiopia between 2014 and 2019.

Name of the hospitals

Top 5

cancers

Oromia region
primary level hospitals

SNNPR region
Primary and secondary level hospitals

Aira (254)

St. Lukas (267)

Butajira (90)

Durame (156) Ottana (135)

Dubo(110)

Negest E. (136)

Attat (150)

Esophageal (79)
Breast (69)

Cervical (99)

Breast (17)
CUP (15)

Breast (51) Breast (60)

Breast (33)
CUP (22)

Breast (52)

Breast (84)
CUP (43)

15[

Endometrial (38)
Breast (34)

Cervical (32)

Cervical (17)

Cervical (44)
Gastric (9)

2nd

Cervical (68)

Gastric (13)

Colorectal (10)

Soft Tissue (6)
Gastric (6)

Prostate (17)

Cervical (14)

Esophageal (10)
Cervical (5)

3rd

Colorectal (12)

Prostate (17)
Ovarian (6)

Esophageal (12)
Cervical (10)

Gastric (16)

Endometrial (13)
Gastric (10)

Colorectal (8)
Ovarian (6)

4[h

Endometrial (11)

Esophageal (15)

Prostate (5)

5th

Note: the values in bracket are actual number of cases.
Abbreviation: CUP, cancer of unknown primary.
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5-year duration, nearly two-thirds (79; 64.2%) were reported
from this hospital. Several studies conducted in Ethiopia also
revealed certain hotspots in the Oromia region, particularly
in the Arsi and West Wellega zones.?*?¢ Consumption of hot
beverages and porridge in these places has recently been iden-
tified as a risk factor for oesophageal cancer, along with other
environmental factors.?”$

The majority of our cases were diagnosed clinically, and
pathologic examination was done only for one-third (38.8%)
of total cases, of which the histologic type and tumour grade
were recorded only for 209 (41.6%) and 144 (28.6%) of
cases, respectively. Several studies both in Ethiopia and other
LMICs have highlighted that the majority of cancer cases
were often diagnosed and treated clinically without verifi-
cation through biopsy or other pathologic examination.*%!?
In Ethiopia, health facilities with FNAC and biopsy services
are rare and mainly concentrated in urban areas. Therefore,
patients are forced to travel long distances and spend a lot of
money, especially for private services. Lack of pathology has
many implications in terms of the provision of standard cancer
care relying on histologic type, grade, and immunohistochem-
istry for breast cancer. The unavailability of local pathologic
services is one of the main contributing factors to the late
diagnosis of cancer in Ethiopia, together with weak referral
systems and extended waiting periods for consultation.!!2%3¢

In LMICs, the majority of cancer patients are diagnosed
at an advanced stage of the disease, which contributes to a
high mortality rate and poor prognosis of the disease.**!” In
this study, nearly two-thirds (238; 65.4%) of the total cases
were diagnosed at an advanced stage of the disease. The
majority of Ethiopian studies found that more than 70%
of cancer cases in Ethiopia were diagnosed at stages III and
IV.13141623.2531 According to a multicentre study in southern
Ethiopia, 72.5% of breast cancer patients were diagnosed at
an advanced stage of the disease.?” Age above 40 years, lower
educational levels, rural residence, visiting traditional healers
and religious places, lack of awareness about cancer (includ-
ing its risk factors), screening techniques, and severity of the
disease were some of the identified factors associated with
late-stage presentation.®!23%3! Moreover, negative perceptions
toward medical treatment,?3? low screening service uptake,
and poor health-seeking behaviors**3*were the other reasons
for the late presentation of cancer in the country.

Surgery is essential for global cancer care in all resource
settings.’*¢ It’s shown to be a vital method in the manage-
ment of most patients with cancer.’” Out of the 15.2 million
new cases of cancer in 2015, over 80% of individuals with
cancer required a surgical procedure, yet only 25% of cancer
patients worldwide and less than 5% in low-income coun-
tries get timely, affordable, and safe surgery.’> Our results
showed that surgery is the most widely available cancer treat-
ment option in the primary and secondary rural hospitals of
Ethiopia, since systemic treatments, such as chemotherapy
and RT services, are scarcely available at tertiary level hos-
pitals. Studies also reported that, for most patients with can-
cer in Africa, surgery alone is the only realistically available
option because of disorganized referral and treatment pat-
terns.’” Additionally, in many cases, the cost of neoadjuvant
chemotherapy and RT is 2 to 3 times higher than the cost of
all surgical care.3>3¢

Mastectomy was the most frequently performed surgi-
cal procedure, followed by total abdominal hysterectomy.
Modified radical mastectomy is the recommended surgical
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Table 4. Medical and clinical characteristics of participants.

Variables n=1,298  Percent (%)
Method of diagnosis
Clinically 785 60.4
Pathologically 503 38.8
Not recorded 10 0.8
Histologic type (7 = 294)
Squamouscell carcinoma 131 44.6
Ductal cell carcinoma 74 25.2
Adeno carcinoma 36 12.2
Adeno squamous cell carcinoma 21 7.1
Other types” 32 10.9
Tumor grade (n = 144)
Grade 1 25 17.4
Grade II 49 34.0
Grade 11T 70 48.6
Stage (n = 364)
Stage I 16 4.4
Stage II 110 30.2
Stage 111 136 37.4
Stage IV 102 28.0
Why surgery not planned (7 = 519)
Advanced cancer 18 3.5
Referred 350 67.4
Not recorded 151 29.1
Why surgery was not done (1 = 140)
Refused/patient did not return back 69 49.3
Planned in the future 16 11.4
Referred 45 321
Other reasons © 10 7.1
Hormonal treatment for breast cancer (n
= 400)
Yes 119 29.8
No 258 64.5
Not recorded 23 5.7
Duration of hormonal treatment (z = 119)
1-3 months 27 22.7
4-6 months 17 14.3
7-9 months 6 5.0
10-12 months 15 12.6
>1 year 20 16.8
Not recorded 34 28.6
Chemotherapy
Yes 18 1.4
No 1,062 81.8
Not recorded 218 16.8
Radiotherapy
Yes 9 0.7
No 1,058 81.5
Not recorded 231 17.8
Total patients referred (7 = 429)
Immediately after diagnosis 350 81.6
After surgery planned 45 10.5
For further treatment 34 7.9
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Table 4. Continued

Variables n=1,298  Percent (%)
Name of health facility referred (n = 429)
Tikur Anbessa specialized hospital 214 49.9
Hospital in Addis Ababa 36 8.4
Hawassa referral hospital 29 6.8
Hossana referral hospital 20 4.7
Wolayta teaching and referral hospital 11 2.6
Other hospitals® 3 0.7
Not recorded 116 27.0
Patient status mentioned in the patient file
Died in hospital 73 5.6
Not recorded 1228 94.4

"Other types include—lobular, papillary, and basal cell carcinoma.

*Other reasons include poor medical condition, respiratory distress, and to
resuscitate patients.

Other hospitals include—Durame and Nekemete hospitals

procedure for all breast cancer patients in Ethiopia due to the
low capacity for RT services that would be needed for breast
conservation. This might have a lot of implications in terms of
refusal and discontinuation of treatment. In this study, 49.3%
of planned surgical procedures were not performed because
either the patient refused or did not return to the hospital for
follow-up on the appointed date. The most obvious reasons
for not having surgery could be financial problems,*¥ fear of
the surgical procedure, or complications after the operation.*
The other possible explanation is in association with visiting
traditional healers and religious places.!»'>?%3% In many parts
of Africa, there are well-entrenched beliefs that cancers should
not be touched and, furthermore, touching them through sur-
gical resection or biopsy will lead to the acceleration of an
already fatal disease. This belief frequently leads to very late
presentation and refusal of surgical procedures®” and eventu-
ally a high mortality rate, which is a vicious cycle will confirm
the belief that cancer cannot be cured anyway. In addition,
the lack of any systemic treatment for the rural population
by itself already leads to fatal outcomes. Endocrine treatment
may be an option to task-share with oncology services at low-
er-level hospitals.

Strengths and Limitations

One of the strengths of this study was the inclusion of patients
from 8 primary and secondary hospitals selected from the
Oromia and SNNPR regions; the 2 largest regions in the
country with considerable diversity of patient characteristics
and health services. Having both primary and secondary hos-
pitals in our study also enabled us to compare the disease
pattern and provision of cancer care at different health tiers.
Five-year data can reflect the trend in the uptake of cancer
services over the years. However, since the data were retro-
spectively reviewed from the charts of patients, missing data
for important variables was one of the limitations of the
study. In addition, there was a chance of missing the cards of
patients because of poor storage of charts in those hospitals,
which might have underestimated the total number of cases
diagnosed and treated in these hospitals during the stated
period. Due to the lack of awareness and shortage of accurate
diagnostic services, certain cancers probably never reached
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Figure 2. Types of surgery done for cancer patients in 8 rural hospitals of Ethiopia from 2014 to 2019 (n = 612). *Others—include laparotomy, local
excision, tracheostomy, amputation and split-thickness skin grafting (STSG).

Table 5. Site of tumor and intention of surgery.

Primary site Surgery planned Surgery performed Curative Palliative surgery Intent not
of cancer n=756 n=612 surgery n =406 specified 7 = 132
(% of total (% of total within entities) n=74 (% of total within (% of total
within entities) (% of total within entities) entities) within entities)
Breast 319 (79.8) 271 (85.0) 30 (11.1) 198 (73.1) 43 (15.9)
Cervical 6(33.2) 2 (85.4) 10 (12.2) 7 (81.7) 5(6.1)
Esophageal 7(38.2) 8 (83.0) 0 (0) 3(7.7) 36 (92.3)
Ccup 6 (53.5) 9 (63.0) 3(10.3) 6(55.2) 10 (34.5)
Endometrial 7(80.3) 0 (87.7) 19 (38.0) 7 (54.0) 4(8.0)
Colorectal 9 (60.9) 2 (82.1) 2 (6.3) 3(71.9) 7 (21.9)
Gastric 9(58.2) 0(51.3) 0 (0) 3 (65.0) 7 (35.0)
Prostate 7 (81.0) 1(87.2) 3(7.3) 9 (70.7) 9 (22.0)
Ovarian 8 (60.0) 6 (88.9) 1(6.3) 4(87.5) 1(6.3)
Others* 4(53.8) 0(71.4) 2 (20.0) 5(50.0) 3(30.0)
Soft tissue 4(53.3) 1(78.6) 3(27.3) 3(27.3) 5(45.5)
Bladder 6(46.2) 1(16.7) 0 (0) 0 (0) 1 (100)
Liver 2 (20.0) 2 (100) 0 (0) 2 (100.0) 0 (0)
Lung 2(22.2) 0 (0) NA NA NA
Hematologic 0 (0) NA NA NA NA
Testicular 4(57.1) 2 (50.0) 0 (0) 1 (50.0) 1 (50.0)
Thyroid 6 (75.0) 6 (100) 1(16.7) 5(83.3) 0 (0)
Pancreatic 0 (0) NA NA NA NA
Total 756 (58.2) 612 (81.2) 74 (12.1) 406 (66.3) 132 (21.6)

*Others include inguinal, cholangial, renal, laryngeal, vulvar, penis, skin, and tongue cancer.
Abbreviation: CUP, cancer of unknown primary.
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the rural hospitals or, if they did, they were not identified clin-
ically without advanced imaging or other services.

Conclusion

Nearly 1300 total cancer cases were diagnosed and treated in 8
rural hospitals in Ethiopia, showing an increment over a 5-year
duration. The majority of the burden of more than three-fourths
of cancers was weathered by females. Breast and cervical cancers
were the most common cancers among females, while prostate
and oesophageal cancers ranked first and second among males,
respectively. The majority of the cancer cases were diagnosed
clinically, and pathologic tests were done only for one-third of
the total cases, showing an urgent need for more pathology ser-
vices. Given the lack of pathologists in the country, innovative
strategies, such as sample collection services or telepathology,
should be considered. Surgery is the predominantly available
cancer treatment in these hospitals and is offered to 60% of the
patients, showing the considerable efforts of the local surgeons.
Of these surgeries, one-fifth were not performed due to patient
refusal or patients not returning for appointments. This clearly
shows the need to better understand the concepts and beliefs
of patients within the community. Interdisciplinary research is
required to find a way to talk about medical treatment options
for rural populations and their concepts of health. Nearly none
of the patients had records of receiving chemotherapy or RT at
cancer centers, pointing to a lack of clear patient navigation and
possibly the absence of reporting back from higher-level hospi-
tals. In summary, we found considerable efforts by health work-
ers, including surgeons, in remote areas to treat cancer patients
with mainly late-stage diseases. Integrating oncology care into
lower-level hospitals needs careful consideration for task-shar-
ing, in addition to improving the linkage to higher-level services.
Access, timeliness, quality, and affordability of the service need
to be considered, and only then can the vicious circle of late-
stage presentation, resulting in high mortality despite treatment
and the perception of cancer as “a death sentence anyway” in
the population, be broken.
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Abstract

Introduction: \Well-organized patient pathways are essential to achieve early diagnosis and timely treatment of patients with cancer in Sub-
Saharan Africa. This retrospective cohort study describes pathways and referral patterns of cancer patients in rural Ethiopia.

Patients and Methods: The retrospective study took place from October to December 2020 at 2 primary- and 6 secondary-level hospitals
in southwestern Ethiopia. Of 681 eligible patients diagnosed with cancer between July 2017 and June 2020, 365 patients were included.
Structured interviews on the patients’ pathways were conducted by telephone. The primary outcome was successful referral, which was
defined as occurring when the intended procedure was initiated at the receiving institution. Logistic regression was used to assess factors
associated with successful referrals.

Results: Patients visited on average 3 health care institutions from their first encounter with a provider until their final treatment initiation. After
diagnosis, only 26% (95) of patients were referred for further cancer treatment, of which 73% were successful. Patients referred for diagnostic
tests were 10 times more likely to complete referrals successfully than patients referred for treatment. Overall, 21% of all patients remained
without any therapy.

Conclusion: \We found that referral pathways of patients with cancer in rural Ethiopia were largely cohesive. The majority of patients referred
for diagnostic or treatment services followed the advice. Nevertheless, an unacceptable number of patients remained without any treatment.
Capacity for cancer diagnosis and treatment at primary- and secondary-level health facilities in rural Ethiopia must be expanded to enable early
detection and timely care.

Key words: cancer; health system; Sub-Saharan Africa; patient pathways.

Implications for Practice

This study on patient pathways highlights the experiences of patients with cancer diagnosed at primary- and secondary-level hospitals
in rural Ethiopia. It includes patients who never reach specialized tertiary care and are therefore missed in studies at specialized cancer
centers. An average of 3 care-nodes during the patients’ journey is encouraging. Expanding public pathology services and treatment
capacity remain fields of action to enable early cancer diagnosis and treatment for the rural population of Ethiopia.

Introduction African countries, efficient referral systems for patients with
cancer are of particular importance.

Recent reports on pathways of patients with cancer in Sub-
Saharan Africa have largely focused on breast and cervical
cancer.” The experiences of patients with less common cancers
are not well described. In addition, most data have been col-
lected from tertiary hospitals.** Those studies do not describe
the unknown proportion of patients who are diagnosed

Advanced stages at diagnosis and long intervals between first
symptoms and treatment initiation are causing cancer mor-
tality rates in Sub-Saharan Africa to rank among the high-
est worldwide.! Disorganized patient pathways have been
thought to prevent patients from receiving early diagnosis
and treatment.>® As specialized diagnostic and treatment
options are only available in few facilities in Sub-Saharan
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with cancer in peripheral hospitals but never appear in ter-
tiary hospitals to receive treatment. Moreover, there are few
detailed studies on referral pathways for patients with sus-
pected cancer.

In Ethiopia, as in many other countries in Sub-Saharan
Africa, the health care system is divided into 3 tiers or lev-
els. At the primary level are health posts, health centers, and
primary hospitals. At the secondary level are general hospi-
tals, of which larger ones can be affiliated with universities
and serve as regional referral hospitals or “secondary referral
hospitals.” At the tertiary level are specialized referral hospi-
tals.® In terms of cancer care, primary- and secondary-level
hospitals have capacity for diagnosis but limited capacity for
general surgical and systemic oncology services. Specifically
for breast cancer treatment, endocrine therapy is available
at some. For further diagnostics or treatment, such as che-
motherapy, patients are mostly referred to one of 7 special-
ized tertiary referral hospitals around the country, which
serve as comprehensive cancer centers. All 7 centers are now
equipped with radiation machines and will soon offer treat-
ment to patients. At the time of data collection, Tikur Anbessa
Specialized Hospital, located in the capital city Addis Ababa
was the only hospital in the country providing radiotherapy.

In this study, we aimed to describe pathways and referral
patterns of patients with cancer diagnosed at primary and
secondary hospitals in southwestern rural Ethiopia. In addi-
tion, we assessed which factors contributed to patients suc-
cessfully completing referrals. We identify opportunities for
future work to increase early cancer diagnosis and treatment.

Patients and Methods

Study Design, Setting, and Population

This retrospective cohort study was conducted between
October and December 2020 at 8 hospitals in the rural
Southwest of Ethiopia (Supplementary Table S1). Two hos-
pitals were primary hospitals, while 3 hospitals were gen-
eral and secondary referral hospitals. In all hospitals, cancer
diagnosis mostly relied on clinical findings or biopsies eval-
uated at private pathology facilities or specialized hospitals.
In terms of treatment, all the hospitals provided basic sur-
gery for common cancers. Endocrine treatment (Tamoxifen)
for breast cancer was available at all 8 sites, while only 1
secondary-level referral hospital (Assela University Teaching
Hospital) provided chemotherapy.

We compared patient experiences across the primary- and
secondary-level of the health-care system. Due to their size
and smaller catchment area primary and general hospitals
see substantially less patients with cancer compared with
secondary referral hospitals. To achieve equal numbers of
patients across the 3 groups, the study population consisted
of patients aged 18 years or older who were diagnosed with
cancer between July 2017 and June 2020 at primary and gen-
eral hospitals, or between January 2018 and December 2019
for those diagnosed at secondary referral hospitals.

The primary outcome measured in this study was the
successful completion of referring patients with cancer for
further diagnostics or care. Referrals were defined to be suc-
cessful when a patient initiated the diagnostic or treatment
procedure at the receiving institution. When these procedures
were still planned, or could not be determined to have been
initiated, we defined the outcome of these referrals as “not
determinable.”
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Data Collection

To identify eligible patients, nurses trained in data collection
conducted a retrospective case note audit at all sites. The
nurses were trained and supervised by our principal data
collectors, who were masters-level graduates from the Addis
Ababa School of Public Health.

Within the preliminary case note audit, we identified
681 patients diagnosed with cancer, of which 65.3% (445)
patients had a morphologically verified diagnosis, while 24 %
(163) patients had been diagnosed clinically only. For 10%
(71) the method of diagnosis was not documented within the
case notes. Our principal data collectors reached 370 patients
or their relatives via phone to conduct a structured interview
about the patient’s referral pathway. The questionnaire was
adapted from a validated tool on delay in treatment for breast
cancer.” It was discussed with an Ethiopian senior-oncologist
in advance to ensure validity in the Ethiopian setting.
After pretesting the tool with 40 patients at Tikur Anbessa
University Hospital few changes were made for contextual-
ized understanding of the questions (Supplementary Table
S2). As suggested by Unger-Saldana et al. an algorithm was
adapted to the Ethiopian calendar and applied to determine
past dates using the calendar technique. If patients were too
ill to participate personally or deceased, close relatives were
interviewed on their behalf.

Socio-demographic data and clinical data from the study
site were cross-checked between patients charts and inter-
views: For socio-demographic information, the interview data
were preferred, and for the patients’ clinical history data from
case notes were preferred for accuracy. Of the 370 patients or
patients’ relatives interviewed, we excluded 5 patients from
further analysis due to incohesive data.

Patient Pathway Definitions and Referral Processes

We defined patient pathways to comprise broadly of all health
care providers the patients saw between their first recognition
of cancer symptoms until the completion of their treatment:
these included both traditional or spiritual healers and formal
health care providers in private or government health care
institutions. When a patient accessed a healthcare institution
in their pathway, we defined this encounter as a “care node.”
When the patient received a diagnosis at a hospital, we defined
the location a “study site.” When a patient was referred to
another hospital for further diagnostic tests or treatment, we
defined that location as the “receiving institution.”

We categorized the reasons for patient referral into 3
groups—for diagnostic tests only, for treatment, or unknown.
Patients referred for treatment might also have received diag-
nostic tests at the receiving institution, however, we assumed
treatment to have been the primary objective of the referral.
Treatments included surgery, endocrine treatment, chemo-
therapy, radiation, and radiochemotherapy.

Data Analysis

Data were entered into EpiData Version 4.6.0.2 and trans-
ferred to R Version 4.0.4 for statistical analysis. Descriptive
analyses were applied to assess referral patterns as well as
diagnostic and treatment initiation intervals.

The influence of predictors on the success of referral was
assessed using a logistic regression model. As some patients
were referred multiple times, we assessed each referral
individually. This way we could include patients who had
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experienced successful as well as unsuccessful referrals. We
used multi-level regression models to investigate cluster
effects due to several referrals of one patient, as well as several
patients coming from one site. Models were compared using
Akaike and Bayesian Information Criteria (AIC and BIC).
Both multi-level regression models did not improve the model
fit and were therefore discarded.

Predictors were chosen based on literature.®!° Their influ-
ence was first checked in univariable regression models. Sex
was excluded from the multivariable model, as it was closely
correlated with cancer entity and therefore judged to be colin-
ear. Results from the univariable regression are presented as
crude odds ratios (COR), those from the multivariable model
as adjusted odds ratios (AOR)—both with 95% CIs. Cases
where the success of referral was not determinable were
excluded from this analysis. However, as they still added valu-
able data to the descriptive parts of the analysis, we did not
remove them from analysis completely.

Ethical Considerations

This study is part of a project aiming to design, implement,
and evaluate decentralized cancer care in Ethiopia. It was
approved by the Institutional Review Board of the Addis
Ababa University College of Health Science (ref: 041/20/
SPH). An ethical protocol regarding interviews with critically
ill patients or relatives of deceased patients was implemented
and discussed in detail with all members of the data collec-
tion team. Study participants gave their oral informed consent
before each interview and were offered the investigators” con-
tact details. All data was handled confidentially and partici-
pants” data were pseudonymized after the phone-calls.

Results

Of the 3635 patients included in the study, 58 % answered the
phone-call interviews themselves, while 42% of the inter-
views were conducted with relatives. The main reason why
patients did not take part in the interviews themselves, was
their death prior to our study: at the time of data collection
31% (113) patients were already deceased. Other reasons for
relatives to answer the interview included language barriers
as well as the patients’ weak conditions. Patients were pre-
dominantly female and breast and cervical cancer made up
almost two-thirds of all cancer entities (Table 1). The preva-
lence of other cancer entities differed strongly between hospi-
tals. Of the total 20 patients with stomach cancer, 90% came
from Dubbo St. Mary’s Catholic Hospital (a primary-level
hospital site). Also, of the 10 patients with prostate cancer,
50% were diagnosed at Butajira Hospital (a secondary-level
general hospital site). Only one hematologic cancer was reg-
istered in the cohort.

A morphologically verified diagnosis was available in the
medical records of 69% (252) patients. At primary-level hos-
pitals, most pathology review was performed in the private
sector. Cancer stage at time of diagnosis was documented for
55.3% (202) patients. Almost 3 quarters of those patients had
been diagnosed with cancer stages III or IV.

At hospitals where patients were diagnosed with cancer
(the study sites), 49% (180) of patients received surgery, 27 %
(98) endocrine treatment, and 14% (53) chemotherapy. When
doctors at study sites made treatment recommendations, the
majority of patients accepted endocrine and chemotherapy,
and 89% of patients accepted surgery.
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Patient Pathways

Table 2 shows that 220 (60%) patients went to a primary
level health center when first seeking help for their can-
cer symptoms. On average, patients visited 1.2 health-care
facilities before their diagnosis at the study site. The average
number of care nodes visited throughout the entire patient
pathway (from first seeking medical advice until final treat-
ment initiation) was 3. Only 35 (10%) patients reported vis-
iting a traditional or spiritual healer after their first cancer
symptom recognition.

Referral Patterns

After patients were diagnosed with cancer at study sites, 250
(68%) were referred once to another facility, and 50 (14%)
were referred twice (Table 3). At both primary level and gen-
eral hospital study sites, first referrals were mostly for diag-
nostic tests only, and second referral were for treatment. At
secondary-level referral hospital sites, the reasons for referrals
were evenly distributed between diagnostic tests and treat-
ment. A second referral hardly ever occurred. All in all, after
diagnosis 26% (935) of patients were referred for any further
cancer treatment.

Success rates of referrals differed strongly between the
reason for the referral. The referral was more successfully
completed for diagnostic tests than for initiation of treat-
ment. While 96% (161) of the referrals for diagnostic pro-
cedures were successful, only 73% (72) of referrals for
treatment resulted in treatment initiation at the receiving
institutions.

Figure 1 shows the patient experience of referrals after
receiving a cancer diagnosis at study sites. At primary-level
hospital study sites, patients were first referred to the private
sector usually for additional diagnostic services. Often a sec-
ond referral was then made to receive care at a comprehensive
cancer center. By contrast, at secondary-level hospitals, 65%
(50) of patients were referred directly to a comprehensive
cancer center. Only one primary hospital site referred patients
to a secondary referral hospital.

Perceived Challenges and Enablers to Completing
a Referral

Patients identified two major challenges to completing a refer-
ral: 73% (268) reported financial hardship in affording diag-
nostic tests and treatment; 30% (110) reported transportation
issues. While 11% (41) described a lack of social support,
most patients (76 %, 279) stated that family support enabled
them to complete their referrals. Perceptions of challenges
and enablers did not substantially differ between patients
who had been referred successfully and patients whose refer-
ral had not been successful.

Predictors of Successful Referral

Patients were 10 times more likely to complete the referral
successfully when the reason was for diagnostic tests rather
than treatment (Table 4). The trend increased in the multi-
variable model to an odds ratio of 13.3 (CI 4.12-42.92). In
univariable regression, the other factors associated with suc-
cessful referrals were being female, referral from a general
hospital, and being diagnosed with breast or cervical cancer.
These factors were not confirmed in the multivariable model.
The remaining tested predictors (age, religion, occupation,
education, and stage) did not show any association with suc-
cessful referral.
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Table 1. Socio-demographic and clinical characteristics of study participants at time of data collection by health-care level of study site.

Variable All sites Primary hospital sites ~ General hospitals Referral hospital
(%?) (%) sites (%) sites® (%)
n=365 n=116 n=95 n=154

Age (in years, median (IQR)) 40 (15) 40 (15) 44.3 (15) 40 (18.8)

Sex

Female 283 (77.5) 76 (65.5) 81 (85.3) 126 (81.8)
Male 82 (22.5) 40 (34.5) 14 (14.7) 28 (18.2)
Religion
Orthodox 155 (42.5) 51 (44) 42 (44.2) 62 (40.3)
Protestant 125 (34.2) 46 (39.7) 25 (26.3) 54 (35.1)
Muslim 80 (21.9) 18 (15.5) 25 (26.3) 37 (24)
Other* 5(1.4) 1(0.9) 3(3.2) 1(0.6)
Educational level
No formal education 187 (51.2) 80 (69) 39 (41.1) 68 (44.2)
Primary 107 (29.3) 26 (22.4) 42 (44.2) 39 (25.3)
Secondary or above 65 (17.8) 9(7.8) 14 (14.7) 42 (27.3)
Unknown 6(1.6) 1(0.9) 0(0) 5(3.2)
Occupation
Housewife 216 (59.2) 64 (55.2) 64 (67.4) 88 (57.1)
Farmer 82 (22.5) 38 (32.8) 20 (21.1) 24 (15.6)
Civil servant 32 (8.8) 6(5.2) 8 (8.4) 18 (11.7)
Other! 33(9) 8 (6.9) 2(2.1) 23 (14.9)
Unknown 2 (0.5) 0(0) 1(1.1) 1(0.6)
Marital status
Married 312 (85.5) 110 (94.8) 73 (76.8) 129 (83.8)
Single 26 (7.1) 5(4.3) 4(4.2) 17 (11)
Widowed 20 (5.5) 0(0) 13 (13.7) 7 (4.5)
Divorced/separated 7 (1.9) 1(0.9) 5(5.3) 1(0.6)
Cancer entity
Breast 166 (45.5) 44 (37.9) 45 (47.4) 77 (50)
Cervix 5(17.8) 9(7.8) 30 (31.6) 26 (16.9)
Colorectum 32 (8.8) 13 (11.2) 4(4.2) 15 (9.7)
Stomach 20 (5.5) 18 (15.5) 2(2.1) 0(0)
Other¢ 82 (22.5) 32 (27.6) 14 (14.7) 36 (23.4)
Stage
1 10 (2.7) 2 (1.7) 3(3.2) 5(3.2)
I 4 (12.1) 10 (8.6) 14 (14.7) 20 (13)
il 99 (27.1) 15 (12.9) 47 (49.5) 37 (24)
v 49 (13.4) 7 (6) 17 (17.9) 25 (16.2)
Not documented 163 (44.7) 82 (70.7) 14 (14.7) 67 (43.5)
Method of diagnosis as documented on site
Clinically 78 (21.4) 49 (42.2) 11 (11.6) 18 (11.7)
Morphologically verified 252 (69) 60 (51.7) 73 (76.8) 119 (77.3)
Not documented 35 (9.6) 7 (6) 11 (11.6) 17 (11)
Place of morphological verification®
Study site 74 (29.4) 4 (6.7) 36 (49.3) 34 (28.6)
Private sector 159 (63.1) 54 (90) 32 (43.8) 73 (61.3)
Other® 18 (7.1) 2(3.3) 4(5.5) 12 (10.1)
Unknown 1(0.4) 0(0) 1(1.4) 0 (0)
Therapy on study site"
Surgery suggested 203 (55.6) 50 (43.1) 72 (75.8) 81 (52.6)
Surgery performed 180 (88.7) 42 (84) 65 (90.3) 73 (90.1)
Endocrine treatment suggested 101 (27.7) 38 (32.8) 39 (41.1) 24 (15.6)
Endocrine treatment initiated 98 (97) 37 (97.4) 37 (94.9) 24 (100)
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Variable All sites Primary hospital sites ~ General hospitals Referral hospital
(%*) (%) sites (%) sites® (%)
n=365 n=116 n=95 n=154

Chemotherapy suggested 53 (14.5) 0 (0) 0 (0) 53 (34.4)

Chemotherapy initiated 53 (100) 0 (0) 0 (0) 53 (100)

Therapeutic intent

Curative 102 (27.9) 9 (7.8) 50 (52.6) 43 (27.9)
Palliative 110 (30.1) 30 (25.9) 23 (24.2) 57 (37)

Not determinable! 153 (41.9) 77 (66.4) 22 (23.2) 54 (35.1)
No. of patients deceased 113 (31) 55(47.4) 29 (30.5) 29 (18.8)

*Column wise percentage unless otherwise specified.
"Referral hospitals on the secondary-level of the health-care level.
<Other religions include catholic religion and atheists.

dOther occupations include student, teacher, factory worker, merchant, day labourer, machine operator.

¢Other cancer entities include prostate cancer, esophageal cancer, thyroid cancer, ovarian cancer, liver cancer, bladder cancer and others.
fPercentages are in relation to number of patients with morphologically verified diagnosis.

sQther place of morphological verification includes primary, secondary, and tertiary health care facilities.

"Percentages for performed/initiated procedures are in relation to number of suggested procedures.

If therapeutic intent was not documented, stage [ was estimated curative, stage IV palliative, stages Il and III were rated not determinable.

Extent of Overall CancerTreatment

Figure 2 shows how the referral patterns impacted the
patient’s initiation of treatment.

On the study sites (primary or secondary hospitals) 63%
(221) of patients initiated some form of treatment. After
referrals, this number increased to 76 % (269). We found that
21% of patients remained without any treatment—even after
referrals.

Overall, treatment differed between cancer entities and
study sites. At primary and secondary general hospitals,
75% (67) of patients with breast cancer received surgery and
non-surgical treatment without referral. At secondary-level
referral hospitals only 29% (21) received surgery and
non-surgical treatment on-site. Across all levels, only 5% of
all patients with breast cancer did not receive any therapy at a
study site, which was reduced to 3% after referrals.

By contrast, only 15% (9) of all patients with cervical
cancer across all study sites received any form of treatment
on-site, regardless of where they received their diagnosis.
After referrals, 72% (43) of the patients with cervical cancer
received some sort of treatment, however, 28% (17) remained
untreated.

For other cancers (n = 131) only 56% (73) of patients
received any form of therapy, even after referral. In these
cases, the initiation of treatment strongly depended on the
health-care level at where patients received their diagnosis.
For patients diagnosed at primary-level hospital sites, 23%
(14) of patients initiated any form of treatment after refer-
ral. When patients were diagnosed at general and secondary
referral hospital study sites, those numbers were higher: 74 %
(14) and 88% (45), respectively.

Discussion

In this study, we described pathways and referral pat-
terns of patients diagnosed with cancer at primary- and
secondary-level hospitals in the rural southwestern region of
Ethiopia. We found fewer than one-third of patients were
referred for treatment from the study sites—however, those
patients who were referred largely followed the referral

advice. One-fifth of all patients remained without any cancer
treatment.

As the Ethiopian government has been investing in devel-
oping the primary health care level for the last 2 decades, it
was satisfactory to find referral pathways at this level are
working as intended.!" More than 80% of patients in our
cohort accessed the health-care system at the primary level.
After having addressed a health post or health center with
their cancer symptoms, most patients were referred directly to
a primary- or secondary-level hospital. The average number
of care nodes visited before diagnosis at study sites ranged
between 1 when patients were seen at primary and general
hospitals, and 1.4 at secondary referral hospitals. The obser-
vation that 60% of all patients first sought assessment for
cancer symptoms at a health center highlights the importance
of primary level facilities in early detection of cancer.

In contrast to previous claims about disorganized referral
pathways, we found cohesive referral patterns after patients
received clinical or pathological diagnosis at the primary- or
secondary-level health care sites.>® Most patients were either
referred to the private sector for confirmatory diagnostic tests
or to a comprehensive cancer center directly. On average,
patients visited 3 facilities (care nodes), consistent with find-
ings from a mixed-method study on cervical cancer patients
conducted at Tikur Anbessa Specialized Hospital in 2013.12
This suggests that most patients followed pathways along the
3-tier health care system, largely bypassing multiple referrals
within one health care level or counter-referrals.

The strongest predictor for a successful referral in our
model was the referral objective. Patients were greater than
10 times more likely to complete the referral successfully
when the reason was for diagnostic tests rather than treat-
ment. Diagnostic services for cancer patients in this rural
region of Ethiopia are offered by private clinics or hospi-
tals situated in small towns. This keeps additional indirect
costs for diagnostic procedures (transport, being away from
work, and accommodation) lower than seeking diagnostic
services in distant larger cities. Moreover, diagnostic tests
are cheaper than total treatment costs. Patients may be more
likely to compete for their referral for diagnostic tests than
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Table 2. Characteristics of patients’ with cancer pathways by health-care level of study site.
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All Primary hospital ~ General hospital Referral® hospital
(%) sites (%) sites (%) sites (%)
n =365 n=115 n=95 n=154
First health care provider visited with cancer symptoms
Traditional or spiritual healer 31 (8.5) 6(5.2) 2(2.1) 23 (14.9)
Health post 21 (5.8) 4 (3.4) 4(4.2) 13 (8.4)
Health center 220 (60.3) 77 (66.4) 53(55.8) 90 (58.4)
Primary hospital 60 (16.4) 23 (19.8) 20 (21.1) 17 (11)
Others 19(5.2) 3(2.6) 9(9.5) 7 (4.5)
Unknown 14 (3.8) 3(2.6) 7(7.4) 4(2.6)
No. of care nodes visited®* (mean (SD))
Before diagnosis at study site 1.2 (0.66) 1(0.76) 1(0.49) 1.4 (0.58)
After diagnosis at study site 0.8 (0.68) 1.2 (0.73) 0.8 (0.51) 0.5 (0.52)
During total pathway 3(0.85) 3.2(0.97) 2.8 (0.76) 2.9 (0.76)
Distribution of total care nodes
1-2 care nodes 89 (24.4) 24 (20.7) 22(23.2) 43 (27.9)
34 care nodes 230 (63) 77 (66.4) 65 (68.4) 88 (57.1)
5-6 care nodes 12 (3.3) 10 (8.6) 0(0) 2(1.3)
Pathway not finished 13 (3.6) 2(1.7) 3(3.2) 8(5.2)
Unknown 21(5.8) 3(2.6) 5(5.3) 13 (8.4)
Patients ever visiting a traditional or spiritual healer since first symptom 35(9.6) 13 (3.6) 2(0.5) 20 (5.5)

recognition

*Column wise percentage unless otherwise specified.
"Referral hospitals on the secondary-level of the health-care level.
Other includes secondary-level hospitals or private health care facilities.

dCare nodes are defined as formal health care facilities patients addressed on their pathway.

Patients whose pathway was not known to be finished are excluded (n = 13).

for treatment because of these financial considerations.
Although access to diagnostic services is more broadly
available than treatment, patients still experience signifi-
cant delays between their clinical presentation and obtain-
ing a morphological diagnosis.? A study about patients with
breast cancer in rural Ethiopia confirmed our finding, that
most patients had to be referred for a morphologically veri-
fied diagnosis—prolonging time to diagnosis.!? Establishing
pathology services at primary- and secondary-level hospi-
tals or a well-defined collaboration within the private sec-
tor could cut referrals for diagnostic services and therefore
shorten time to diagnosis. Implementation of such an inter-
vention would align with the World Health Organization
(WHO) Global Breast Cancer Initiative to decrease diagnos-
tic time intervals to <60 days.!

Overall, we found higher than expected success rates of
patients following through with referrals. Referrals for treat-
ment were successful in 73% of cases. In a WHO trial eval-
uating referral of women after a positive visual inspection
with acetic acids in Tanzania, rates of successful referrals only
ranged between 36% and 56%." Similar to our findings, that
study did not show a significant impact of sociodemographic
characteristics on the successful completion of referrals.'®
However, we did not include the impact of the patient’s finan-
cial situation in the regression model due to low response
rates. Considering almost 3 quarters of all respondents had
reported cost barriers associated with the referrals, the influ-
ence of the patient’s economic status on successful referrals
was notable.

Opportunities exist to increase the rate of referrals, as less
than a third of patients reported a referral for treatment after

receiving a cancer diagnosis. This might be explained by the
patients’ mostly advanced cancer stage at time of diagnosis.
However, reasons why health care professionals at primary-
and secondary-level hospitals do not refer in the first place
remain to be investigated for opportunities in education and
areas of improvement.

We found 21% of rural patients with cancer received no
treatment even after referrals. This is in line with data from
the population-based Addis Ababa Cancer Registry where
one-fifth of all patients diagnosed with cancer between 2012
and 2014 remained without any therapy even in the capital
city, with presumed access to care.!”

Patients with malignancies other than cervical or breast
cancer seem to face significant hardship when seeking care.
Multiple cancers, such as blood cancers were greatly under-
represented within our study cohort compared to relevant
incidence rates reported from Addis Ababa.!® This suggests
that certain patients might not receive a cancer diagnosis
in the first place. Of those who were diagnosed, chances of
receiving any therapy were low at primary-level hospital study
sites, where almost 70% of all patients diagnosed with cancer
other than breast or cervical cancer remained untreated. Even
though the current focus on breast and cervical cancer seems
justified due to their absolute numbers, awareness, and edu-
cation about other cancer entities at primary and secondary
health-care levels must increase urgently.

We consider it a great strength of this study to have assessed
pathways of cancer patients registered at the primary and sec-
ondary health-care levels, enabling us to describe the expe-
riences of patients who might never have been included in
patient cohorts at tertiary hospitals.



The Oncologist, 2023, Vol. 28, No. 6 e365

Table 3. Primary objectives and success of referrals from study site by health-care level of study site.

All sites Primary hospital sites General hospital sites Referral® hospital
(%) (%) (%) sites (%)
n=365 n=116 n=95 n=154
Primary objectives of referral
(% of all first or second referrals)
First referral (n = 250)
Diagnostics only 167 (66.8) 87 (87) 44 (60.3) 36 (46.8)
Treatment 72 (28.8) 8 (8) 28 (38.4) 36 (46.8)
Objective unknown 11 (4.4) 5(5) 1(1.4) 5(6.5)
Second referral® (7 = 50)
Treatment 27 (54) 20 (47.6) 5(83.3) 2 (100)
Objective unknown 23 (46) 22 (52.4) 1(16.7) 0 (0)
Referrals’ success by primary objective
(% of all referrals for given objective)
Diagnostics only (7 =167)
Successful 161 (96.4) 86 (98.9) 42 (95.5) 33 (91.7)
Not successful 4(2.4) 1(1.1) 1(2.3) 2(5.6)
Success not determinable © 2(1.2) 0 (0) 1(2.3) 1(2.8)
Treatment (nz = 99)
Successful 72(72.7) 21 (75) 26 (78.8) 25 (65.8)
Not successful 19 (19.2) 7(25) 6 (18.2) 6 (15.8)
Success not determinable 8 (8.1) 0(0) 1(3) 7 (18.4)
Objective unknown (7 = 34)
Not successful 32 (94.1) 25 (92.6) 2 (100) 5 (100)
Success not determinable 2(5.9) 2(7.4) 0 (0) 0 (0)

“Referral hospitals on the secondary-level of the health-care level.

"No referrals for diagnostics only among second referrals.

Success of referral was classified “not determinable” if treatment initiation was pending or unknown at time of data collection. The number of patients
referred for diagnostics only with pending referral status was 0, the number of patients referred for treatment with pending referral status was 8. There
were no pending referrals among patients with unknown referral objective.

9No successful referrals among referrals with unknown objective.
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Figure 1. Referral pathways of patients with cancer along the 3-tier health care system in Ethiopia. Patients were diagnosed (and included into the
study) at (a) primary hospital, (b) general hospital, or (¢) secondary referral hospital level and then referred for diagnostic tests or treatment. CCC,
comprehensive cancer center (tertiary specialized hospital). 2n corresponds to total number of patients in study cohort registered on specific health care
level. "Arrow corresponds to referrals within health-care level. n corresponds to number of patients referred of all patients in study cohort registered on
specific health-care level.
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Table 4. Crude odds ratio (COR) and adjusted® odds ratio (AOR) with 95% Cls for successful referral in study cohort.

Referrals®  Successful referrals COR (CI) P-value AOR (CI) P-value?
N =288 (%)

Sex

Male 71 51(71.8) Reference — — —

Female 217 182 (83.9) 2.04 (1.08, 3.83) .03 — —
Age (in years)

>40 134 102 (76.1) Reference — — —

<40 154 131 (85.1) 1.79 (0.99, 3.24) .06 1.74 (0.68, 4.44) 25
Religion

Protestant 106 83 (78.3) Reference — — —

Orthodox 129 102 (79.1) 1.05 (0.56,1.96) .89 — —

Other® 53 48 (90.6) 2.66 (0.95,7.45) .06 — —
Occupation

Farmer 65 47 (72.3) Reference — — —

Housewife 170 141 (82.9) 1.86 (0.95, 3.66) .07 — —

Civil servant 29 24 (82.8) 1.84 (0.61, 5.56) 28 — —

Otherf 24 21 (87.5) 2.68 (0.71,10.1) 14 — —
Marital status

Not married 35 30 (85.7) Reference — — —

Married 253 203 (80.2) 0.68 (0.25,1.83) 44 — —
Education

No formal education 152 120 (79) Reference — — —

Primary 86 71 (82.6) 1.26 (0.64,2.49) 5 — —

Secondary or higher 50 42 (84) 1.4 (0.6, 3.28) 44 — —
Health care level of study site

Primary hospital 140 107 (76.4) Reference — — —

General hospital 77 68 (88.3) 2.33(1.05,5.17) .04 0.76 (0.22,2.63) .67

Secondary referral hospital 71 58 (81.7) 1.38 (0.67,2.82) .38 0.71 (0.22, 2.26) .56
Cancer entity — — — — — —

Others 119 84 (70.6) Reference — — —

Breast 108 97 (89.8) 3.67 (1.76,7.68) <.01 1.38 (0.44, 4.33) .58

Cervix 61 52 (85.2) 2.41 (1.07, 5.41) .03 2.92 (0.83,10.33) A1
Stage — — — — — —

I—II 39 34 (87.2) Reference — — —

m—Iv 96 86 (89.6) 1.26 (0.4, 3.97) .69 — —

Unknown 153 113 (73.9) 0.42 (0.15,1.14) .09 — —
Primary objective of referral

Treatment 91 72 (79.1) Reference — — —

Diagnostics only 165 161 (97.6) 10.62 (3.5, 32.34) <.01 13.3 (4.12,42.92) <.01

Unknown" 32 0 (0) — — — —

*Adjusted for age, health-care level of study site, cancer entity and objective of referral.
"Referrals where procedures were still planned or not known to have been initiated were excluded ( = 12).

¢P-value for crude odds ratio.
dP-value for adjusted odds ratio.
Other religions include catholic religion and atheists.

fOther occupations include student, teacher, factory worker, merchant, day labourer, machine operator.
¢Qther cancer entities includes prostate cancer, oesophageal cancer, thyroid cancer, ovarian cancer, liver cancer, bladder cancer and others.
"Unknown objectives were not included into regression models due to no successful referrals.

The study has several limitations. First is the retrospective,
hospital-based sampling method. Only 58% of the patients
identified in the chart note audit could be reached via tele-
phone and more than a third of all interviews were conducted
with relatives. It is possible patients diagnosed at advanced
stages or patients with unsuccessful referrals resulting in less

treatment had higher likelihood of severe disease or death
before the time of data collection. Such patients were there-
fore likely not included and underrepresented in this study.
Second, this study may have recall bias. To reach ade-
quate sample size, we had to create a 3-year eligibility period
for diagnosis at primary and general hospitals and 2 years
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Figure 2. Treatment received by patients? with cancer (a) at study site and (b) after referrals in Ethiopia. ®Excluding patients whose pathway was not
finished or not known to be finished (n = 13). ®Other cancers include prostate cancer, oesophageal cancer, thyroid cancer, ovarian cancer, liver cancer,
bladder cancer, and others. °Non-surgical treatment includes hormonal treatment, chemotherapy, radiochemotherapy, and radiotherapy.

eligibility period at secondary referral hospitals. We tried to
minimize the resulting recall-bias by using the calendar tech-
nique for determination of dates and cross-checking with
patient charts wherever possible.

Third, we did not ask patients whether they received any
treatments before diagnosis at the study site. Therefore, the
described extent of treatment received at secondary-level
referral hospitals might be incomplete. This might explain the
low numbers of patients with breast cancer at secondary refer-
ral hospitals receiving surgery and non-surgical treatments.

Lastly, the number of patients with incomplete pathways in
this study (7 = 13) seems small, considering the long waiting
times for treatment at secondary and tertiary referral hospi-
tals.’” Some pathways might have ended prematurely due to
the patient’s death and should not have been counted as “not
successful.” We were unable to inquire the direction of causality
between non-referral and death from relatives. Also, we could
not entirely rule out the possibility that patients might have
received further treatment after the time of data collection, even
though no further treatment had been planned at that time.

Conclusions

Pathways of patients with cancer in rural Ethiopia followed
a largely cohesive pattern from the primary and secondary
levels to tertiary level care—which points toward consider-
able awareness among patients and health workers in that
region. While the number of patients referred for treatment is
low, those patients who are referred mostly follow the referral
advice.

It was encouraging to find the majority of patients with
breast cancer being offered and accepting surgery and sys-
temic treatment at primary and secondary health care
level. Expanding capacity in diagnosis and treatment for

other cancer entities could reduce the considerable number
of patients still remaining without any cancer treatment.
While diagnostic and treatment services are expanding to all
health-care levels, barriers preventing health care providers
in peripheral hospitals from referring patients for specialized
cancer treatment need to be identified and addressed.
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Abstract

Background Cancer incidence is increasing in Ethiopia mainly due to increased life expectancy, while oncological
capacities remain limited. Strong referral linkages between different levels of the healthcare system are key to provide
timely access to cancer care. In this qualitative study, we assessed limitations and potential of cancer patient referral in
the rural Southwest of Ethiopia.

Methods We held four focus group discussions (FGD) with health professionals at one primary and three
secondary hospitals and conducted eight in-depth interviews (IDI) with the hospitals” medical executives and local
health bureau representatives. Data was analysed inductively using thematic analysis and emerging themes were
categorized within the revised concept of access by Penchansky and Saurman.

Results The inevitable referral of patients with cancer in the rural Southwest of Ethiopia is characterized by the
absence of clear communication protocols and the lack of formal referral linkages. The newly implemented hub-
system has improved emergency referrals and could be expanded to non-emergency referrals, sensitive to the needs
of advanced oncological care. Liaison officers can pave the way but need to be trained and equipped adequately.
Referred patients struggle with inadequate transportation systems, the lack of accommodation close to specialized
facilities as well as the inability to navigate at those sites due to language barriers, illiteracy, and stigmatization. Few
Non-Governmental Organizations (NGOs) help but cannot compensate the limited governmental support. The
shortage of medications at public hospitals leads to patients being directed to costly private pharmacies. In the light
of those challenges, cancer remains to be perceived as a “death sentence” within the rural communities.

Conclusions Standardized referral linkages and a multi-faceted support network throughout the cancer care
continuum are necessary to make oncology care accessible to Ethiopia’s large rural population.
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Introduction

Referral of cancer patients between healthcare levels in
Sub-Saharan Africa has often been described to be poorly
coordinated, resulting in extended time to diagnosis and
treatment initiation and contributing to the region’s
high cancer mortality [1-3]. In 2015, Ethiopia launched
its first National Cancer Control Plan aiming to reduce
cancer mortality in the country by 15% by 2020. Since
then, the Ethiopian government has invested heavily into
oncology services, implementing prevention and screen-
ing initiatives as well as expanding diagnostic and treat-
ment capacities. However, the availability of advanced
oncology services remains limited to tertiary-level spe-
cialized hospitals located in the larger cities. Considering
that 80% of the Ethiopian population are living in rural
areas, strong referral linkages between rural primary and
general hospitals and tertiary specialized hospitals in the
cities are of particular importance to provide access to
oncology care to Ethiopia’s large rural population [4, 5].

Ethiopia’s healthcare system is divided into three tiers:
Health posts, health centres and primary hospitals on
the lowest level, general hospitals on the secondary level
and specialized hospitals on the tertiary healthcare level
[1]. In terms of cancer care, at primary- and secondary-
level hospitals, cancer diagnosis mostly relies on clinical
findings. An affirmative diagnosis is often only possible
in cooperation with pathology facilities or specialized
hospitals. Primary- and secondary-level hospitals pro-
vide basic surgery for common cancers, and some offer
hormonal therapy (Tamoxifen) for breast cancer patients.
For advanced surgery or chemotherapy patients have to
be referred to tertiary-level specialized hospitals. At time
of data collection, there was only one hospital (Tikur
Anbessa Specialized Hospital) providing radiotherapy.

While literature on access to oncology care in Ethio-
pia is increasing, referral linkages specifically have rarely
been studied [6]. Furthermore, most studies addressing
access to cancer care in Ethiopia have been conducted at
tertiary-level cancer centres, missing out on perspectives
of primary and secondary level healthcare institutions
[7].

In this study we aimed to achieve a comprehensive
understanding of factors influencing referral of cancer
patients from primary and secondary hospitals in the
rural Southwest of Ethiopia. We included healthcare pro-
fessionals and representatives from local health bureaus
to capture their perceptions on the existing referral sys-
tem and assessed their ideas for its development in the
future.

Methods

Study design and ethical approval

This qualitative study was conducted in December
2020 at primary and secondary hospitals in the rural
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Southwest of Ethiopia. It is part of a larger project aiming
to design, implement, and evaluate decentralized cancer
care in Ethiopia. In the writing of this manuscript we fol-
lowed the Consolidated criteria for reporting qualitative
research (COREQ) [8].

The study was approved by the Institutional Review
Board of the Addis Ababa University College of Health
Science (ref: 041/20/SPH). Study participants gave their
written informed consent before each interview or dis-
cussion. All data were handled confidentially and partici-
pants” data were pseudonymized within the transcripts.

Participant selection and setting

The study took place at one primary and three secondary
hospitals in the region of Southern Nations, Nationali-
ties, and Peoples (Table 1).

On each site, we conducted one focus group discus-
sions (FGD) among health professionals. Participants
were sampled purposefully, based on their involvement
into oncology care and patient referral. Six to ten health-
care professionals participated in each FGD. In addition,
we conducted in-depth interviews (IDIs) with the medi-
cal executives of each hospital, as well as with represen-
tatives from the affiliated health bureaus. Participants
were approached via phone-calls prior to the interviews.
All but one of the priorly arranged discussions and inter-
views took place; one medical executive dropped out just
before the interview due to time constraints. His deputy
took part in the in-depth interview instead. The FGDs
took place in selected rooms within the hospital com-
pounds while the IDIs were conducted in the partici-
pants” private offices.

Data collection

Discussions and interviews were conducted by two well-
trained and experienced data collectors, who were one
female and one male masters-level graduates. During the
interviews one principal data collector acted as inter-
viewer and moderator, while the other quietly observed
the discussion taking notes.

Individualized topic guides were used to conduct inter-
views and focus group discussions (see Additional file
1). They were partially adapted by the data collectors to
capture emerging themes as the process of data collec-
tion evolved. Interview guides were designed in English.
They were translated and back translated to Ambharic
to ensure coherence. All interviews were conducted in
Ambharic. After four focus group discussions and eight
in-depth interviews with key informants, data saturation
was judged to have been reached. All discussions and
interviews were audio-recorded, and those recordings
were transcribed and translated into English by the two
principal data collectors.
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Table 1 Capacity, staff, and equipment available at study sites at time of data collection (December 2020)

Attat Our First Lady of
Lourdes Catholic Primary
Hospital, Wolisso

Butajira General Hospi-
tal, Butajira

Wolaita Sodo
University Teach-
ing and Referral
Hospital, Sodo

Negist Elleni Mohamed
Memorial Referral Hospital,
Hossana

Hospital level Primary hospital Secondary hospital Secondary hospital Secondary
hospital
Region Gurage Zone Gurage Zone Hadiya Zone Wolaita Zone
Catchment population 800,000 1,300,000 3,000,000 2,000,000
No. of beds 65 190 220 200
Staff
No. of doctors 6 31 108 134
No. of oncologists 0 0 0 1
No. of pathologists 0 0 1 1
Diagnostics
X-ray yes yes yes yes
cT no no no yes
MRI no no no on installation
FNAC no no yes yes
Biopsy no no on installation no
Therapy
Chemotherapy no no no no
Hormonal Therapy Tamoxifen Tamoxifen Tamoxifen Tamoxifen
Pain medication yes yes yes yes
Referral
Distance to Addis 175 130 230 365
Ababa (km)
Referral hub hospital Alert Hospital, TASH SPMH TASH Hawassa Hospital,

TASH

FNAC fine needle aspiration cytology;Alert Hospital Alert Comprehensive Specialized Hospital, Addis Ababa;TASH Tikur Anbessa Specialized Hospital, Addis
Ababa;SPMH St. Paul’s Millenium Hospital, Addis Ababa;Hawassa Hospital Hawassa University Comprehensive Specialized Hospital

Data analysis

We applied thematic framework analysis to analyse the
data [9]. As suggested by Ritchie et al. we followed five
analytical steps during analysis: (1) familiarisation, (2)
constructing an initial framework, (3) indexing and sort-
ing, (4) data summary and display and (5) abstraction
and interpretation. We judged this to be the best suit-
able approach to analysis as it had been developed to
be used in healthcare policy development and has since
then become an often referred to approach in health-
care research. The initial framework was designed by the
first author based on emerging themes and then applied
parallelly by two authors to the same three transcripts.
Results were discussed and the framework was adapted
accordingly to ensure similar indexing and sorting. The
finalized framework was then applied to all transcripts.
MAXQDA 2023 was used for software support during
analysis.

We used the modified “Concept of Access” to cat-
egorize our emerging findings [10, 11]. The concept
was originally designed by Penchansky et al. in 1981 to
describe access to healthcare within five dimensions
(availability, accessibility, accommodation, affordabil-
ity and acceptability) [10]. As suggested by Saurman we

added awareness as a sixths dimension to mirror the total
width of our data [11].

Results

Socio-demographics

Thirty-eight medical professionals and four health bureau
representatives took part in our interviews and focus
group discussions. FGDs took between 50 and 60 min,
while IDIs lasted between 22 and 46 min. Participants
in the FGDs were mostly nurses (15) and physicians (7).
More than half of the participants had been working at
the hospital for less than five years, there were 18 women
and 16 men (Table 2). Participants in IDIs were predomi-
nantly male and all but one below the age of forty years.
Among the medical executives were two general prac-
titioners, one surgeon and one gynaecologist. Health
bureau representatives were two non-communicable dis-
eases focal persons, one medical service coordinator and
one disease prevention team leader (Table 3).

Perceptions on cancer patient referrals

Across all interviews and focus group discussions, par-
ticipants described the need to strengthen referral link-
ages between primary and secondary as well as tertiary
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Table 2 Participants of focus group discussions Table 3 Participants of in-depth interviews
No. of participants (%) Medical Health
(n=34) executives  bureau rep-

Interview duration (in minutes, mean 57 (50-60) (n=4) resentatives?
(range)) (n=4)
Study site Interview duration (in minutes, mean 32 (22-45) 40 (28-46)

Attat Primary Hospital 10 (294) (range))

Butajira General Hospital 9(26.5) Age (years)

Negest Elleni Memorial Hospital 9(26.5) <30 1 2

Wolayta Sodo Hospital 6(17.6) 30-39 2 2
Age (years) 40-49 0 0

<30 18(52.9) =0 1 0

30-39 10 (294) Gender

40-49 4(118) Female 1

>50 2(59) Male 3 3
Gender Speciality

female 18 (52.9) General practitioner 2 -

male 16 (47.1) Surgery 2 _
Job title Gynaecology and obstetrics 1 -

nurse 11(32.4) Job title

physician 7 (206) NCD focal person - 2

midwife 6(17.6) Medical service coordinator - 1

health officer 5(14.7) Disease prevention team leader 1

nurse in leadership position 4(11.8) Working experience (years)

pharmacist 129) <5 3 2
Working experience (years) 5-10 0 2

<5 19(55.9) 1115 0 0

5-10 7 (206) >15 1 0

11-15 2(59) NCD: non communicable diseases

>15 6(17.6) @ Health bureau representatives were from the following health bureaus:

healthcare institutions. Acknowledging the major chal-
lenges referred cancer patients faced at time of this study,
perceptions on the patients’ determination to overcome
those barriers differed: Some participants reported that
most cancer patients refused referral, while others stated
patients mostly accepted the advice, eager to follow refer-
ral. Participants ideas on how to improve the referral for
patients with cancer in the rural Southwest of Ethiopia
are presented in the Additional file 2.

The reason [for refusing referral] is mainly the low eco-
nomical capacity of these patients and also, once they
know it is cancer, they get discouraged because of what
they heard about the disease. They claim that they have
almost no time left to live, and it is [therefore] no use to go
to the referral hospitals or it [following the referral advice]
has no advantage over staying here. (FGD participant,
female, nurse, age group 30-39 years)

It is a life and death condition for them, therefore they
will go. As long as they have money, they will go. (FGD
participant, female, health officer, age group 40—49 years).

Gurage Zonal Health Bureau, Hadiya Zonal Health Bureau, Wolaita Sodo Zonal
Health Bureau, Hawassa Regional Health Bureau.

Availability of oncology service

Limited oncological capacities at all levels of the healthcare
system

Participants consistently identified the limited oncologi-
cal capacities at all levels of the healthcare system as a
major barrier to successful referral. At most sites, patients
had to be referred upon suspected diagnosis or after sur-
gery and morphological cancer verification. However,
referring hospitals struggled to fulfil the receiving hospi-
tals” referral criteria, such as prior advanced diagnostics,
that often were not available at their institution. Organiz-
ing the diagnostic workup via private diagnostic services
was reported to increase costs for the patients as well as
time to referral.

Regarding capacities at tertiary specialized hospitals,
participants reported of patients who waited in the capi-
tal city for weeks for a preliminary appointment and were
then sent back home to await their treatment initiation,
which could take months.

Sometimes they come back because the appointment
for radiation is in six months, seven months or more...
And they are discouraged by going up and down and I put
them on my palliative care list. I just give them anti-pain.
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You know until then [until the reception of an appoint-
ment for treatment] they are already dead. (Hospital
executive, age group > 50 years)

Lack of oncology specialists and training

Participants also mentioned the lack of oncology special-
ists at primary and secondary healthcare level. Next to
the call for increased speciality and subspecialty train-
ing in oncology, health bureau representatives repeatedly
mentioned the inability of rural facilities to bind trained
specialists. Medical staff and health bureau represen-
tatives alike experienced that once trained adequately,
oncology specialists would move to the larger cities and
specialized cancer centres. Participants suggested to
address the lack of oncological expertise in rural areas by
establishing formal teachings from specialists to health-
care professionals from lower-level hospitals.

Accessibility

Road infrastructure and transport

Due to the limited number of cancer centres throughout
the country, referred patients often had to travel far to
receive adequate treatment. Ethiopia’s road infrastruc-
ture was perceived to challenge patients substantially,
hindering them to receive services and travel back home
in one day.

Most cancer cases were non-emergency referrals and
therefore patients had to organize their own transport.
Besides the associated costs, patients weakened by the
disease and associated treatment often were too sick to
endure travelling with public transport.

Accommodation

Protocols and communication within referring hospitals

In all settings, medical seniors were the ones deciding to
refer patients. They would also be the ones writing the
referral letter or communicating with the liaisons” office
in case of emergencies. Even though health bureau repre-
sentatives highlighted the sites” obligation to have appro-
priate protocols in place, formal referral protocols were
only implemented at one site.

In two FGDs, the topic of unclear communication
among professionals within the hospital emerged. This
could lead to different parties making differing refer-
ral arrangements and resulted in patients being referred
inadequately.

Liaisons and the hub-system for emergency referrals

At all sites, emergency referrals were organized via the
formal liaison system. Nurses designated as liaisons were
in charge of calling the receiving hospital in advance to
check for availability of beds and announce the patients’
arrival. Even though participants agreed that the imple-
mentation of liaisons had brought major improvements
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to the system of emergency referrals, shortcomings of
the system were discussed across all interviews and focus
group discussions:

Liaisons, both at the referring as well as at the receiv-
ing institution, were perceived as not well trained to
fulfil their responsibilities. They often did not grasp the
urgency of the referral, or in case of cancer patient refer-
rals, would refer patients to sites that did not offer cancer
treatment.

Another perceived barrier to efficient referral of can-
cer patients was the newly implemented “hub system”.
All primary and secondary hospitals had predefined “hub
hospitals’, which were tertiary specialized hospitals act-
ing as the first site to address when referring emergencies
to a higher level. However, many of those hub hospitals
did not offer oncology services, resulting in referring
hospitals omitting the hub system to find adequate care
for their patients with cancer. However, patients would
often be rejected from hospitals other than the official
hub hospital. One positive aspect of the system was the
establishment of command posts: Those were interposed,
site-independent units facilitating emergency referrals
from lower-level hospitals to specialized facilities. Their
implementation was perceived to have smoothened com-
munication between referring and receiving hospitals.

Most of the cancer referrals at the study sites were non-
emergencies. The extent to which the liaisons” office was
involved into their organization differed between hos-
pitals. Two sites did not involve liaisons into non-emer-
gency referrals at all. Referral letters were written by a
senior doctor and patients had to organize their travels
by themselves. At other sites referral letters written by
doctors had to be signed and registered by the liaisons
office who then supported patients in organizing their
travels. In some cases, prior phone-calls were made by
the health professionals to receiving institutions checking
for capacities. However, this was not the norm. Partici-
pants consented that non-emergency referral via a well-
equipped liaisons office, with the referring site checking
for capacity and communicating the referral to the
receiving site, would have a substantial impact on cancer
patient referral.

Data management

Data management was perceived to play another impor-
tant role in cancer patient referral. At time of data col-
lection, patients carrying a referral letter were often
the only form of communication between hospitals.
However, professionals generally judged hand-written
referral letters to be an unreliable source of data trans-
mission. Participants from one hospital reported, that the
strengthening of the liaison system had improved refer-
ral writing practices at their institution, because liaisons
would no longer accept imprecise entries on the referral
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letter. Furthermore, there was a collective call for digital
data management between hospitals, allowing for the
transfer of patient data.

Participants also hoped that a digital form of data
management would improve the feedback system
regarding referred patients. Even though health bureau
representatives described an official feedback system
to be in place, currently hospitals only heard back from
referred patients, when they had relatives working in
the hospitals or if patients came back for further treat-
ment. Health bureaus stated to be aware of the problem
regarding the management of data and highlighted the
governments ambitions to improve data quality in health
facilities.

If you would only know how people for example get a
chance for radiation. Like a feed-back of how meaningful
this referral was, whether it makes sense to refer people or
whether they are just spending their money and time for
nothing...so just simple feed-back on what is possible and
what is not possible, would be nice. (Hospital executive,
age group =250 years)

Communication between hospitals

Poor communication between primary- and secondary-
level hospitals on one side and tertiary hospitals on the
other side was consistently lamented. The formal line of
communication via liaisons offices was described to be
unreliable due to lack of equipment and congestion.

Informal communication on the other side mostly
relied on personal connections between health profes-
sionals: At referring sites where professionals knew staff
from receiving sites personally, communication worked
better than at sites without personal connection.

Besides communication, participants repeatedly regret-
ted the lack of a formal way of receiving updates on ser-
vices offered at receiving institution. For instance, one
medical director did not know about a second hospital
having recently started chemotherapy in the capital city.
Health bureau representatives confirmed this observa-
tion, adding that even in health bureaus they often were
not up-to-date regarding services being offered in their
catchment area. As a result, patients were referred to
hospitals with inadequate treatment capacities.

In the absence of well-functioning formal referral link-
ages, at some sites a non-governmental cancer organisa-
tion acted as the major link between the hospitals. They
ensured patients met all the requirements for acceptance
at the receiving institution and communicated with
receiving hospitals about the referred patients. Multiple
participants suggested panel discussions with members
from all healthcare levels to establish personal connec-
tions and improve communication between hospitals.

And nationally, it would be better if there was a forum
prepared for hospitals to exchange their experience and
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discuss ways to ease treatment for referral patients. For
example, a forum between our hospital and TASH [Tikur
Anbessa Specialized Hospital]. I believe the health system
has many stakeholders such as government organizations,
government bodies and so on, so there needs to be a regu-
lar forum which includes all the stakeholders. (FGD par-
ticipant, female, midwife, age group <30)

Patient navigation

Across all interviews and discussions participants high-
lighted, that patients with cancer were often severely ill
and therefore needed much support with the facilitation
of their referral. Existing projects proving the success of
“patient navigators” assisting patients throughout their
pathways were discussed: At one hospital site a “cancer
nurse” was responsible for accompanying patients with
cervical cancer to the receiving institutions. Other par-
ticipants reported of an NGO providing similar services
for patients with cancer. Besides establishing skilled hos-
pital personnel or volunteers from NGOs as patient navi-
gators, one participant suggested the introduction of so
called “case managers” (former cancer patients) accom-
panying patients throughout their journey. In the past,
this approach had proven to be successful in the context
of the referral of patients with HIV.

If the patient links with Mathiwos Wondu Ethiopian
Cancer Society then things going smoothly because they
receive the patient [in Addis Ababa] and facilitate pro-
cesses, including cost coverage. But this association cannot
reach to all cancer patients, so it is better to expand such
kind of program. (Health bureau representative, age group
30-39)

Reception at receiving institutions

Finding the correct services at the receiving institution
could be a challenge to referred patients. Many patients
were not able to read and could therefore not follow signs
at the receiving institution. Furthermore, some patients
did not speak Ambharic, the language spoken in the capi-
tal city.

At the time of the study, patients that were not referred
by ambulance had to go through the receiving hospital ‘s
OPD before getting connected to the oncology unit. A
fast-track system, channelling referred patients with can-
cer directly to the oncology unit was thought to decrease
waiting times at the receiving institution.

Finding the unit at the hospital compound is also other
challenge. I heard there was a patient who came back
from the hospital, where he had been referred to, without
getting the investigation and management, because he did
not find the exact room. So, it's better to modernize the
reception and assign individuals to show the way to the
units to which they [the patients] were referred to. (Hospi-
tal executive, age group <30 years)
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Affordability

Patients handling of costs

Participants discussed how the patients’ economic status
directly affected their ability to follow the referral advice.
It determined not only where they would be referred to
(more costly private institutions offered treatment with
substantially shorter waiting times), but also whether
they could follow the referral at all. Healthcare workers
emphasized the efforts patients made to comply with
the referral. Because of the disease, patients often were
unable to work and cover the costs themselves. Mostly,
costs were arranged with the family or within the com-
munities. Some patients rented their land or sold their
property. However, facing the uncertainty of surviv-
ing the disease even if they followed the referral, many
patients refused referral. Those patients then turned to
cultural healers or went back home, possibly preparing
for death.

Governmental support

In the absence of universal health insurance, the Ethio-
pian government provides free cancer treatment at public
hospitals for patients with a low economic background.
However, participants reported regular shortages of
medications at tertiary public hospitals. In those occa-
sions, even patients eligible for free treatment were told
to buy medication at private pharmacies — leading to
them having to pay for treatment which was supposed
to be free. In addition, the governments” support did not
cover expenses for food and accommodation before and
during the treatment. Patients relied on having relatives
in the city. Participants agreed that those factors often
resulted in patients not being able to afford following the
referral advice, even though they were eligible for free
treatment.

Non-governmental support

Compensating for the lack of governmental aid, all
study sites had support mechanisms in place trying to
enable patients financially to follow the referral advice.
Those mechanisms included social workers assisting
the patients in raising the necessary money as well as
the provision of free transport. However, the hospital s
ability to support was perceived to be insufficient, often
resulting in staff personally donating money for patient
referrals. Again, NGOs were also perceived to play an
important role in decreasing direct and indirect costs for
patients. They paid for travel expenses and offered food
and accommodation in staying houses close to the receiv-
ing hospitals.
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Awareness

Health education

There was large consent on the importance of educat-
ing patients about their cancer disease. Participants
highlighted, that patients would only follow the referral
advice, if they were informed properly about their dis-
ease and its possible outcomes. The provision of health
education was described to take place on different levels:
On community-level (health extension workers, public
gatherings, and mass media), hospital-level (lectures on
health-related topics in the waiting areas each morning)
as well as on a one-on-one level during appointments.
There was a general perception, that educated and well-
informed patients were more likely to follow the refer-
ral advice. Uneducated and uninformed patients would
often turn to traditional medicine instead.

Most of the time people tend to do what they believe.
So, if they understand well, they don’t hesitate to follow a
referral process unless they may have financial problem.
(Hospital executive, age group <30 years)

Availability of public information on services

In addition to information about the cancer disease, par-
ticipants agreed on the importance of providing patients
with information on costs and waiting times. They
regretted not being able to give patients the numbers on
how much money they needed at the receiving institu-
tion. This led to referred patients having to return home
without any treatment, because they ran out of money
while waiting.

Acceptability

Trust in the health system

The patients” perception of referral as a “death sentence”
was one more emerging theme. Even though, knowledge
about cancer in rural communities was perceived to have
increased over the last years, cancer was still reported
to have a fatal reputation. Rumors of rejection and long
waiting times at the specialized hospitals added to the
patients” believe that once referred, they would never
come back alive.

Healthcare professionals suggested to learn from the
countries” experiences with HIV which also used to be
perceived as “death sentence”. Participants suggested to
extend existing cancer awareness campaigns and include
education about cancer into the curriculum of health
extension workers. Establishing cancer as a treatable dis-
ease in communities and families was felt to be essential
to convince patients of the significance of following the
referral.

So likewise, when we come to cancer, it follows a similar
pattern as when HIV first came to Ethiopia. HIV patients
used to feel hopeless and likewise cancer patients are feel-
ing like that now. Secondly, the status of HIV reached what
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it has today due to integrated relent less effort, so if we
do the same with cancer, I bet we could save lots of lives.
(FGD participant, female, nurse, age group 40—49 years)

Stigmatization

One more barrier to successful referral was reported to
be the stigmatization patients from rural areas experi-
enced at tertiary hospitals. Patients often returned to
referring hospitals complaining of having been handled
badly at the receiving institution. Establishing a welcom-
ing environment at receiving hospitals was regarded to
contribute to the patients” successful treatment initiation
at the tertiary healthcare level.

They [referred cancer patients] come [back] and com-
plain “We would rather die here than go there [again],
they don’t accept us as you do, they don’t talk to us as you
do, they harass us saying ‘people who come from rural
areas, the place they give [us] is not good. They also com-
plain like ‘they host those who come from near that area,
and they only give distant appointments to us! (FGD
participant, female, nurse in a leadership position, age
group <30).

Discussion

Patients with cancer referred from primary and second-
ary hospitals to tertiary specialized care face challenges
in all dimensions of Penchansky’s revised concept of
access. We found a broad range of experiences among
medical and local health bureau representatives on how
to address those challenges aiming to provide access to
cancer care in rural Ethiopia.

Participants felt strongly about the need to increase
oncological capacities throughout the country as a
foundation for successful referral. Expanding special-
ized training and connecting specialists in oncological
societies are tools to strengthen a nation’s expertise in
oncology care [12]. Ethiopia’s first clinical oncology resi-
dency program was initiated at Tikur Anbessa Hospital
in 2013. Since 2019, the “Ethiopian Society of Haemato-
Oncology” serves as a national platform for knowledge
exchange. One intervention suggested by participants of
the study was the training of non-oncology-specialists to
provide oncological diagnostics and treatment. Experi-
ences with this task shifting model from other countries
in Sub-Saharan Africa are promising: An example could
be the training of non-oncologists (internists, paediatri-
cians, general practitioners, and nurses) in delivering
cancer care, as it has been successfully done in Rwanda
over the past year [13].

We identified three possible ways patients with cancer
were referred: non-emergency referral via referral letter
only, non-emergency referral via the liaisons” office and
emergency referrals. Most cancer patients were non-
emergencies and mostly referred via referral letters only.
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Standardized referral letters had been introduced by the
Ministry of Health in 2010 and were used in all four hos-
pitals [14].

While oncological emergency referrals were organized
via the official hub-system, for non-emergency referrals
there were no inter-hospital referral protocols. An intra-
institutional protocol for cancer patient referral was in
place at only one of our study sites. Knowledge on where
to refer patients with cancer relied on the health profes-
sionals” personal experiences and expertise. Even though
the hub-system for emergency referrals was perceived to
be a barrier to the referral of patients with cancer, partici-
pants consented, that having a set system defining where
to refer patients had improved emergency referrals in
general. Expanding the system to include non-emergency
referrals, sensitive to the availability of advanced onco-
logical care, could improve referral of patient with cancer
substantially.

In its “Guideline for implementation of a patient refer-
ral system” the Ethiopian Ministry of Health foresaw a
“referral coordinator” at each hospital - responsible for
the facilitation of emergency as well as non-emergency
referrals [14]. In our study, only one hospital reported
organizing non-emergency referrals via the liaisons’
office (which served as referral coordinator). Train-
ing and equipping designated personnel at the liaisons’
office, enabling them to organize both emergency and
non-emergency referrals in a reliable manner emerged
to be of substantial significance when improving cancer
patient referral.

An important aspect in strengthening the referral
linkage between healthcare levels is the standardization
of data management. At the time of our study, patient
data was collected in paper files and referral-letters were
hand-written. Currently the Ministry of Health is devel-
oping a standardized electronic health record system to
“strengthen digitization of routine and non-routine data
collection, management, analysis and use” [15].

To enable patients to follow referral advice, participants
also suggested the implementation of patient navigators.
In high-income countries patient navigation programs
are a well-established tool to promote access to cancer
care [16]. Nurses or lay persons, who have been trained
to be “patient navigators’, accompany patients with can-
cer throughout their diagnostic and treatment journey.
Depending on the extent of the program, patient navi-
gators provide patients with health education, facilitate
appointments, and arrange linkages to follow-up ser-
vices. In countries without universal health coverage,
the navigation services often also include stipends for
transport, accommodation, and treatment [17, 18]. In
the past years, the concept of patient navigation has been
increasingly adapted in low- and middle-income coun-
tries, showing positive effects on outcomes like treatment
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initiation and adherence [19]. Initiatives such as the BEA-
CON Initiative (Building expertise, advocacy, and capac-
ity for oncology navigation) launched by the American
Cancer Society implementing patient navigation pro-
grams at national referral hospitals in Uganda and Kenya
serve as examples [20].

Furthermore, a smooth reception of referred patients
at the receiving institutions was identified to be key for
a successful referral. Participants suggested to address
the patients” difficulties in finding the correct units at
the receiving hospitals by establishing an easy-to-follow
signposting, as well as staffed info-points. Such low-cost
concepts, sensitive to the patients” different language
and educational backgrounds, have previously shown to
improve the patients” experiences at receiving institu-
tions substantially [21].

A current project addressing the need for “fast-track”
pathways for patients with cancer at receiving institu-
tions is the “Walk-in-Clinic” at the Else-Kroener-Center
for Cancer Care in Addis Ababa. In collaboration with
the surgical and oncology units at Tikur Anbessa Hospi-
tal the centre enables women with suspected cancer to
omit the usual out-patient department pathways and be
directly seen by gynaeco-oncologists and breast surgeons
[22].

Direct and indirect costs were perceived to be a major
barrier to successful referral. Patients with sufficient
financial means could visit private hospitals or receive
care in countries with better access to high-quality
healthcare. However, with an income per capita of 940$
and approximately one quarter of the population liv-
ing below the international poverty line, most patients
in Ethiopia rely on the public healthcare sector [23, 24].
Ethiopia aims to establish a universal health coverage by
2030 [1]. To reach this ambitious goal, the government
has established multiple channels to increase access to
healthcare for its population: Social health insurance
is currently being implemented for people working in
the formal sector, while community-based health insur-
ance schemes are successfully expanded within the large
informal sector [1]. In addition, certain oncology-associ-
ated interventions were recently added to the “Essential
Health Services Package’, guaranteeing their provision
free of charge, or with cost-sharing and cost-recovery
mechanisms in place at public hospitals [25]. Patients
who cannot afford care are eligible for free treatment,
provided they receive a “fee waiver” from their local
health bureau [1, 26].

Nevertheless, the multitude of unofficial financial sup-
port mechanisms in place at all study sites demonstrates
that patients with cancer in rural Ethiopia still face sub-
stantial financial challenges. Unavailability of necessary
medications in public institutions (resulting in patients
having to buy treatment at private pharmacies) as well
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as the costs for transport and accommodation associ-
ated with the treatment, emerged to be major barriers to
oncology care. These findings are confirmed by previous
studies [26—29]. Reliable mechanisms for the procure-
ment and financing of cancer drugs at public hospitals
are needed to decrease direct costs of treatment. Indirect
costs could be tackled by the provision of governmental
travel stipends for those in need as well as the establish-
ment of staying houses close to the cancer centres.

We found high awareness regarding the significance of
health education in the provision of cancer care among
health professionals and health bureau representatives.
This mirrors the governments” focus on health educa-
tion since the launch of Ethiopia’s Health Extension
Program in 2003. Core of the program are health exten-
sion workers who promote primary healthcare on the
community level. A study by Funga et al. found health
extension workers to be the main source of information
on cancer for most of the rural population [30]. How-
ever, even though the Health Extension Program has
proven to be highly successful in providing health edu-
cation to Ethiopia’s rural population, awareness on can-
cer is still insufficient and the perception of cancer as a
“death sentence” common [30-33]. Expansion of exist-
ing and initiation of new cancer awareness programs is
therefore essential to increase knowledge about can-
cer in rural communities. In addition, the implementa-
tion of survivor groups could contribute to change the
patients” attitude towards cancer and improve trust into
the healthcare system [34]. Establishing cancer as a cur-
able disease is important to convince patients to follow
the referral advice.

Interestingly, while much reported previously in the con-
text of access to cancer care, stigmatization of patients in
their community did not emerge to be a major barrier to
successful referral in our study [35]. This might be explained
by the healthcare professionals” and health bureau rep-
resentatives” perspective of the study. A recent study on
the perceptions of cervical cancer care among Ethiopian
women and their providers supports this explanation: While
patients discussed the role of stigmatization within their
communities vividly, providers did not mention stigma as a
major barrier to care [35]. On the other hand, participants
did report about patients feeling stigmatized at receiving
institutions due to their rural background. While we could
not find any literature on stigmatization of rural patients
in specialized hospitals in Ethiopia, poor handling and dis-
respectful communication at tertiary hospitals has been
described before [35, 36]. Further research on patients”
experiences at tertiary hospitals as well as health profes-
sionals” training is needed to guarantee culturally sensitive
access to cancer care.

We believe it a great strength of this study to have
captured a broad variety of perspectives of healthcare
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professionals and health bureau representatives who are
involved into cancer care at the primary and secondary
level of the healthcare system. However, our study has cer-
tain limitations: First and foremost, our results are limited
by the participants” provider perspective. To receive a com-
prehensive understanding of the cancer patient referral in
rural Ethiopia, perspectives of referred patients have to be
considered. In terms of sample size, the number of IDIs
and FGDs conducted for this study falls within the lower
end of what is typically considered adequate in qualitative
research. However, while we cannot exclude the possibility
that an increased sample size would have contributed new
data, after four FGDs and eight IDIs we felt we had reached
data saturation. Working with a small sample size increases
the importance of thorough purposive sampling. Following
the guidance of Ritchie et al., we ensured best possible rep-
resentation and diversity within the sample with regards to
variables such as age, years of experience, field of expertise,
healthcare level, and hospital size [9]. This approach also
helped to minimize, however not eliminate, a potential sam-
pling bias.

Furthermore, we did not use a formal protocol regard-
ing the triangulation of data collected by different meth-
ods and from different participant groups. However, in
the final phases of analysis we did colour-code different
origins of elements within themes and subthemes to be
aware of consent and contradictions between the differ-
ent participant groups.

Conclusions

In the rural Southwest of Ethiopia, decision makers
are aware of multi-factorial challenges cancer patients
face when being referred from lower-level hospitals to
tertiary-level oncology care. A way forward requires
a multi-faceted approach involving capacity building,
improved coordination between different levels of the
healthcare system, standardized protocols and data man-
agement, financial and social support mechanisms, as
well as awareness programs. Lay persons as patient navi-
gators could be involved. Establishing an environment for
inter-institutional exchange and integrating stakehold-
ers’ broad experiences from the primary and second-
ary healthcare level into future policy making is a key to
reduce disparities in cancer care and make oncology care
available to Ethiopia s large rural population.
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Abstract

Background Although mastectomy is the standard treatment modality for breast cancer patients in Ethiopia, our
previous study revealed that one in five patients do not receive the recommended procedure, half due to patient
refusal or lack of returning to the hospital. Therefore, this study aimed to explore reasons for refusing mastectomy and
identify challenges among breast cancer patients in Ethiopia.

Methods An explorative qualitative study was conducted in four hospitals located in the towns of Woliso, Butajira,
Hossana, and Assela. A total of 14 in-depth interviews (IDls) and eight focus group discussions (FGDs) were held with
breast cancer patients, patient relatives, and health professionals. Four semi-structured interview guides were used to
facilitate the IDIs and FDGs. All recorded IDIs and FGDs were transcribed and translated verbatim and entered in NVivo
12 software. Emerging ideas were categorised and explained using an inductive content analysis approach.

Results Our participants reported that particularly elderly and very young women refuse to have mastectomy. The
main reasons identified in this study were summarised into six themes: (i) fear of the surgical procedure, (ii) religious
beliefs and practice, (jii) utilisation of traditional treatments, (iv) in relation to having a baby and breastfeeding

their children (young patients often request to remove only the lump, leaving their breast tissue intact), (v) lack of
awareness about the disease, and (vi) sociocultural factors and advice from the community that influence women,
since breasts are considered an attribute of femininity, beauty, and motherhood. In addition, knowing someone who
died after mastectomy emerged as a main reason for not having breast cancer surgery.

Conclusions High refusal rate for mastectomy has direct implication on increased breast cancer mortality. Hence,
expansion of radiotherapy service is instrumental to initiate breast-conserving surgery as an alternative surgical
procedure, especially for young women with early-stage breast cancer. Involving religious leaders, traditional healers,
and breast cancer survivors could be an effective strategy to persuade newly diagnosed breast cancer patients.
Addressing individual patient psychosocial needs and preferences may substantially improve retention of breast
cancer patients in the health system.
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Background

Surgery is an important part of breast cancer treatment
along with radiation and systemic treatments such as
endocrine therapy, cytotoxic chemotherapy, targeted
therapy, and immunotherapy [1]. Mastectomy and
breast-conserving surgery (BCS) represent the two pri-
mary surgical options used to treat invasive breast cancer
[2]. The survival benefit for undergoing surgery remains
a well-known fact, as several studies found breast cancer
patients who refused surgery had higher risk of mortality
compared with those who had surgical treatment [3, 4].

In developed countries, having breast surgery is stan-
dard and according to a study done in the United States
of America (USA), 95% of breast cancer patients under-
went surgical treatment [5]. Not only therapeutic breast
surgery, but contralateral prophylactic mastectomy
(CPM) has also increased steadily over the last twenty
years in women of all age groups and breast cancer stages
[6, 7]. Genetic testing, pathogenic mutation of BRCA,
strong family history, and suspicious findings on breast
MRI were identified as the main reasons for its incre-
ment. As a result, most patients with unilateral breast
cancer or even healthy women with high risk of breast
cancer underwent CPM followed by immediate breast
reconstruction [6, 7].

In contrast, frequency of breast cancer surgery in low-
and middle-income countries (LMICs) remained very
low even though it is the only treatment option available
in most countries [8]. In Africa, limited resources for
systemic therapy have contributed to the application of
surgery as the primary modality for the management of
resectable breast cancer [9, 10]. Even in some countries
like Uganda, large areas of the country have no breast
surgery at all and most of the surgical procedures are still
being performed at the national referral hospital [11].

Among the various types of breast cancer surgeries,
modified radical mastectomy (MRM) is the most com-
mon procedure in many African countries [8, 9]. Accord-
ing to a continent-wide review, about 85% of breast
cancer patients undergo mastectomy because of the
advanced stage of the disease [10] and reports from east
Africa indicate that up to 99% of patients undergo mas-
tectomy due to unavailability of other treatment modali-
ties [9, 10]. Lack of or poor access to radiation facilities
is the rate-limiting step for breast conservation in many
African countries [8—10]. In sharp contrast, BCS is the
preferred surgical procedure in developed countries and
the percentage of breast cancer patients who had a mas-
tectomy is often below 30% in most European countries
[12] and 22.4% in the USA [13].

Nevertheless, mastectomy is considered culturally
objectionable in sub-Saharan Africa (SSA), and let alone
to choose CPM, the decision to have therapeutic unilat-
eral mastectomy remains a big challenge for many breast
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cancer patients in the region. Therefore, compliance by
patients vary from country to country and the refusal
rates in countries like Eritrea and Cameroon are lower
compared to Nigeria [10]. Inversely in western countries,
refusal for further surgery such as breast reconstruction
and oncoplastic surgery might be more common than
refusing therapeutic mastectomies [12].

In Ethiopia, breast cancer is the leading cancer with an
estimated 16,133 (20.9%) new cases and 9, 061 (17.5%)
new deaths in 2020 [14]. Like other LMICs, there are lim-
ited diagnostic and treatment services in the country and
the only available service for most breast cancer patients
at lower-level hospitals is surgery [15]. Except endo-
crine treatment, systemic treatments are limited only in
tertiary-level hospitals, which are mainly located in the
capital or a few big cities [16, 17]. For instance, Tikur
Anbessa Specialized Hospital was the only cancer cen-
tre that provided comprehensive cancer care including
radiation treatment for the last couple of decades [17].
Recently, Jimma university hospital initiated radiother-
apy services but still fell short of the international atomic
agency recommendations of four machines per 1 mil-
lion population [18]. There are only two radiotherapy
machines for a population of 125 million, which makes
breast-conserving surgery inaccessible and the standard
for breast cancer in Ethiopia is MRM [16, 19].

Even though surgery is the only accessible treatment
option in most peripheral hospitals of Ethiopia, many
breast cancer patients do not even receive this service for
several reasons [20, 21]. According to a study conducted
in North Ethiopia, surgery was omitted in 32% of breast
cancer patients because of an advanced stage of the dis-
ease with initial metastasis. MRM was the most common
surgical procedure performed for 91% of breast surger-
ies done in Gondor Hospital [22]. Recently, a multicen-
tre study in Ethiopia revealed that one in five patients did
not receive the recommended surgical procedure, half
due to patient refusal or lack of the patient returning to
the hospital [16]. This is one of the missed opportunities
leading to poor treatment outcomes and high mortality
from breast cancer in the country.

Therefore, this study aimed to explore main reasons for
refusing mastectomy and identify challenges in relation
to having surgery among breast cancer patients in Ethi-
opia. Identifying those factors may enable the design of
effective strategies to retain breast cancer patients in the
health care system, which potentially improves adherence
to subsequent treatments, enhance quality of life, reduce
mortality, and improve overall survival. In addition, the
economic benefit is far from reach compared to costs
incurred to treat advanced cancer cases and through
improving survivorship and productivity of breast cancer
patients.
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Methods

Study design and place

Exploratory qualitative study was employed to identify
reasons for refusing mastectomy among breast cancer
patients in Ethiopia. The study was conducted in four
hospitals: St. Lukas Catholic Hospital Woliso, Negist
Elleni Mohammed Referral Hospital Hossana, Butajira
General Hospital, and Assela University Teaching and
Referral Hospital. The hospitals are situated within a
130-250 km radius from the capital city, Addis Ababa.
These hospitals and towns were purposively selected
based on the different geographic directions from Addis;
southwest, south, southeast, and east, and due to their
potential for representing several Ethiopian populations
located in two large regions, namely Oromia and South-
ern Nations, Nationalities, and Peoples’ Region (SNNPR).

Study participants and sample size

In this study, fourteen in-depth interviews (IDI) and
eight focus group discussions (FGDs) were conducted
with a total of 70 participants (18 males and 52 females).
We used a purposive sampling strategy to assure a broad
variety of information. With regard to the actual partici-
pants recruited in our study, we intentionally selected
both health professionals and cancer patients in order to
gain the two different perspectives and also triangulate
our findings. Even among the health professionals, we
included clinical staffs working at the different levels of
the health care system. Three IDIs with patient relatives
and three IDIs with breast cancer patients who refused
to have a mastectomy were held. Out of these three
women whom we interviewed, one of them was 90 years
old while the other two were 37 and 42 years of age. Of
this, two of the women were married and had children
but the other woman who was 37 years of age was not
married and did not have children at the time of inter-
view. In each town, two IDIs with health extension work-
ers (HEWSs) (community workers providing primary

Table 1 Characteristics of study participants, Ethiopia
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health care service at health post level which is the lowest
health facility in the three health care tier system of Ethi-
opia) and two FGDs with breast cancer patients who had
undergone surgery and health professionals (surgeons,
oncology residents, head nurse, oncology nurse, midwife,
maternal child health (MCH), gynaecologist, pathologist,
general practitioner, and health officer) were conducted
separately (Table 1). The participants were purposely
selected, and an attempt was made to achieve the maxi-
mum variation of participants by including different age
groups, rural and urban residency, gender, educational
attainment, and interaction and provision of care for
breast cancer patients.

Data collection tools and procedures

Based on the objective of the study, four semi-structured
interview guides were prepared to facilitate the IDIs and
FGDs. Initially, all the interview guides were prepared in
English and translated to Ambharic (local language). The
data was collected by two well-trained data collectors
who had ample experience in facilitating qualitative data.
On average, each IDI took around 21 to 49 min, while the
FGDs stayed for a minimum of 58 min to a maximum of
103 min. Detailed field notes were taken during IDIs and
one of the data collectors was taking notes while the other
is moderating the group discussions. In addition, data
collectors wrote reflexive memos immediately after com-
pleting each IDI and FGD. Daily debriefings on emerging
thematic areas were done with the entire research team
and the data was collected until we reached the theo-
retical saturation level. All FGDs and IDIs were audio-
recorded, and notes were taken during the interviews and
discussions. The data were organised and appropriately
labelled immediately after each session. Subsequently, all
recorded IDIs and FGDs were transcribed and translated
verbatim after repeatedly listening to the recordings.

Name of No of IDI” No of FGD? Age range of Male Female Role
towns participants
Assela 2 IDI_with HEW® 2 (1 with HPC & 1 30-50 5 8 Surgeon, GP¢, Oncology resident, oncol-
with BCa® patients ogy and psychiatry nurse, nurse head
Woliso 2 IDI_with HEW 2 (1T withHP &1 27-60 4 8 Surgeon, clinical nurse, surgical ward
1 IDI_with patient relative with BCa patients head nurse, psychiatric nurse
Hosanna 2 IDI_with HEW 2 (1T with HP &1 35-55 4 12 Surgeon, Pathologist,
1 IDI_refused BCa pt with BCa patients Surgical ward nurse, Psychiatric nurse
MCH' focal, Midwife
Butajira 2 IDI_with HEW 2 (1 withHP &1 27-90 5 14 Surgeon, pathologist, gynaecologist,
town 2 IDI_Refused BCa pt with BCa patients surgical ward nurse, midwife, health
1 IDI_Patient relative officer
1 IDI_Patient relative_refused
Total 14 8 27-90 18 52

“ IDI: in-depth interview, 2 FGD: focus group discussion, ® HEW: health extension workers, © HP: health professionals, ¢ BCa: breast cancer patients, ¢ GP: general

practitioner, f MCH: maternal and child health
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Data analysis procedures

The data analysis was initiated simultaneously with the
data collection process and a qualitative content analysis
technique was employed. Daily debriefings on the newly
emerging ideas were held with the entire research team,
along with insiders who lived in those selected towns
for a long period of time and who knows the commu-
nity very well including the culture, language and social
structure. All recorded observations and events during
data collection were discussed and involvement of insid-
ers in our debriefing sessions enabled us to verify the
emerging ideas and properly interpreted the findings.
It also supported us to understand the unique word-
ings, expressions and idioms revealed in our study. Once
all transcripts were prepared by the data collectors, the
principal investigator checked whether all IDIs and FGDs
were properly transcribed and translated through listen-
ing to the audio recordings. All the recorded audios and
transcripts were repeatedly reviewed to obtain an over-
all sense for and get familiarised with the data. Then, all
transcribed documents, field notes, and reflexive memos
were entered into NVivo 12 plus software. The analysis
began by highlighting sentences of importance and divid-
ing them into meaning units. Each document was coded
line by line and the meaning units were condensed and
labelled with short codes. Subsequently, similarities and
differences between the codes were identified and cat-
egories were developed. Data triangulation was used to
identify convergence of data obtained through IDIs and
FGDs. Also through comparing and contrasting the rea-
sons given by the patients themselves and their relatives
and health professionals. Finally, emerging themes and
subthemes were tested and revised through discussion
with the team members and appropriate interpretations
were given.

Ethical clearance

Ethical clearance was obtained from the Research Ethics
Committee of the School of Public Health and Institu-
tional Review Board of College of Health Sciences, Addis
Ababa University. Informed consent was obtained from
all participants. Confidentiality and anonymity of the
data was kept during data analysis and presentation of
the findings. All methods were carried out in accordance
with relevant guidelines and regulations in the Declara-
tion of Helsinki.

Results

The main findings of this study are organised into two
themes. The first theme discusses refusal of mastectomy
through given actual experiences of health professionals
and patients. In the second theme, we identified several
reasons why breast cancer patients refuse mastectomy,
and these factors are further categorised in to six sub
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themes: (a) in relation to the surgical procedure, (b) due
to religious beliefs and practices, (c) traditional medicine,
(d) in relation to having a baby, (e) lack of awareness, and
(f) sociocultural factors. The details of each theme and
subthemes are described below.

Women refusing mastectomy

Our results found that breast cancer patients in Ethiopia
refuse to have a mastectomy for several reasons. This idea
was reflected in all FGDs and IDIs conducted with both
cancer patients and health professionals. Most of the
health professionals involved in the FGDs reported that
many breast cancer patients refuse to have a mastectomy
and they usually struggle to convince them. For example,
a surgeon at Hosanna hospital mentioned that “..there
is resistance to have the surgery. Most of the time, they
[breast cancer patients] accept the surgery after having
two or more visits. For that matter, there are also others
who refuse at all and return back to their home. (FGD_
HP_Surgeon_Hossana)

“The challenge starts during admission. Since it is
removing a body organ, most women do not accept
this. They are afraid of hearing about mastectomy,
they do not accept it easily. They often agree after
taking much time and through several attempts
to convince them. Most of the time, they went back
to their home and spent several months until they
return back to us” (FGD_HP_Nurse_Woliso).

Some of the patients confessed that they refused initially
and later decided to have the surgery. We also encoun-
tered breast cancer patients who still continue to resist
surgery.

“No way, I am not going to be operated. Oooo, ere
ete I do not want to be operated. I have St. Michael.
SIBHAT LAB! In the name of the father, the son and
the holy spirit. May you forgive me St. Gebriel. I will
never be operated!” (IDI_Refused BCa_Butajira,).

Even though the challenge was expressed in all study
sites, the extent of refusal varies from place to place. For
instance, in Woliso, the surgeon reported that most of
the patients resist or totally refuse to have the surgery
and return back to the health facility at an advanced stage
where only supportive care is given.

A lot of patients refuse mastectomy and usually
get lost and will never come back. For example, last
week, I sent one woman to Addis Ababa for diagno-
sis and came with her result. I was waiting for her
and preparing a place to do the surgery, but she dis-
appeared. So, we do not know where she is now. She
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is lost! Umm... from all diagnosed cases only less
than 50% had mastectomy. But most discharged
refusing it” (FGD_HP_Surgeon_Woliso).

“Most of the women who refused the surgery
returned back to us after the disease advanced with
a fungated breast and those women have died by
now and only few are surviving” (FGD_HP_Sur-
geon_Woliso).

On the other hand, the surgeon from Butajira reported
that patients often do not refuse to have surgery, rather
they request to get priority. “This was actually the only
woman who refused surgery, but most patients want to
have the surgery immediately after diagnosis. They prefer
to get priority for surgery and do not refuse so far” (FGD_
HP_Surgeon_Butajira) However, two of the three patients
interviewed in this study for refusing mastectomy were
from Butajira town.

Who most refuses

Concerning specific subgroups who most refuse, the
health professionals reported that young women (mostly
referring to those who are below 40 years of age) who
are not married and do not have children or with small
babies often refuse mastectomy. Again, very old people
also refuse to have the surgery due to hopelessness and
fear of the procedure.

“..the most resistance is coming from either very
old or very young women. Especially those who are
below 30 refuse to have mastectomy. There is such
a kind of resistance from them. It is psychologically
difficult to accept mastectomy for the younger ones.
It would have been good if we have breast conserving
surgery for them” (FGD_HP_Surgeon_Hossana,).

Reasons for refusal—afraid of the surgical procedure

In this study, several factors were identified for not hav-
ing a mastectomy and a major one was fear of the sur-
gical procedure. Many patients mentioned that they are
afraid of the surgery, assuming that the anaesthesia or
the surgery itself may kill them. This reason was mainly
reflected from elderly people, and health professionals
also reported trying to convince such patients through
counselling.

‘I was simply afraid of it and never thought that
I will be healthy after having a surgery” (FGD_
Refused BCa_Butajira).

“But for few of the patients the reason is due to fear
of the surgery. They think they may die from the sur-
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gery. For those who are afraid of surgery, it is pos-
sible to advise them for a short period of time and
convince them.” (FGD_HP_Nurse_Woliso).

Knowing someone who died after mastectomy

In addition to fear of the procedure, some participants
also mentioned that they do not trust in the effectiveness
of the surgery and have encountered some patients who
died even after breast removal.

“I am afraid because I know a woman whose breast
was removed and died after one year with a lot of
pain. It has been so long since this happened, but I
always remember her. She always comes into my
mind whenever they advise me to be operated. I am
not afraid of surgery since I was operated before for
another problem. But since I saw that woman who
died after her breast was removed, I consider that
my fate will also be like her. I will die if I am oper-
ated. That’s why I am afraid of the surgery” (IDI_
Refused BCa_Hossana,).

Some of the participants mentioned that they prefer
to take oral medications and only treat the cancer with
medications rather than being operated. Surgery is con-
sidered the last option after exhausting other treatments.
They have also reflected that they are willing to take any
form of medication (tablets or injections) in lieu of the
operation.

“Whatever it takes, I can take that kind of drug. I do
not care whether it will be taken for a short or long
time. But if I get it, I will use it, but I do not want to
be operated.” (IDI_Refused BCa_Butajira).

Why the whole breast?

The surgeons in our FGDs reported that patients usu-
ally resist having a mastectomy because they request to
remove only the mass and it is difficult to convince them
why the whole breast should be removed. Especially
younger women and those with a painless small mass do
not agree to remove the whole breast.

“The challenge is not with totally refusing the sur-
gery. They choose among the types of surgery to be
done. They want you to remove only the diseased
part or the mass/lump which means breast conser-
vative therapy. So, after agreeing to have the sur-
gery, they consult you “Why don’t you only remove
the cancer/lump rather than removing the whole
breast?”” (FGD_HP_Suregon_Butajira).
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Due to religious beliefs and practices

This study revealed that there is a belief in the commu-
nity that cancer cannot be cured by medical treatment.
Due to this and hopelessness, cancer patients prefer to
visit religious places. Then, after spending several months
in those places, they will return to the health facilities at
such an advanced stage that they can not receive curative
service, only supportive care.

“For example, there was a woman here who refused
to have a mastectomy and she went to a religious
place. She thought that she would be cured by reli-
gious things/faith. Therefore, there is such a belief in
this area” (FGD_HP_Nurse_Butajira).

Almost all the cancer patients involved in this study
mentioned that they have visited religious places and
tried different religious rituals to get cured. Some of the
patients mentioned that they are simultaneously using
both the medical treatment and religious practices, while
others totally disagree with the medical plan and only
took religious treatments such as prayers, holy water,
emnet (some powder to be applied on their body), and
duwa (prayer in Islam religion). Especially among those
breast cancer patients who refused to have a mastectomy,
agreeing to remove their breast demonstrates a lack of
faith in God or the angels. Going to the health facility and
removing their breast means not trusting God and going
above His supernatural power. For instance, one of the
women who refused to have a mastectomy said:

“I prefer to die now rather than losing my breast. I
have the word of God and I promised to God that "
You are the one who created all my body parts, and
you will give me back my body as it used to be. I will
not be operated unless it is difficult for you [refer-
ring God]” I have a strong faith in God. So, I believe
that there is nothing above the power of Him. I have
told them [referring to the health professionals] this
from the beginning and they were telling me to think
about it. But I told them as I have already decided a
long time ago and there is nothing that I am going to
think about anymore.” (IDI_Refused BCa_Butajira).

A very old breast cancer patient who refused to have a
mastectomy even described it as a sin to agree to have the
surgery at this age.

“For what reason? No way, I do not want to have
surgery on any part of my body. hoooo, I will never
be operated as long as St George is alive, St, Mary
and St. Michael are alive. I already decided on this.
I swear to myself. My sisters also advised me to be
operated but I gave my witness to God. I am going
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to be a Monk so I can not be operated. In the name
of the father, the son and holy spirit (saying it with
sign). Oooo, ere ete I do not want to be operated.....
It is a sin. I do not know whether I will die now or
tomorrow. May you forgive me St. Gabriel. I will
never be operated!” (IDI_Refused BCa_Butajira,).

Our results also identified pressure from religious lead-
ers and community members to stick to religious prac-
tices rather than medical care. Moreover, it is highlighted
that while there are many religious places nearby, cancer
patients tend to travel very far to get healed, and spend a
lot of money and time visiting different monasteries.

“One of the major challenges these days is, there
are several religious practices, especially prayer is
very common around here. There are a lot of prayer
houses everywhere. They [religious leaders] even
order them [the patients] to stop their medication
and follow only the religious activity. Umm... the
other woman also said, " I am not going to have the
surgery. The servant of God told me that God will
remove this disease from me, and I should not allow
a knife to be put on my body” Therefore, she refused
to have the surgery” (FGD_HP_Nurse_Hossana).

Due to traditional medicine

One of the identified reasons women refuse to have sur-
gery was a strong belief in the community; that tradi-
tional medicine is more effective than medical care or
surgery. Most people in the community believe that can-
cer can be cured by different herbals and the patient can
survive without losing their breast or other body parts.

“The community perceives that cancer cannot be
cured by medical treatment. Yaw... they say, it can
only be cured by traditional medicine” (FGD_BCa_
Assela).

With few exceptions, most patients we interviewed tried
different traditional medicines suggested by community
members. Even those who already started medical care
mentioned that many people were advising them to take
traditional medicine rather than strictly following medi-
cal care.

“Traditional medicine is available anywhere. At
the beginning, people were advising me to use tradi-
tional medicine and not to go to the health facility. A
lot of people were advising me this in my village, but
I came to the hospital without accepting their idea.
(FGD_BCa_Hossana,).
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Because they want to have a baby

The other interesting finding of this study is that women
will refuse to have a mastectomy if they want to have a
baby and breastfeed their child. This problem is more
prominently reflected among young women who are not
married and want to have a baby. Health professionals
reported that they face challenges in convincing this par-
ticular age group to have surgery, and the greatest chal-
lenge is the financial constraint of formula milk for their
baby.

“About the mastectomy, especially for the young
women, it is very difficult to accept the surgery since
it has its own effect on having a baby. It is totally
challenging and has a lot of problems. That could
also be one of their reasons for refusal” (FGD_HP_
Nurse_Hossana).

“Actually, those women who are in the childbearing
age are afraid of having the surgery since they want
to breastfeed their kids. But still, we advise them to
have the surgery because they can use one breast for
breastfeeding. Once, I was in a dilemma since she
cannot afford to buy formula for her baby. So, it is
difficult to advise her not to breastfeed and only give
formula” (FGD_HP_Nurse_Woliso).

Additionally, a few participants mentioned that breasts
have a strong meaning for women and is a representation
of their femininity. One of the breast cancer patients said
about losing her breast, “So I always say to God, You cre-
ated me with full body parts and please do not make my
breast diseased before I give birth and before I breast feed
my children. You are the one who gave me my breast, it is
my feminine symbol” (IDI_Refused BCa_Butajira).

Similarly, another woman who refused to have a mas-
tectomy described her feelings on the relationship
between her breasts and the bond with her children.
“Wuyyyyyyyyyyy (shouted) Gebriel help me please!! How
can I remove my breast which nine of my children fed?
Never! It is better to remain sick and die with it rather
than losing my breast” (IDI_Refused BCa_Butajira)

Due to lack of awareness

In general, lack of awareness about breast cancer, partic-
ularly in relation to its clinical manifestation, treatment
modalities, and prognosis was one of the main reasons
why many women refuse to have a mastectomy. Espe-
cially at the early stage, where it mainly presents with a
small painless mass, many women consider it a simple ill-
ness that will subside by itself. Therefore, many women
prefer to keep the mass, as long as it is not painful and
does not hinder their routine life. For instance, a surgeon
from Hosanna hospital said:
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“Its presentation is usually small breast mass/ lump.
The scenario for prostate, gastric and colonic can-
cer is totally different in which most patients pres-
ent with obstruction. So, they are not in a position
to refuse the surgery since they need relief. But this
does not apply for breast cancer. A small painless
mass is a concern for us, but most patients do not
realize this at the beginning. To be honest, most of
these patients return back and beg us to do the sur-
gery after the swelling is burst and fungated” (FGD_
HP_Surgeon_Hossana,).

Sociocultural factors and misconceptions

Many respondents mentioned that they were advised by
community members not to have surgery. Even those
who already had a mastectomy stated that they were told
by their family members and neighbours not to have sur-
gery, and even went so far as to advise them not to visit
hospitals anymore but rather take traditional medicine or
go to religious places.

“As for me, I went back to my home fully convinced
to be operated on Monday. But all of my family
members and neighbours were not happy about it.
None of them were willing to have the surgery, none
of them. People around me were telling me not to
have the surgery. They said, “How can you live with-
out having a breast? How can a woman live without
having a breast? She can not live at all, she will die”
So, it’s better not to have the surgery and stay alive.
A looottt... of people were warning me as I will die if
my breast is removed. (FGD_BCa_Woliso)

The caregivers we interviewed also stated that they faced
such challenges from community members while they
were struggling to convince their relatives. For instance, a
son of a breast cancer patient who refused to have a mas-
tectomy said:

“She is really afraid of the operation. Because the
community advised her not to be operated and as
she may die if the surgery is done at this age. Since
she is very old, she accepts what people said” (IDI_
Son of Refused BCa pt_Butajira).

The other interesting findings of this study were com-
munity misperceptions about having a mastectomy. For
instance, some people assume that cutting their breast
might aggravate the illness and disseminate the cancer to
other parts of the body and cause death. Others consider
this surgical procedure as disability and prefer to die hav-
ing all their body parts.
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“So, God created me with full body parts, so I do not
want to miss any of my body parts while observing
with my naked eyes.” (IDI_Refused BCa_Butajira).

“They think that the disease may reoccur if the sur-
gery is done. People assume that, if this organ is
removed, there is a probability of refilling it. Because
of this, they say, ‘It is better if I die as I am complete
rather than having the surgery.” (IDI_HEW_Woliso).

Discussion

This study revealed that many breast cancer patients in
Ethiopia refuse to have a mastectomy, especially young
and very old women, and often return to the health facil-
ity much later, when surgery is impossible. This find-
ing is consistent with a study conducted in Rwanda that
reported that 15.7% of breast cancer patients either
refused the surgery or disappeared without receiving the
recommended operation [23]. Similarly, a prospective
multi-country study revealed that treatment refusal con-
tributed to not initiating the recommended treatment. A
high refusal rate (38%) was reported in two Nigerian hos-
pitals, while almost all (98.7%) women in Namibia had
initiated the treatment within one year of diagnosis [24].
Another study from Nigeria reported a high refusal rate,
with only 32% of breast cancer patients having had the
recommended operation [10]. Previous study conducted
in eight hospitals located in southwestern Ethiopia also
revealed that one in five cancer patients did not receive
the reccomended surgical treatment; half due to refusal
while the remaining did not return back to the health
facility on their appointments [16].

In contrast, removing the breast is not considered as
impactful in developed countries and the refusal rate
is minimal. A study from the USA reported that out of
531,700 breast cancer patients identified in the Surveil-
lance, Epidemiology, and End Results (SEER) database,
only 0.64% refused surgery [25]. Another study using the
same database from 2010 to 2015 found that 3.56% of a
total 13, 618 patients with stage IV breast cancer refused
the recommended primary tumour surgery [26], and of
the 5,860 male breast cancer patients identified, only
0.9% refused surgery [3]. This huge difference in refusal
rate between high- and low-income countries could be
explained by lack of knowledge about the disease, low
educational and economic status, and difficulty in access-
ing health services in LMICs [4]. On the other hand,
availability of immediate breast reconstruction, improve-
ment of postoperative aesthetic results, and reimburse-
ment plays an important role in whether patients have
therapeutic or prophylactic mastectomy in western coun-
tries [6, 7].
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Our results identified that young women who are not
married and do not have children often refuse mastec-
tomy. Similarly, a qualitative study in Nigeria revealed
that undergoing mastectomy at a young age may interfere
with quality of life and overall accomplishment. These
ideas may be responsible for fearing mastectomy, which
makes young women delay or refuse treatment [27]. In
previous studies, single or widowed marital status were
found to be associated with refusal of surgery [4, 25]. The
desire for future marriage, pregnancy, and breast feeding
their children influence the treatment decision of many
young women. In contrast, around one-third of patients
in Uganda who received surgical treatment was below the
age of 40 years and more than half of them were below
50 years [11]. This variation could be explained by the
fact that the study did not report the refusal rate and only
described the age of breast cancer patients who under-
went mastectomy within one year, and it is known that
most breast cancer patients in SSA are below the age of
40.

A high refusal rate for mastectomy among young
women has a great implication since most breast cancer
patients in Ethiopia and SSA are of childbearing age [8,
10, 16]. Basically, BCS is recommended as a local treat-
ment for young women with early-stage breast cancer
[28]. Given the absence of survival difference between
MRM and BCS, the patients in developed countries are
ultimately the ones who decide their preferred surgery,
barring any contraindication [7]. For this reason, many
patients who want to preserve their breast tissue decide
to have BCS since radiation treatment is widely available
in developed countries [29]. But the situation in LMICs
does not allow young women to choose among the two
surgical procedures and it is mainly the decision of the
surgeon. In Ethiopia, most surgeons are forced to avoid
BCS and instead perform mastectomy in most breast
cancer patients, regardless of the stage at diagnosis [30].
Scarcely available radiotherapy services, with more than
a year wait time, increases the risk of tumour recurrence
and threatens the life of patients who have BCS. For this
reason, MRM remains the standard surgery in Ethiopia
today [17, 19]. This challenge was clearly reflected in our
study, as many young breast cancer patients requested to
have only the lump excised—not the entire breast—and
this was one of their reasons for refusal and seeking alter-
natives. As evidence shows, the refusal group was associ-
ated with a poorer prognosis in overall survival compared
to the surgery group [3]. This indicates that availing BCS
should not be considered a luxury, but rather a manda-
tory alternative treatment option for young breast can-
cer patients in Ethiopia. Despite the administrative and
technical challenges causing delay in the expansion of
radiotherapy service in seven cancer centers in Ethiopia,
Jimma university hospital recently started the service and
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became the second cancer center next to Tikur Anbessa
Specialized Hospital [19]. However, having only two
radiotherapy machines for a population of 125 million is
still below the standard to consider BCS as an alternative
surgical procedure for breast cancer patients in Ethiopia.
Hence, efforts in expanding radiotherapy services all over
the country requires due attention.

Our results identified that not only young women
refused mastectomy, but older women also refused for
various reasons. One of our participants who resisted
having a mastectomy after repeated advice from health
professionals and family members was over 90 years old.
This finding is in line with a review of 22 studies done in
USA, Asia, and Europe, which reported that breast can-
cer patients older than 70 years were more likely to refuse
treatment, with the main factors including unmarried
status, non-white race, female gender, and having gov-
ernment or no insurance [4]. Another quantitative study
also identified that older age (=65 years) was one of fac-
tors for refusal of mastectomy among male breast cancer
patients [3]. In contrast, women undergoing mastectomy
in China were older and more likely to be married and
have at least one child [31].

Interestingly, all the refusal patients we interviewed
were willing to take alternative treatments, either in the
form of tablets or injections. Similarly, a case study of a
74-year-old woman in South Korea who refused mastec-
tomy reported that a modified treatment process, includ-
ing non-surgical primary therapies, minimised surgery,
and close follow-up was successful, without signs of
recurrence or metastasis after eight years from diagnosis
[32]. In such conditions, endocrine and radiation therapy
were chosen as treatment alternatives. A meta-analysis
demonstrated that primary endocrine therapy (pET),
even as monotherapy, has comparable response rates to
neoadjuvant chemotherapy in patients with oestrogen
receptor (ER) positive tumours, and with considerably
lower toxicity [33]. Consistently, a retrospective study in
South Africa revealed that pET can be a viable alterna-
tive for those patients over 70 years of age [34]. Not hav-
ing an alternative modified treatment in LMICs is one of
the missed opportunities to address those elderly patients
who want to optimise all medical treatments except the
surgery. Given considerably lower toxicity and relative
ease of administering oral therapies in comparison with
other systemic treatments, pET can be considered an
effective approach in LMICs [1], particularly in a coun-
try like Ethiopia where radiation treatment is limited and
more than 65% of breast cancer tumours are ER positive
[35].

Knowing someone who died after having a mastec-
tomy was one of the reasons identified in this study. This
is probably because the actual intent of the performed
surgical procedure was not properly communicated to
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patients and relatives, particularly for those procedures
done with the intention of palliation. The other possible
explanation could be, as with other surgical procedures,
the community may expect total cure following sur-
gery, even without receiving other systemic treatments.
According to the Cochrane review, it is not possible to
make definitive conclusions on the benefits and risks
of breast surgery associated with systemic treatment
for women diagnosed with metastatic breast cancer,
and it was recommended that the discussion and deci-
sion to perform breast surgery should be individualised
and shared between the physician and the patient [36].
Therefore, it is unknown whether surgeons were per-
forming operations without ruling out distant metastasis
since imaging and other diagnostic modalities are lim-
ited in peripheral sites of Ethiopia. The other reason for
high mortality after mastectomy could be due to lack of
systemic treatments; most likely these patients did not
receive either chemotherapy or endocrine treatment
after having the operation. Our study from rural Ethio-
pia showed that nearly all patients died within three years
after surgery without systemic treatment [37]. Therefore,
as is clearly shown in a Nigerian study [27] involving
breast cancer survivors, this could play an important role
in convincing newly diagnosed women to accept mastec-
tomy in addition to professional counselling.

One of the important issues that emerged in refusal
of mastectomy among breast cancer patients was seek-
ing alternative treatments such as traditional medicine
and religious practices. A previous study among breast
cancer patients in Addis Ababa also identified that utili-
sation of traditional medicine was a significant factor in
advanced stage presentation [38]. A similar finding was
reported by a multicentre study conducted in three sub-
Saharan countries wherein women who believed in tra-
ditional medicine and spiritual healings were eight times
more likely not to have received conventional breast can-
cer treatment, including surgery [24]. Not only in African
countries, but traditional medicine was also mentioned
as one of the factors for delay in presentation in Singa-
pore [39]. The easy accessibility of traditional and alter-
native medicine locally is a double-edged sword. Patients
often choose to subscribe to alternative medicine, believ-
ing in its curative effect, thus delaying presentation and
also initiation of treatment.

Patients perceive and experience illness, care, and death
according to their culture, values, beliefs, life experiences,
and meaning of life. Thus, it is argued that spiritual-
ity, culture, and the socioeconomic status may influence
patients’ healthcare decision-making [4]. In this study,
some breast cancer patients mentioned that people in the
community were advising and frightening them against
surgery, saying that they will not be considered a woman
after losing their breasts. This is because breasts are
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presumed to be an attribute of femininity, maternity, and
sexuality [30]. A qualitative study in Nigeria explored the
perception that breast removal results in loss of feminin-
ity and womanhood, and that a woman without breasts
is considered a man [27]. These community perceptions
uniquely expressed in Africa can be partly explained by
low disease awareness, women’s lack of economic depen-
dence and decision making power, and strong attach-
ments to motherhood and breastfeeding.

Our study reflected that breasts have special mean-
ing, especially for elderly women in relation to mother-
hood and expression of attachment with their children.
Therefore, they refused to have a mastectomy because of
fear of losing this bond and considered it abandonment
of their children. Similarly, a qualitative study in Sweden
reported that breasts mean femininity, beauty, attraction,
and motherhood [40]. After mastectomy, it was difficult
for some women to accept the situation, as they felt they
lost their femininity and considered themselves disabled
or incomplete. Some studies showed that a mastectomy
negatively affected a woman’s body image, as well as the
relationship with their husband [27, 30, 41].

Strengths and limitations

One of the strengths of this study is the inclusion of
breast cancer patients who refused to have a mastec-
tomy, which enabled us to understand their actual rea-
sons for refusal. Use of both IDI and FGD data collection
techniques enhanced the triangulation of our findings.
Moreover, inclusion of health professionals ranging from
community health workers to specialists supported us
in capturing the whole situation and realising the dif-
ferent perspectives from both patients and health pro-
fessionals. The findings of this study are limited to the
geographic area covered, but we see that there are many
themes also found in other literature. All interviews were
conducted in the official local Amharic language, so pos-
sible nuances present in other local languages were not
captured. Due to the rareness of the case, we could not
include male breast cancer patients in our study and the
health professionals reported as they didn not observe
major challenges or resistent from male patients.

Clinical significance
First, to meet more patients’ needs, especially young
women with early-stage breast cancer, BCS should be
made more available. Expansion of radiotherapy services
is already ongoing, with a second site providing this ser-
vice. Clear guidelines for BCS are needed to justify the
additional radiation time to ensure BCS for those patients
who have curative options and would otherwise abandon
therapy altogether.

Second, in case of elderly patients who are not suit-
able for surgery, effective non-surgical primary therapies
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such as a combination of endocrine and radiation therapy
should be considered.

Third, concepts and information must be tailored to
the patient’s understanding. Fear about surgery, not
understanding the reasons for mastectomy, and lack of
awareness about disease severity are important points
of agreement for undergoing such complex treatment
modalities. Addressing individual patient psychoso-
cial needs and preferences is also a key element for the
retaining them in the health system.

Fourth, a high proportion of patients in LMICs are
below the age of 40 and still of childbearing age. Concep-
tion following anticancer therapies is a key component to
be considered. Therefore, health professionals should be
conscious of this and try to build trust with these patients
to facilitate open discussion about their personal life,
future plans, and family size. Training on onco-fertility
counselling might be useful.

Fifth, awareness creation programs are crucial in both
religious places and through collaborative efforts with
traditional healers, religious leaders, and influential peo-
ple. Involving breast cancer survivors could also play an
important role in persuading newly diagnosed breast
cancer patients. Bringing these to the forefront and
establishing patient support groups may have substan-
tial impact. Guidelines on how to manage young breast
cancer patients in Ethiopia may assist surgeons in deci-
sion-making, to include accessible adjuvant treatment.
It is also recommended for future researchers to explore
the lived experience of breast cancer patients after hav-
ing mastectomy and involve male breast cancer patients
in order to see the other dimension of the challenge from
their own perspective.

Conclusion

Many breast cancer patients in Ethiopia, especially young
and elderly women, refuse to have a mastectomy. In this
study, six main reasons for refusal of mastectomy were
identified. These include fear of the surgical procedure
itself, arguing for excision of just the mass and not the
whole breast, and searching for alternative treatments
such as religious rituals and traditional treatments. Par-
ticularly for young women, they often refuse in relation
to having a baby and breastfeeding. Low awareness about
the disease, especially its severity and prognosis, also
emerged as a primary reason for mastectomy refusal.
Moreover, sociocultural factors in the community, espe-
cially that of considering breasts a symbol of femininity
and motherhood, influence women not to have the sur-
gery. Poor survivorship stories after mastectomy also
contributed to high refusal rate in the country.

Abbreviations
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A Qualitative Study on Psychosocial
Challenges of Patients With Cancer in
Ethiopia Using the Social-Ecological Model
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Abstract

Cancer diagnosis and treatment can be physically arduous, disrupting patients’ social and work lives. Understanding the
extent of these problems is key to addressing patients’ needs, but specific psychosocial challenges have not yet been well
studied in resource-limited settings. A qualitative study was conducted in the capital and two regions of Ethiopia with the
aim of exploring psychosocial challenges among cancer patients. A total of 14 in-depth interviews (IDls) and 16 focus
group discussions (FGDs) were done with cancer patients, health professionals, community representatives, and re-
ligious leaders. Four separate interview guides were used to facilitate the interviews and discussions. All transcribed
documents, field notes, and reflexive memos were entered into NVivo |2 software, and deductive thematic analysis using
the social-ecological model was applied to summarize the main findings. At an individual level, emotional distress, suicidal
risk, denial, and refusal of treatment were identified immediately after diagnosis while hopelessness, feeling depressed,
and fear of death were commonly reported psychosocial challenges during the course of treatment. Involvement of
family members in major treatment decisions was recognized at an interpersonal level. Our result also revealed that
cancer patients had strong social support from family members and close friends. In the community, traditional medicine
and religious rituals were considered an alternative treatment for cancer. The findings indicate that counselling and
psychoeducation are crucial for cancer patients, family members, and close friends. Awareness creation programmes
should be delivered through collaboration with religious leaders and traditional healers.
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particular, the type of cancers that require surgical re-
moval of body parts may lead to disruptions in self-

Introduction

A cancer diagnosis may threaten one’s physical, emo-
tional, and social existence (Emory Winship Cancer
Institute, 2019; Gorman, 2003). Psychosocial chal-
lenges are the dynamic interactions among the physical,
emotional, social, and cultural factors that come into play
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during the cancer trajectory (Merighi, 2016). The physical
changes that arise from cancer or its treatment are the most
common causes of psychological disorders among cancer
patients. For instance, common chemotherapy side ef-
fects, such as hair loss, fatigue, and weight changes, have
a huge psychological impact on cancer patients
(Nikbakhsh et al., 2014; Rosa & Ferrell, 2023; Zainal
et al., 2013). The need to adapt to hair loss, cognitive
issues, and fluctuations in weight may have unexpected
consequences on body image and self-perception (Emory
Winship Cancer Institute, 2019; Fingeret et al., 2014). In

Luther-University, Halle, Germany

3Department of Oncology, School of Medicine, College of Health
Sciences, Addis Ababa University, Addis Ababa, Ethiopia
*Department of Psychiatry, School of Medicine, College of Health
Sciences, Addis Ababa University, Addis Ababa, Ethiopia

®Department of Gynecology, Martin-Luther-University, Halle, Germany
®School of Social Work, University of Michigan, Ann Arbor, MI, USA

Corresponding Author:

Abigiya Wondimagegnehu, Department of Preventive Medicine, Addis
Ababa University, College of Health Sciences, Sefere Selam Campus, Off
# 501, PoBox 26421 Code 1000, Addis Ababa, Ethiopia.

Email: abigiya.wondimageg@aau.edu.et


https://us.sagepub.com/en-us/journals-permissions
https://doi.org/10.1177/10497323231219409
https://journals.sagepub.com/home/qhr
https://orcid.org/0000-0002-1491-0959
mailto:abigiya.wondimageg@aau.edu.et

Qualitative Health Research 0(0)

perception, appearance, physical ability, social relation-
ships, and cognition (Brierley et al., 2019; Fingeret et al.,
2014; Hubbeling et al., 2018).

In addition to its physical implications, some cancer
treatments affect cognitive functioning: thinking, mem-
ory, word retrieval, problem-solving, executive function,
and multitasking (Merighi, 2016). For this reason, many
people living with cancer lose their independence and
autonomy, as cognitive functioning may decrease over
time and cancer affects every aspect of daily life.
Therefore, they are forced to rely on family, friends, and
health care professionals to perform everyday tasks (Head
& lannarino, 2019; Merighi, 2016; Wang et al., 2015).

Moreover, symptoms of depression, anxiety, and
hopelessness are frequent among patients with cancer
(Doherty et al., 2019). More than one-third of cancer
patients are emotionally distressed and about one in five
cancer patients express the need for psychosocial support
(Bergerot et al., 2016). Anxiety is one of the leading
psychological challenges associated with cancer, and all
cancer patients undergo a level of anxiety at some point in
their disease trajectory. This level of concern increases as
patients identify how severe their condition is with the
stage of presentation and how the treatment progresses
(Saleh Baqutayan, 2012). Depression is another common
disabling disorder that affects approximately 15%—25% of
cancer  patients  (Nikbakhsh et al., 2014,
Wondimagegnehu et al., 2019; Zainal et al., 2013).

The overall burden, severity, and type of psychological
disorders vary hugely depending on the stage of cancer,
type of treatment received, duration and cost of treatment,
and availability of psychosocial support (Doherty et al.,
2019; Emory Winship Cancer Institute, 2019; Merighi,
2016). The cancer site also plays a major role in the
distinct challenges confronted by cancer patients, re-
flected by isolation, stigmatization, and loss of autonomy
(Gorman, 2003; Merighi, 2016; Zebrack et al., 2007).
Some studies identified that breast and cervical cancer
patients have a higher prevalence and a severe form of
these disorders. For instance, symptomatic anxiety and
depression among breast cancer patients were reported as
high as 32% and 28%, respectively, while among patients
with other types of cancer (such as esophageal, colorectal,
and thyroid), it was ranging between 3% and 15% for both
disorders (Alemaychu et al., 2018; Nikbakhsh et al.,
2014).

Not only clinical factors but also external environ-
mental factors such as geographic setting, sociocultural
context, and socio-economic status of the patients play a
major role in the variation across the continents (Doherty
et al., 2019; Grassi & Watson, 2012). Particularly in low-
and middle-income countries (LMICs), the majority of
cancer patients are diagnosed at an advanced stage of the
disease, which contributes to the high mortality rate and

poor prognosis of the disease (Martie et al., 2018; World
Health Organization [WHO], 2018). According to a
systematic review in sub-Saharan Africa, the percentage
of patients diagnosed at Stage IV cancer ranges from 4%
to 70% (Jedy-Agba et al., 2016). This may have direct
implications for the type and severity of psychosocial
challenges faced by cancer patients in those settings.
However, the number of studies conducted in LMICs is
very minimal, and the available evidence suggests that
there is a difference in the psychosocial challenges and
needs among cancer patients in Western countries and
LMICs (Herce et al., 2014; Hubbeling et al., 2018;
Travado et al., 2017). This variation might be due to
differences in medical decision-making, pressure for
collusion, extreme poverty, and cultural expectations
about emotional and spiritual responses to severe illness
(Ahmadi et al., 2019; Cain et al., 2018). In addition,
differences in levels of education, occupation, values, and
religious beliefs among low-income populations have
been observed to influence patients’ greatest fears and
concerns at the end of life (Elsner et al., 2012).

Understanding the cultural, social, and emotional ex-
periences in LMICs is critical for improving the psy-
chosocial and spiritual aspects of palliative care; however,
specific psychosocial challenges have not been well
studied in these settings, particularly in Ethiopia. Previous
studies of cancer in Ethiopia were more quantitative,
focusing on stage of diagnosis and survival (Abebe &
Abebe, 2017; Eber-Schulz et al., 2018; Gizaw et al.,
2017), awareness of cancer (Aweke et al., 2017; Chaka
et al., 2018), health-seeking behaviour (Habtu et al.,
2018), and screening service uptake (Geremew et al.,
2018). However, the psychosocial challenges experi-
enced by cancer patients were not well explored in a
qualitative study looking at the social, cultural, and re-
ligious structure of the community. Therefore, the aim of
this study is to explore the psychosocial challenges among
cancer patients in Ethiopia, an LMIC with very limited
structures and resources to support the identification of
and clinical response to cancer patients’ psychosocial
needs. The social-ecological model was used to explore
the multiple levels of psychosocial challenges. This model
is a theory-based framework emphasizing the interactive
effects of personal and environmental factors at indi-
vidual, interpersonal, organizational, community, and
public  policy level (Bronfenbrenner, 1977,
Bronfenbrenner & Ceci, 1994). Hence, realizing the
magnitude and depth of unique psychosocial challenges
from different sociocultural perspectives may have par-
amount importance. We believe that the current study will
generate evidence on how to address these specific needs
of cancer patients and can be used as an input for de-
signing context-based, effective, and applicable sup-
portive care in resource-limited settings.
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Methods
Study Design and Place

We conducted a qualitative study in four rural and two
urban hospitals located in Addis Ababa, Oromia, and the
Southern Nations, Nationalities, and Peoples’ Region
(SNNPR) of Ethiopia. These four rural hospitals (St.
Lukas Catholic Hospital, Negist Elleni Mohammed Re-
ferral Hospital, Butajira General Hospital, and Assela
University Teaching and Referral Hospital) and two urban
hospitals (Bete Zata Hospital and Tikur Anbessa Spe-
cialized Hospitals) were purposively selected.

Study Participants and Sample Size

Focus group discussions (FGDs) were conducted with
cancer patients, health professionals, community repre-
sentatives, and religious leaders in each study site, to-
talling 16 FGDs. On average, five to nine participants
were included in each FGD, amounting to 121 partici-
pants: 31 from Butajira, 28 from Hossana, 27 from
Weliso, 26 from Assela, and 9 from Addis Ababa city.
Cancer patients above 18 years of age and on follow-up
during the data collection period were included in the
FGDs. In addition, 14 in-depth interviews (IDIs) were
conducted with six cancer patients, five health profes-
sionals, and three patient relatives. Purposive sampling
and theoretical saturation techniques were used and a
maximum variation of participants was achieved by re-
cruiting patients with different types of cancer and health
professionals from various specialties. An attempt was
also made to achieve diverse perspectives by recruiting
participants from different religious denominations
(Pariona, 2017) and by considering the community role,
place of residence, age, and gender of the participants.

Data Collection and Tools

Four separate interview guides (for IDI/FGDs conducted
with cancer patients, health professionals, community
representatives, and religious leaders) were prepared
based on the study objective. We purposively used both
IDI and FGD data collection techniques in order to
complement and triangulate our findings. The FGDs
enabled us to explore the overall psychosocial challenges
observed/recognized at community and organizational
levels while the IDIs were very crucial to understand the
situation from patients’ perspective through freely dis-
cussing any psychosocial challenges including sensitive
issues.

Questions about any form of psychosocial challenge
that cancer patients face throughout the disease trajectory
were included. We asked whether the diagnosis or the
medical treatment affected their social, financial, spiritual,

and family life. Questions about personal feelings,
challenges in relation to their interaction with community
members, and the presence of stigma or discrimination
were included in the interview guide. We also asked about
the presence and utilization of alternative treatment op-
tions, such as traditional healers and religious places in
their village. In addition, religious leaders were asked if
cancer patients often visit their institution, how long they
stay, what specific needs they have, and what kind of care
or support do they offer to cancer patients. A principal
investigator and research assistant conducted all the FGDs
and IDIs. On average, IDIs were held for 21-47 min and
FGDs took 65-102 min. The FGDs and IDIs with health
professionals, cancer patients, and relatives were held in
their respective hospitals while FGDs with community
representatives and religious leaders were done in the
compound of kebele offices (the smallest administrative
unit in Ethiopia). After conducting the preliminary
analysis and summarizing the main findings, the research
team decided to wuse the social-ecological model
(Bronfenbrenner, 1977; Bronfenbrenner & Ceci, 1994) to
deductively explore the psychosocial challenges at indi-
vidual, interpersonal, and community/organizational
levels. This model is a theory-based framework for un-
derstanding the multifaceted and interactive effects of
individual, interpersonal, and community/organizational
factors that determine behaviours and for identifying
behavioural and organizational leverage points and
intermediaries for health promotion within organizations
(Akinyemiju et al., 2022; Bronfenbrenner & Ceci, 1994).
Daily debriefings were held on emerging thematic areas
and the data collection continued until we reached the
theoretical saturation level particularly through compar-
ing and contrasting emerging ideas from each participant
categories in the different study sites. All the interviews
were audio-recorded, and notes were taken during the
interviews and discussions. Subsequently, all recorded
interviews were transcribed and translated verbatim after
repeatedly listening to the recorded audios.

Data Analysis Procedures

Data analysis started in the field while conducting the first
nine IDIs in Addis Ababa. Based on the daily debriefing
held among the research team, it was possible to identify
emerging thematic areas that require further exploration.
All transcribed documents, field notes, and reflexive
memos were entered into NVivo 12 software. A principal
investigator and research assistant coded each document
line by line, and deductive thematic analysis (Bingham &
Witkowsky, 2022; Caulfield, 2019) was used to categorize
and explain the emerging thematic areas under each level
in the social-ecological framework. At the beginning,
sentences of importance were highlighted and divided into
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meaning units. Then, the meaning units were condensed
and labelled with short codes; all codes were compared to
identify similarities and differences. Connections between
codes were searched and categories were developed based
on the codes’ manifest content. As we recruited partici-
pants from various categories, they may look at the sit-
uation from different perspectives, depending on their
age, type of cancer, profession, role in the community, and
so on; therefore, we attempted to check similarities and
differences in the emerging categories across these sub-
groups. Finally, emerging categories and concepts iden-
tified at individual, interpersonal, organizational, and
community levels in the social-ecological model were
constantly compared, tested, and revised to be fitted in
their respective themes and sub-themes. At the individual
level, we identified various psychosocial challenges ex-
perienced by cancer patients and expressed at different
phases of the disease trajectory. Therefore, we further
subcategorized into two sub-themes, whereas we merged
the identified sub-themes under organizational and
community levels into one theme. The findings were
discussed, re-categorized, and modified to ensure reli-
ability and better explanation. Disagreements were dis-
cussed until consensus was reached.

Ethics

Ethical clearance of this study was obtained, and written
informed consent was taken from all participants. Con-
fidentiality of the data was maintained.

Results

A total of 28 cancer patients, 3 patient relatives, 31 health
professionals, 32 community representatives, and 27 reli-
gious leaders participated in this study (Table 1). Informed by
the social-ecological model, the main findings were cate-
gorized into three levels: (i) individual level, (ii) interpersonal
level, and (iii) community and organizational level (Figure 1).
The themes and sub-themes presented under each level of the
model were identified to be similar across the different
subgroups included in this study.

Theme |: Psychosocial Challenges at
Individual Level

This theme describes the psychosocial problems that each
cancer patient feels about themselves, influenced by the
knowledge, attitude, perception, and sociodemographic
characteristics of the patient. We further subcategorized
these problems into two sub-themes: (a) challenges im-
mediately after diagnosis and (b) challenges during the
course of treatment.

Sub-Theme I: Immediately After Diagnosis
(a) Emotional distress:

Our participants mentioned that many cancer patients
became very emotional when they were first informed as
having cancer. This is related to their perception of the
disease in a way that many patients directly associate
cancer with death. Furthermore, many cancer patients,
especially breast cancer patients, did not expect to have a
serious illness because most of the time they presented
with a small, painless lump. They reported being shocked
by the news, as illustrated by the following quote:

The name by itself is very scary ... [ was shocked, cried ... I
felt so bad ummm ... different feelings at the same time. (IDI-
PO1: age 36 years, BC patient, AA)

(b) Suicidal risk:

Some of the patients who had received a diagnosis of
breast cancer reported attempting suicide after receiving
the news of their diagnosis, as demonstrated by the fol-
lowing quotes:

It really damages your mind when you are told as having
breast cancer for the first time ... my brother was with me and
I just ran away from him and tried to commit suicide. I
wanted to be hit by a car. (IDI-P04: age 35, BC patient, AA)

... we were forced to hide sharp materials from her since she
wanted to kill herself. We were even considering it as evil
spirit. (FGD-CR06: community representative, Hossana)

(c) Denial:

Denial was one of the major problems observed among
cancer patients at the time of diagnosis. Both health
professionals and the patients reported that it is very
difficult for the majority of cancer patients to accept the
diagnosis immediately. For this reason, those patients who
were diagnosed in a government hospital went to private
clinics and those who were diagnosed in rural areas
usually travelled to Addis Ababa or a nearby city in order
to repeat the tests and confirm the diagnosis.

Since I didn’t believe the result, I requested the doctor to give
me another prescription to repeat the test. Then, the result was
the same. (IDI-P04: age 35, BC patient, AA)

Denial was a very common problem not only at the
time of diagnosis but even during the course of treatment.
The health professionals mentioned that some patients,
especially those with advanced cancer, still remained in a
fluctuating state of denial even after they were convinced
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Table I. Characteristics of Participants Involved in the IDIs and FGDs in Five Towns in Ethiopia, 2019.

No. of
IDls/ No. of Age range
Data collection method FGDs participants Gender (years) Type of cancer or role of participant
FGD with cancer patients 4 22 All females 20-70 I8 breast cancers, | gastric cancer, 3 cervical
(Code P) cancers
FGD with health 4 26 12 males, 14 28-60 4 surgeons, | pathologist, 2 gynaecologists, |
professionals (Code females oncology resident, 2 general practitioners, 3
HP) psychiatry nurses, 8 surgical ward nurses, 5
midwives (cervical cancer screening)
FGD with religious leaders 4 27 25 males, 2 37-68 9 priests (Orthodox), 9 sheiks (Muslim), 7 pastors
(Code RL) females (Protestant), 2 Catholic leaders
FGD with community 4 32 |13 females, 38-74 8 HDA:s, 7 kebele leaders, 6 eder leaders, 7 women
representatives (Code 19 males representatives, 4 community leaders
CR)
IDI with health 5 5 3 females, 2 27-60 2 oncologists, 2 nurses, | health officer
professionals (Code males
HP)
IDI with cancer patients 6 6 All females 30-51 5 breast cancers,
(Code P) | endometrial cancer
IDI with patient relatives 3 3 2 males, | 3145 Husband, son, and daughter
(Code R) female

FGD, focus group discussion; HDA, Health Development Army (lowest-level health workers in the village); IDI, in-depth interview.

Community/ arganizational level

Religious institutions
prayer/dua’, holy water
Psychological relief

e
i
from cemmuniy Traditional healers ™

Financial support

Fear of gossip/ rumour
Misperceptions {traditionl
i cancer)

Refusal of treatmert

Figure 1. The social-ecological model of psychosocial
problems among cancer patients in Ethiopia.

and started the treatment. Health professionals reported
their observation in the following quote:

They are in denial and do not want to hear any negative
outcome or progress. Some patients want to go to private
facility because they want to listen something promising.
(IDI-HP04: nurse, government, AA)

(d) Refusal of treatment:

Surgeons who were interviewed reported that many
cancer patients refused surgical treatments specifically for
total removal of the breast (mastectomy) because it is the
most common surgical procedure offered for breast cancer
patients in Ethiopia.

. when they hear the word cancer, the first thing which
comes into their mind is death. So they immediately want to
go home refusing surgery. (FGD-HP04: surgeon, Hossana)

Sub-Theme II: During the Course of Treatment
(a) Emotional disturbance:

At the time of diagnosis, cancer patients also reported that
the treatment and its side effects brought emotional insta-
bilities that might have serious psychological implications in
their life, as illustrated by the following quote:

Umm ... it’s hard ... you feel so tired, you don’t have hair, and
your emotion is fluctuating. Even sometimes, you become
irritable to those people who are taking care of you. Crying ...
(IDI-PO1: age 36, BC patient, AA)

(b) Hopelessness, feeling depressed, and fear of
death:
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In this study, the other most commonly mentioned
psychological problem among cancer patients was feeling
sad/depressed. As the health professionals reported, many
cancer patients feel depressed from the date of diagnosis
and while receiving treatment. These patients perceive
that the disease will not be cured and assume they will die
immediately. The hopelessness observed is demonstrated
in the following quote:

Cancer Kkills the hope of living both the patient and their
family. Even HIV patients do not lose hope as cancer patients
do. Because they know that they can survive long taking the
ART drugs. (FGD-CRO2:
Hossana)

community representative,

(c) Non-adherence to treatment:

Our participants reported that many cancer patients
discontinue treatment because of financial constraints
(transport cost, medication, accommodation, etc.). Most
cancer patients in peripheral sites needed to travel to
Addis Ababa or nearby cities in order to obtain treatment.
Another reason was that some patients assumed that the
disease was cured after having surgery and the wound was
healed without receiving systemic treatment. On the other
hand, there were patients who expected a fast recovery
after taking the medication, and when they did not observe
any improvement in their health, they became discour-
aged and searched for alternatives such as traditional
medicines. Giving late appointments and a lack of ade-
quate information were other reasons for discontinuation
of treatment among cancer patients. The following quote
illustrates this:

Usually, patients go to the health center then, they will be
referred to hospital and again to Addis Ababa. In between, the
patients spend a lot of money without getting any treatment
and they suffer a lot. (FGD-CRO08: HDA, Hossana)

Theme 2: Psychosocial Challenges at
Interpersonal Level

In this study, we observed the relationship between
cancer patients and their family members and close
friends in two directions: from family members and
close friends to the cancer patient (both positive and
negative sides); and how the disease affected family
members and also the work and social life of the cancer
patient.

Sub-Theme I: Social Support From Family Members and Close
Friends to Cancer Patients. Despite several psychosocial
challenges identified in this study, we identified that

almost all the cancer patients received strong social
support from family members and close friends, starting
from diagnosis until the end of treatment, as illustrated by
the following quotes:

My families are very supportive. They sacrificed and invested
a lot for my treatment. (FGD-P02: age 33, BC patient,
Woliso)

My children, my husband and all my neighbors encourage
and support me. (FGD-P02: age 50, BC patient, Hossana)

It is revealed that there is a strong social support in the
community even after the patients died. Health profes-
sionals we interviewed stated that cancer patients often
receive support from family members and the general
community.

Diseases like cancer, HIV, cardiac and kidney illnesses are
chronic debilitating diseases which we have to start the
supportive care immediately after diagnosis. The level of care
continues even after the patient dies, which includes sup-
porting the family after their loss. This is called Bereavement
stage. The good thing in our country, our community has a
very good social structure. In Ethiopia, people support each
other for 3 or more days after death. People still go there for
support even after 7 or 8 days especially relatives from far
stay with them. Regarding cancer, patients usually feel better
emotionally when being exposed to religious urge. (IDI-
HPO1: oncologist, AA)

In addition, the importance of psychosocial support
was acknowledged by most of our participants and
suggested different mechanisms on how best to involve
different stakeholders and capitalize on the already ex-
isting social structure and health care system. For in-
stance, community representatives from Butajira stated as
follows:

Counseling and education about cancer should be given by
health care providers, while the edir (small supporting social
structure) and religious leaders will mobilize the people to
participate as the community strictly abide to edir rules and
will not be absent. It will also be good if religious leaders are
involved because they have great acceptance and respect by
the people. In collaboration with the kebele (small admin-
istration unit) and edir leaders and with that of health ex-
tension workers and health development armies. (FGD-
CRO3: community representative, Butajira)

I think psyhcosocial support should be part of the care. In-
tensive counseling plus bringing similar cases together and
talking about the disease is very useful. We need to arrange a
room for such kind of session to learn from each other, as it
will be better than given by the health care provider. So
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psychosocial service is important especially for cancer pa-
tients, it is very essential. (FGD-HPO7, health officer,
Butajira)

Sub-Theme II: Impact of the Disease on Family Members and
the Work/Social Life of Patients. All the participants, in-
cluding patients’ relatives, health professionals, and
community representatives, reported that the disease had a
negative impact on the family members and the work and
social life of the patients, as demonstrated by the fol-
lowing quotes:

.. she was a merchant and very active to do any kind of
work. But as you can see her now, she is very weak and
someone needs to take care of her at home. (IDI-R0O1: son,
Assela)

... all the family members will be negatively affected. Cancer
makes the whole family very poor and to be dependent on
others. (FGD-CR02: community representative, Hossana)

Theme 3: Psychosocial Challenges at the
Community/Organizational Level

This theme encompasses the existing external factors that
had a positive or negative influence on the psychosocial
health of cancer patients in the community. These factors
include community perceptions, norms/beliefs, and
cultural/religious practices; therefore, we categorized
them into three levels: (i) from the general community; (ii)
religious institutions; and (iii) traditional treatment.

Sub-Theme I: From the Community. Concerning stigma and
discrimination, we found contradictory findings reflecting
the presence of self-stigma due to negative pressures
coming from the community. Even though the community
members do not instantly stigmatize or discriminate
cancer patients, many patients preferred to isolate them-
selves from different social gatherings and did not want to
talk about their disease to anyone other than their family
members and close friends, as illustrated by the following
quote:

To tell you the truth, it’s very difficult to talk about this issue
in our community. Nobody knows that I have cancer except
my family and few friends. I don’t want to talk about it.
Because people’s reaction is psychologically touching. So, I
don’t want to be emotionally disturbed. The society is very
challenging and I need to live carefully. (FGD-P0S5: age 33,
BC patient, Waliso)

In this study, we tried to explore the reasons why
patients want to hide their diagnosis and isolate
themselves from the community. Among the several

reasons they mentioned, fear of rumour or gossip and
fear of being very emotional were the most commonly
mentioned reasons. In some cases, the attendants were
the ones who forced cancer patients to be isolated or
not to actively engage in social gatherings due to the
sickness itself and the weariness of such events. Our
participants reported that community members assume
that all cancer patients will die immediately and they
often show them pity when sharing their sadness. In
addition, some patients stated that they feel very
emotional when people talk about their disease and
whenever someone comes to their house to visit them.
The following quotes support these findings:

People usually talk behind your back and gossip each other
when they see you from far. I feel so bad whenever people act
like this. They always remind me my illness. (FGD: P02, age
27, BC patient, Waliso)

Our community assume that cancer patients will die im-
mediately. So, I don’t want people to show me pity face and
say “emtse.” I don’t want that; it reminds me as I will die
soon. (IDI-PO1: age 36, BC patient, AA)

In contrast, our results revealed that community
members believe that cancer will not be transmitted from
person to person despite their low awareness level about
the disease. Thus, stigma and discrimination towards
cancer patients did not emerge as one of the psychosocial
challenges in the community, and the health professionals
also commented that they never encountered this kind of
complaint from their patients.

We feel so sad for cancer patients and there is no stigma and
discrimination on these patients. We have never seen such
kind of thing until now. (FGD-CRO02: kebele leader, Butajira)

Here our community is integrated by a number of social
activities. The society provides support for patients, do not
discriminate or stigmatize them. However the patients usu-
ally hide their problem and they do not want to talk or have
contact with other person. (FGD-RL: priest, Butajira)

Sub-Theme II: Religious Institutions. In this study, we dis-
covered that there were different religious places that
provide spiritual support for cancer patients in the com-
munity. Many cancer patients practice their own religious
rituals, such as praying, dua (prayer in the Muslim
community), and drinking holy water.

I can say almost all cancer patients come to our monasteries
and historical religious places especially for holy water.
Umm ... there are patients who are totally cured and there are
also others who passed away in those places. This depends on
the strength of their faith. (FGD-RLOS: priest, Hossana)
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Among the several reasons why cancer patients
visited religious places, cost and extended duration of
medical treatment and pressure from community
members were identified. However, the main reason
was due to the strong perception in the community:
people believed that cancer is a dangerous disease that
requires God’s/Allah’s intervention in order to survive
after being diagnosed with the disease. Therefore,
many patients visited those places to be cured from the
disease and gain psychological relief.

Most of the time cancer patients come to our church for three
main reasons, first for prayer (to be healed), second for fi-
nancial support, and third to get psychological relief since
most of them are hopeless. (FGD-RL06: pastor, Butajira)

Our results also identified that many cancer pa-
tients refused or discontinued medical treatment and
stayed in religious places for an extended duration.
Afterwards, they returned back to the health facilities
with complications and at an advanced stage of the
disease in which there was no option to provide cu-
rative treatment other than giving supportive care.

Some people prefer to visit other places like religious places.
I personally met many patients who refused the treatment and
they returned back after the disease is metastasized. (IDI-
HPO02: oncologist, AA)

Sub-Theme IlI: Traditional Healers
(a) Community perception:

The community believes that traditional medicines
can heal any lumps/tumours. They assume that local
herbal treatments applied on a swelling can help to
burst the wound and dry it immediately. In addition, the
community perceives that cancer cannot be cured by
medical treatment. For these reasons, there are several
herbalists/traditional healers in the community that
provide herbal medicines for cancer and other chronic
illnesses.

The community believe that cancer cannot be cured by
medical treatment. So, people always advise us to take her to
a herbalist. (IDI-R02: husband, Assela)

(b) Practice:

Some patients reported that they took traditional
medicine either before coming to the health facility or
even after they started the medical treatment. Some of
these patients stated that they do not believe that tra-
ditional medicine can cure cancer, but they tried these
treatments because of a lack of other alternatives and

because of pressure from the community. On the other
hand, few patients believed that traditional medicine
could totally cure cancer and even shared their
experience.

Sister told me as I have to take the tablet for 5 yrs. But I took
some herbal medicine in between and I am fine now. (FGD-
P05: age 44, BC patient, Butajira)

Discussion

This study revealed that cancer patients face several
unique psychosocial challenges at different stages of the
disease trajectory. These challenges occur at individual
and interpersonal levels, as well as in the relationship with
communities and institutional systems of care. Immedi-
ately after diagnosis, many cancer patients expressed
shock, fear, and even attempted suicide when they were
informed that they had cancer.

A cancer diagnosis can create a threat to one’s general
sense of security and orderliness in life (Gorman, 2003).
Even for early-stage treatable cancers, many people retain
deep-seated fears that any cancer represents pain, suf-
fering, and death. The emotional disturbance is highly
associated with the awareness within the community,
which is why it is important to differentiate and under-
stand the prognosis of the different types of cancer. In our
study, the majority of participants were breast cancer
patients, with some diagnosed at an early stage of the
disease. However, all of them were extremely shocked at
the time of diagnosis. This might be because of lack of
adequate knowledge and the perceived severity of the
disease in the community (Chaka et al., 2018; Geremew
et al., 2018). The majority of people are not aware of
treatable cancers and assume that cancer cannot be cured
even if it is diagnosed at an early stage and treatment is
given to the patient: they directly link the word ‘cancer’
with death, which is why many patients suffer from severe
emotional distress when they hear the word ‘cancer’.
Similar findings were reported from a study conducted
among adolescent cancer patients in the United States
(Head & Iannarino, 2019). Another study also stated, “For
many, cancer is synonymous with death, and fear is a
rational and primal response” (Penson et al., 2005). This is
consistent with a previously conducted study on the
disclosure of cancer diagnosis in Ethiopia, which reported
that both health professionals and family members tried to
avoid the word ‘cancer’ and preferred to use other similar
words to talk about the illness with the patient (Abebe &
Abebe, 2017).

A similar type of perception towards cancer treatment
was also reported from other African countries, such as
Nigeria (Jedy-Agba et al., 2017), Cameroon (Kaninjing
et al., 2018), Botswana (Anakwenze et al., 2018), and



Wondimagegnehu et al.

Ghana (Gyedu et al., 2018). This unbalanced perception
might be attributed to high cancer mortality rates in Africa
(American Cancer Society [ACS], 2022; Bray et al.,
2018), including Ethiopia (Eber-Schulz et al., 2018;
Gizaw et al., 2017). In particular, a lack of good success
stories makes the situation more difficult to persuade the
community that cancer patients can be cured and live
longer. In addition, there is no patient support group
organized by survivors, and those patients who were
treated and cured from cancer usually do not go public to
increase public awareness (Wondimagegnehu et al.,
2023). In contrast, a large-scale study conducted among
advanced cancer patients in 11 countries across the world
reported that 55% of patients receiving palliative care
inaccurately perceive that their cancer is curable
(Yennurajalingam et al., 2018); this huge variation in
perception towards the curability of cancer might be due
to geographical differences (the majority of the data in the
above-mentioned study was from developed countries),
methodological differences, and the fact that it was
hospital-based with only advanced cancer patients,
compared to our study that included community repre-
sentatives and religious leaders.

Depression, hopelessness, and fear of death were the
other identified psychosocial challenges in this study.
Several systematic reviews and explanatory studies re-
ported that these symptoms are very common among
cancer patients, either at the time of diagnosis or during
the course of treatment (Doherty et al., 2019; Saleh
Baqutayan, et al., 2012; Wondimagegnehu, et al., 2019;
Zainal et al., 2013). However, the reported variation in the
percentage and severity of symptoms might be explained
by the difference in the site and stage of cancer, the type of
treatment received, the social structure, and the psycho-
social support received.

Although the magnitude of refusals for medical
treatment was not determined in this study, our results
suggested that several cancer patients refused surgical or
any kind of treatment immediately after diagnosis. This
finding is in line with a previous quantitative study stating
that one in five cancer patients refuse surgery or dis-
continue medical treatment in peripheral hospitals of
Ethiopia (Wondimagegnehu et al., 2022). Conversely, a
study in the United States reported that only .4% and .9%
of cancer patients refused surgical and radiation therapy,
respectively (Aizer et al., 2014). The main reasons for
refusal should be explored further, but possible expla-
nations might include lack of trust in the medical treat-
ment, bad experience of other patients, fear of
complications, and also false beliefs (the cause of cancer is
an evil spirit that should be treated with spiritual customs
only).

We also found that some cancer patients discontinued
medical treatment for several reasons. Financial constraint

was one of the major reasons explored in this study. Due to
the complex nature of the disease, cancer requires local
and systemic treatment for an extended duration of time,
and it is known that each type of treatment is expensive
and not affordable for many cancer patients. For this
reason, many developed countries use different mecha-
nisms to minimize the financial burden on patients:
subsidizing the medication cost, including it in health
insurance fees or linking patients with different supporting
organizations, and other means. However, in Ethiopia and
other LMICs, the absence of a health insurance system
(Travado et al., 2017) means that cancer patients have to
pay all the diagnostic and treatment costs from their own
pockets. According to a study in Cameroon, only 1% of
cancer patients used private insurance and 1% received
support from the government to pay for treatment (Price
etal., 2012). In addition, because of the limited number of
cancer centres in Ethiopia, the majority of cancer patients
and their caregivers need to travel to the capital city, which
exposes them to additional transport and accommodation
costs. Such extra costs exacerbate the financial stress on
the whole family and can even make treatment impos-
sible. The above-mentioned study found that 23% of
patients travelled more than 7 hours to reach a cancer
centre and that 40% of patients spent more than $200 on a
single round of chemotherapy (Price et al., 2012). Sim-
ilarly, a study in Ethiopia found that 74.4% of patients
experienced catastrophic health expenditure, with a mean
overall cost of $2366 per patient. Chemotherapy was one
of the main reasons for such high expenditure (Kasahun
et al,, 2020). Another study in Malawi reported that
around two-thirds of cancer patients frequently request
financial and food support, suggesting a high prevalence
of economic and psychosocial needs in such settings
(Herce et al., 2014).

This study also identified that cancer patients dis-
continue medical treatment because of pressure from the
community to visit traditional healers and religious places.
Traditional treatment is still considered to be one of the
effective treatment options for many chronic illnesses in
LMICs, especially in Africa. Several studies conducted in
different parts of the continent reported that many cancer
patients took traditional medicine or at least tried it once
(Anakwenze et al., 2018; Jedy et al., 2017; Kaninjing,
2018).

Even though spirituality is one of the components of
psychosocial support recommended for patients with
chronic illness, our study found that religious beliefs and
practices may negatively influence cancer patients either
to accept and start treatment immediately after diagnosis
or to discontinue medical treatment. Similar studies in
Nigeria and Ghana reported that there is a significant
association between religion and late-stage diagnosis
among breast cancer patients (Gyedu et al., 2018; Jedy
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etal., 2017). These studies revealed the impact of religion
on screening practice, early diagnosis, and adherence to
treatment in cancer care. Another qualitative study from
India described the link between cancer care and religion
from a different angle, looking at the impact of cancer on
religion. The participants reported that cancer affected
their faith and even changed their religion while few
became closer to God due to their illness (Elsner, 2012).
Similar findings were reported from Malaysia, with cancer
considered to be a lesson from God and suffering seen as
educational theodicy: getting closer to God (Ahmadi et al.,
2019). Our study also explored the link between faith and
the curability of cancer and found that the Ethiopian
community strongly believed that someone can be cured
from cancer if he/she has a strong faith in God/Allah and
properly practices the religious rituals. Previous studies
conducted in different parts of the country also came up
with similar findings concerning religious practices and
the utilization of traditional medicine among cancer pa-
tients (Chaka, 2018; Dereje et al., 2020; Gebremariam
et al., 2019). The misconception by patients, their family,
and community that cancer is not curable negatively af-
fected patients’ acceptance of treatment and, as a result,
caused the patients to look for alternative approaches.

Nevertheless, cancer patients in Ethiopia receive social
support from family, friends, and significant others; our
results also revealed that they are forced to hide them-
selves from social activities due to peoples’ reaction
around them. The community members are unintention-
ally disrupting patients’ emotional well-being assuming
that they are providing social care. Similarly, a qualitative
study done in Liberia narrated about the wholistic nature
of cancer patients and how the interaction of various
environmental, social, and interpersonal factors attribute
the psychosocial well-being of cancer patients (Lusaka
et al., 2023).

The findings of this study suggest the need to design,
integrate, and provide culturally acceptable psychosocial
services in the routine cancer care of Ethiopia. Challenges
identified at individual, interpersonal, and community
levels may offer guidance on how and where to intervene
and who to involve in the establishment and im-
plementation of a supportive care system in the continuum
of cancer care. Therefore, an educational session on how
to approach and provide emotional and other supportive
care should be given for family members/care givers and
the general community at large. According to a recent
scoping review, providing different types of supportive
services in less-resourced settings, even when health
systems are fragmented and fragile, can improve mental
health, physical health, and the quality of life of cancer
patients (Cabanes et al., 2022). Even though the impor-
tance of psychosocial services for cancer patients has been
well proven, previous study in Ethiopia showed there are

no structured psychosocial services for cancer patients
(Wondimagegnehu et al., 2023). The need for increased
community engagement, primary palliative care capacity
development, and the support of local and national
decision-makers is also emphasized to expand supportive
care through considering the various dimensions of pa-
tients (Lusaka et al., 2023). Similarly in Ethiopia, atten-
tion should be given for provision of comprehensive
palliative care as majority of cancer patients are diagnosed
at advanced stage of the disease and require various form
of psychosocial services that should be integrated in the
routine cancer care and existing social structure.

One of the strengths of this study is fulfilling the
principle of maximum variation, in that the data were
collected from cancer patients, patients’ relatives, health
professionals, community representatives, and religious
leaders, which enhanced the completeness and repre-
sentativeness of the data. The other strengths of the study
are the large sample size, the use of a mixed data col-
lection technique (both IDIs and FGDs), and the study
being conducted in both urban and rural areas.

One limitation of this study is that the majority of the
participants involved in this study were breast cancer
patients, which slightly skewed our participants to more
females than males. However, an attempt was made to
include other types of cancers, such as gastric, endome-
trial, and cervical cancer. Another limitation of the study is
that traditional healers were not included, even though we
initially planned to involve them; we approached two
herbalists in Butajira, but they were not willing to be
interviewed.

Conclusion and Recommendation

In this study, at an individual level, emotional distress,
denial, and suicidal attempts were the most common
challenges immediately after diagnosis, while depression,
hopelessness, and fear of death were identified as prob-
lems during the course of treatment. At an interpersonal
level, we found that cancer patients had strong social
support from family members and close friends. However,
the involvement of family members in major decisions
had a negative influence on adherence to treatment.
Due to this and several other reasons, many cancer
patients refused or discontinued treatment and visited
religious places or traditional healers, returning back to
the health facility at an advanced stage of the disease.
Even though there was no stigma or discrimination in the
community, this study also revealed that the majority of
cancer patients isolated themselves from social gatherings
because they did not want to talk about their disease.
Therefore, psychosocial services that include indi-
vidual counselling and psychoeducation should be pro-
vided for cancer patients in health facilities. Health
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professionals need to routinely screen cancer patients for
comorbid diseases such as depression and anxiety and
provide appropriate emotional support as needed. Im-
portantly, family and close friends need to be supported
and counselled about the treatment in order to avoid
contradictory advice being given to the patients. Health
education programmes should be organized to improve
patient and public awareness that cancer is a curable/
treatable disease, using a patient support group, such as
cancer survivors, to improve the emotional, psychosocial,
and clinical outcomes of cancer. Religious leaders and
traditional healers should be involved and work collab-
oratively with health professionals in the provision of
psychosocial services for cancer patients; they should also
be informed about the treatment concepts of common
cancers and the importance of timely management. In
order to gain a complete picture of the problem, we
recommend a larger study that includes traditional healers
and patients with different cancer types who may have
unique psychosocial problems depending on the anatomic
site of origin.
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The provision of psychosocial services has a substantial impact on cancer care by reducing emotional distress and improving both
the quality of life and survival of patients, but the availability and utilization of such services have not been well studied in
developing countries, particularly, Ethiopia. Therefore, we explored the types of psychosocial services available for breast cancer
patients in Addis Ababa, Ethiopia. A mixed method study was conducted using a cross-sectional survey involving 428 breast
cancer patients, followed by a qualitative study. A total of nine in-depth interviews (IDIs) were conducted with four breast cancer
patients and five key informants using two separate interview guides. In addition to descriptive statistics, logistic regression was
performed to identify factors associated with the provision of psychosocial services. Thematic analysis was used for the qualitative
data, using NVivo 12 plus software. Only 47 (11.1%) patients received psychosocial services in the form of counselling, emotional
support, or information provision. Health professionals reportedly provided such services along with their routine activities, and
patients predominantly received social/emotional support from family members, friends, and colleagues. There were no well-
structured counselling services, emotional support, or group discussion sessions for breast cancer patients in these health facilities.
The main reasons for not providing these services were high patient flow/workload, inadequate space, lack of training, and not
having qualified professionals to organise and deliver psychosocial services in these hospitals. Only one in ten breast cancer
patients received psychosocial services from health professionals, and the services were not delivered in a structured way.
Therefore, psychosocial services should be integrated in both private and government health facilities in Ethiopia.

1. Introduction of either anxiety or depressive disorders [2-5]. Evidence has

also suggested that psychological disorders are significantly
Cancer is a devastating disease causing significant psycho-  associated with substantial functional impairment, fatigue,
logical problems among patients and their caregivers [1]. pain, poor quality of life [6], and reduced survival [7].

Several studies have revealed that cancer patients face  Particularly, patients with breast cancer who are in the midst
emotional, social, and psychological difficulties in the form  of treatment experience fear and concerns regarding
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mortality, disease recurrence, and body image impairment,
especially in relation to mastectomy, hormonal treatment,
and sexuality [1, 8, 9]. For this reason, the National Com-
prehensive Cancer Network (NCCN) Distress Management
Panel guideline indicates the importance of assessing the
physical, psychological, social, and spiritual needs of cancer
patients and recommends regular screening for any form of
distress, anxiety, and other common mental illnesses using
appropriate and validated tools [10, 11].

Psychosocial services are one of the components of
cancer care addressing the social, psychological, emotional,
spiritual, and functional aspects of the patient’s journey,
requiring an interdisciplinary team of care and service
providers [12]. These services include a variety of psycho-
logical and educational components, such as relaxation
training, cognitive and behavioural coping strategies, cancer
education/information sessions, and group social support
[13-15]. Provision of psychosocial services to cancer patients
in treatment revealed significant effects on reducing emo-
tional distress, anxiety, and depression [16, 17]; it also
improved adherence to treatment and enhanced the quality
of life [18, 19] and survival of cancer patients [20, 21].

Significant advances in the effectiveness of psychosocial
interventions have encouraged different health organizations,
associations, and committees to develop, implement, and dis-
seminate psychosocial guidelines and evidence-based treat-
ments for several comorbid psychiatric disorders in cancer and
other chronic illnesses [22-26]. For instance, the primary vision
of the International Psycho-Oncology Society (IPOS) in col-
laboration with the World Health Organization (WHO) is to
improve the quality of cancer care and cancer policies through
the provision of psychosocial care globally [27].

Due to their positive impacts on several treatment
outcomes, psychosocial services are being integrated and
delivered in routine cancer care in high-income countries
[9, 20, 23, 28]. However, some studies revealed that there is
still a gap in identifying the psychological, social, and
spiritual needs of cancer patients and properly addressing
them through systematic and culturally tailored psychoso-
cial services that can benefit patient well-being [29-31].

Particularly, cancer care systems in many low- and
middle-income countries (LMICs) do not even address the
current burden of cancer due to poor screening services and
poor development of public health services. In addition,
ignorance, unhealthy cultural and spiritual beliefs, and
denial of diagnosis are common problems that create many
challenges in terms of fewer treatment options, presentation
at advanced stages of disease, and pain management,
resulting in a greater need for psychosocial and palliative
care. However, psychosocial services are not widely available
in LMICs, especially in Africa [26, 32]. One of the major
challenges in the implementation of existing clinical practice
guidelines for psychosocial care is that most of these
guidelines have been designed primarily for well-resourced
settings, considering their culture and local context [33, 34].

So far, few studies have been conducted on the imple-
mentation of psychosocial services in LMICs. A qualitative
study conducted in Indonesia reported that breast cancer
patients obtained information about their diagnosis and
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treatment from the doctors at the hospital. However, other
types of psychosocial services, such as counselling and
emotional support, were not provided for the patients [35].
According to a study conducted in Botswana, the majority of
cancer patients received social support from family members
and friends. However, the study revealed a gap in the
provision of psychosocial services due to understaffed fa-
cilities and poor referral communications and scheduling
systems [36]. Similarly, our previous study in Ethiopia
revealed that breast cancer patients received social support
from family members, friends, and significant others [37]. A
few studies conducted in different parts of the country also
found that the unmet supportive care and information needs
of cancer patients are high, and sociodemographic, clinical,
and information-related factors were identified as factors in
the unmet needs of cancer patients in Ethiopia [38-40].
However, the provision of psychosocial services for
breast cancer patients at the health facility level has never
before been explored. Therefore, this study explored the
availability and receipt of psychosocial services for breast
cancer patients in selected hospitals in Addis Ababa,
Ethiopia. The findings of this study may be helpful to identify
gaps in the provision of psychosocial services and design
appropriate psychosocial services by considering the so-
cioeconomic and cultural context of the country.

2. Materials and Methods

2.1. Study Design and Research Environment. A sequential
mixed study design (QUAN (qual)) was employed; in the
first phase of the study, a cross-sectional study design was
used, and quantitative data were collected from 428 breast
cancer patients. In Ethiopia, there is a three-tier healthcare
system, in which comprehensive cancer care is available at
tertiary-level hospitals and some cancer treatments, such as
surgical and chemotherapy services, are provided at
secondary-level hospitals. This study was conducted at two
large tertiary referral hospitals and five private oncology
clinics in Addis Ababa. Based on the preliminary analysis
conducted on the quantitative data, a small-scale qualitative
approach was used for further exploration and validation of
the quantitative findings by interviewing a few more breast
cancer patients. In addition, the findings were triangulated
by looking at the availability of the service from the per-
spective of health professionals as well. This also enabled us
to identify barriers to the provision of psychosocial service in
these health facilities. Ethical clearance was obtained from
the Research Ethics Committee (REC) of the School of
Public Health and the Institutional Review Board (IRB) of
the College of Health Sciences, Addis Ababa University.

2.2. Study Participants and Sample Size. The sample size for
the quantitative part of the study was calculated using the
following assumptions: 95% confidence interval (CI),
margin of error (d)=5%, 40.3% prevalence of depression
[41], and 20% nonresponse rate. The final calculated sample
size was 444. The eligibility criteria were all pathologically
confirmed breast cancer patients above 18 years of age who
were undergoing treatment at the selected health facilities.



European Journal of Cancer Care

In the qualitative part of the study, in-depth interviews
(IDIs) were conducted with four purposively selected breast
cancer patients and five health professionals (two oncolo-
gists, two BSc nurses, and one health officer) who were
working in the respective oncology departments. Psychol-
ogists and psychiatrists are not available in most of the
private cancer clinics and are not involved in cancer care in
the two tertiary hospitals. Therefore, we purposively selected
these nurses as they have a close attachment with cancer
patients. An attempt was made to achieve the principle of
maximum variation of participants by considering the type
of health facility, duration of diagnosis, age, and place of
residence.

2.3. Data Collection and Tools. For the quantitative part of
the study, a structured questionnaire was developed and
adapted to our context after reviewing the literatures. The
questionnaire has a total of 26 multiple choice and yes/no
questions organised into three subsections: sociodemo-
graphic characteristics (8), clinical characteristics (8), and
types of psychosocial services received (10). At the end of the
questionnaire, two open-ended questions were included in
order to give the patients a chance to describe in more detail
any related services they have received in those facilities.
Breast cancer patients were considered to have received
psychosocial services if they reported having received any
kind of counselling service, emotional support, or in-
formation/educational materials from health professionals
working at the current health facility. The quantitative data
were collected through face-to-face interviews since a con-
siderable proportion of women were expected to have little
formal education. Therefore, seven data collectors (one at
each site) were recruited and trained on the objective of the
study, data collection tools, and interview techniques by the
principal investigator.

For the qualitative study, two separate interview guides
were prepared for IDIs with patients and key informants. The
interview guide for the patients has seven main and probing
questions about psychosocial problems encountered,
methods of disclosure, types of information received, and
counselling and other psychosocial supports received at the
health facilities. Similarly, the interview guide for the health
professionals has eight open-ended questions focusing on
psychosocial challenges observed among breast cancer pa-
tients, available psychosocial services at their facility, how they
are delivered, and their perception of psychosocial support
and why it is not being provided. The principal investigator
and a research assistant who has experience in qualitative
research conducted all the interviews. Daily debriefings were
held on emerging thematic areas, and all the information we
gathered from these additional four patients was consistent
and in support of our quantitative findings. Therefore, we did
not continue interviewing more patients as we reached the
theoretical saturation level. All the interviews were audio
recorded and notes were taken during the interviews. The data
were organised and appropriately labelled immediately after
each interview. Subsequently, all recorded interviews were
transcribed and translated verbatim.

2.4. Data Analysis Procedures. The quantitative data were
organised using Epi data software and analysed using Sta-
tistical Package for Social Sciences (SPSS) version 25. A
bivariate logistic regression analysis was performed for each
independent variable associated with the receipt of psy-
chosocial services. The crude and adjusted odds ratios (COR
and AOR) with 95% CI were presented. The data analysis for
the qualitative study was initiated in the field simultaneously
to the data collection process. All transcribed documents,
field notes, and reflexive memos were entered into NVivol2
plus software. Each statement and word were coded line by
line based on the stated objectives.

Inductive thematic analysis was applied in order to
summarise and explain the emerging categories and themes
under each objective. The findings were guided and de-
scribed using the tiered intervention model, which provides
a framework to review existing services within the com-
munity, identify gaps in current service delivery, and im-
plement psychosocial care using a community-based
approach [42]. The model has five levels, and the appro-
priate psychosocial intervention is administered based on
patients’ distress levels at different service delivery points. In
this study, we mainly focused on the first three levels:
provision of general information and advice suitable for any
cancer patient was considered as level one, universal care.
The second level is known as supportive care, which focuses
on the provision of psychoeducation, emotional support,
and triage. Level three (extended care) includes focused
counselling, coping skills training, and psychoeducation by
trained health professionals. Level four (specialist care) and
level five (acute care) are the final two levels of care provided
by skilled therapists and multidisciplinary teams.

3. Results

The results of this study are organised and presented in two
parts. The first section shows findings from the quantitative
survey, describing the proportion of women who received
psychosocial services in these health facilities. The analysis of
the survey was conducted among 428 patients, with a re-
sponse rate of 96.4%. The second section deals with the
findings from the qualitative study, highlighting the types
and locations of psychosocial services available for breast
cancer patients. It also narrates the reasons for not providing
psychosocial services for breast cancer patients in these
facilities.

3.1. Section One: Quantitative Study Findings. The socio-
demographic and clinical characteristics of the participants
are summarised in Table 1. The majority of 354 (82.7%) of
the study participants were aware of their diagnosis, while 61
(14.3%) believed that they had breast inflammation, and the
remaining 13 (3.0%) did not know about their condition
at all.

Concerning the psychosocial services received, our
quantitative study revealed that only 47 (11.0%) of these
patients had received any kind of psychosocial service at the
current health facility, in the form of counselling, emotional
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TaBLE 1: Sociodemographic and clinical characteristics of participants in the quantitative study.

Variables n =428 Percentage (%)
20-29 41 9.6
30-39 157 36.7
Categorised age 40-49 113 26.4
50-59 61 14.2
>60 56 13.1
. Government 363 84.8
Type of health facility Private 65 152
Tlliterate 88 20.6
Read and write 26 6.1
Educational level Primary 83 19.4
Secondary 129 30.1
Tertiary 102 23.8
Orthodox 290 67.8
Religion Catholic 5 1.1
& Protestant 55 12.9
Muslim 78 18.2
Residence Inside Addis 203 47.4
Outside of Addis 225 52.6
Married 242 56.5
Cohabiting 19 44
Marital status Divorced 50 11.7
Widowed 69 16.1
Single 48 11.2
Housewife 203 47.4
Merchant 52 12.2
Occupation Government employee 84 19.6
P Private/NGO® 50 11.7
Farmer 18 4.2
Other* 21 4.9
Stage I 32 7.7
_ Stage II 163 39.1
Stage of cancer (n=417) Stage IIT 184 44l
Stage IV 38 9.1
ER —ve 47 11.0
Type of breast cancer ER +ve 36 84
Unknown 345 80.6
None 76 17.8
Severity of pain Mild 213 498
yorp Moderate 114 26.6
Severe 25 5.8
No 63 14.9
Chemotherapy (n=422) Yes 359 851
No 45 10.7
Surgery (n =422) Yes 377 89.3
. No 388 91.9
Radiotherapy (n=422) Yes 34 8l
No 373 88.4
Hormonal therapy (n=422) Yes 49 116

*Non Governmental Organization, *daily laborer and student.

Most of the 356 patients (83.2%) stated that they preferred to
visit health facilities in order to receive psychosocial services,
70 (16.4%) of them preferred religious places, and only 2
(0.5%) preferred traditional healers or other people.

support, or the provision of information from health pro-
fessionals. Out of these patients, more than half, 27 (57.6%),
had received information from health professionals, while
the others had received other forms of psychosocial services.
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Although the majority of participants are still involved in
different social activities, 75 (17.5%) of the total participants
reported that the disease affected different aspects of their
lives. Out of these, 46 (61.3%) and 32 (42.6%) of the patients
stated that the disease affected their social and spiritual lives,
respectively (Table 2).

According to the multivariate analysis, residence was one
of the sociodemographic factors that were significantly as-
sociated with the receipt of psychosocial care. Breast cancer
patients who live in Addis Ababa were 2.54 times more likely
to receive any psychosocial services than those who came
from outside of Addis Ababa (AOR=2.54 (95% CI 1.30,
6.27)) (Table 3). Clinical factors such as pain severity and the
date of diagnosis also showed a significant association with
receiving psychosocial services. Breast cancer patients who
had moderate pain were three times more likely to receive
psychosocial services than women without any pain
(AOR=2.84 (95% CI 1.02, 7.94)). Women who had been
diagnosed more than 1year earlier were three times more
likely to receive these services than those who had been
recently diagnosed (<1year) (AOR=3.17 (95% CI 1.27,
7.89)) (Table 3).

3.2. Section Two: Qualitative Study Findings. The socio-
demographic and clinical characteristics of breast cancer
patients who were involved in the qualitative study are
summarized in Table 4. Similarly, the qualifications of the
included health professionals and their years of experience
are described in Table 5.

4. Theme 1: Available Psychosocial Services

The psychosocial services available for breast cancer patients
were described and categorised into two main subthematic
areas: (i) from the community and (ii) from health facilities.

4.1. Subtheme 1.1: From the Community. Despite the fact that
there is an awareness gap and the way that the community
provides social support has its own limitations, most of the
breast cancer patients who participated in this study testified
that they received various types of emotional support from
family members. For instance, a 36-year-old breast cancer
patient said, “The good thing, I receive a lot of support from
my family. My husband is very supportive, my sisters, my
mother and friends. All are very supportive.” (BCP, Age 36)

In addition, cancer patients receive support from dif-
ferent groups of people in the community, such as close
friends and colleagues.

““My close friends know about it and we always discuss
about everything. They comfort me a lot. . .they are very
supportive.” (BCP, Age 35)”

““Even at work, people usually support me. For example,
they reduce workload and give me permission when I have
an appointment.” (BCP: Age 36)”

4.2. Subtheme 1.2: From Health Professionals at Health
Facilities

4.2.1. Disclosure and Counselling Services. In the health
facilities visited, there was no structured way of disclosing
a diagnosis to breast cancer patients. In most cases, the
physician who made the diagnosis was the one who disclosed
it to the patients, “The doctor is the one who handles most of
these issues using the short time he has for examining all the
patients. He provides the counselling service based on patient’s
knowledge and health condition.” (HP: Health officer,
private)

The patients also confirmed that the diagnosis had been
disclosed by doctors, “There was a doctor who did the in-
vestigation and told me as I have cancer.” (BCP, Age 35)

On the other hand, there were breast cancer patients
whose diagnosis had been accidentally disclosed while they
were waiting for their turn at the hospital or when they were
referred to an oncologist. Sometimes, cancer patients
remained unaware of their status. Respondents mentioned
caregivers who informed the health professionals not to tell
the patient about cancer because of fear of discontinuing the
treatment and in order to prevent hopelessness.

““They didn’t tell me anything about the disease except
telling me that I will be linked to another doctor. . .Then, I
heard from other patient who sited beside me as we are
waiting for a cancer doctor.” (BCP, Age 36)”

““Sometimes, patients bring their pathology result without
being informed about their diagnosis...the family members
insist us not to tell them and the doctor will not say
anything.” (HP: BSc nurse, private)”

All breast cancer patients who participated in the

qualitative study reported that they did not receive any
counselling services. They also mentioned that their di-
agnosis was not properly disclosed and that the health
professionals did not provide any emotional support or
counselling at the time of diagnosis.
““The way he told me was really shocking. Then, I isolated
myself from any kind of medical treatment. The doctor told
me as its breast cancer, and as there is no option other than
removing my breast. I even asked him about the cause and
he said we don’t have time to discuss about this; rather we
have to focus on the solution. That’s all what he said to me.”
(BCP, Age 35)”
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TaBLE 2: Type of psychosocial service received in selected health facilities in Addis Ababa, Ethiopia.

Variables n Percentages
. . L . 1 No 381 89.0
Currently receiving any psychosocial service in this facility YVes 47 110
Counselling service 9 19.2
Type of psychosocial service received (n=47) Emotional support 11 234
Provision of information 27 57.4
. L . No 28 6.5
Participate in different gatherings Yes 400 935
Spiritual 328 76.6
Only funeral 323 75.5
Type of gatherings (n =428 for each type) Social 240 56.1
Women 125 29.2
Political 32 7.5
. . . No 353 82.5
Challenges in relation to the disease Yes 75 175
Problem on social activities 46 61.3
B Problem on spiritual life 32 42.6
Type of challenges encountered (n=75 for each type) Problem with family 27 36.0
Problem with employer 22 29.3
Health facilities 356 83.2
Preferred place to receive psychosocial support Religious places 70 16.4
Traditional healers’ other people 2 0.5

TaBLE 3: Multivariate logistic regression model for factors associated with receiving psychosocial services among breast cancer patients in

Addis Ababa, Ethiopia.

Variables Crude OR (95% CI) Adjusted OR (95% CI)
. Government 1 1
Health facilities Private 1.57 (0.58, 4.13) 1.67 (0.46, 6.03)
Age 1.04 (1.01, 1.08)* 1.04 (0.99, 1.08)
Residence Outside Addis 1 1
Inside Addis 1.87 (0.97, 3.52) 2.54 (1.30, 6.27)*
Single 1 1
Married 2.00 (0.87, 4.62) 2.35 (0.91, 6.08)
Marital status Cohabiting 0.87 (0.23, 3.24) 1.53 (0.25, 9.52)
Divorced 2.70 (0.76, 9.30) 2.61 (0.63, 10.91)
Widowed 3.01 (0.92, 9.56) 2.05 (0.49, 8.62)
None (0) 1 1
Mild (1-3) 2.09 (1.02, 4.28)* 1.93 (0.82, 4.53)

Severity of pain Moderate (46)

Severe (7-10)

3.21 (1.29, 7.99)*
2.78 (0.59, 13.12)

2.84 (1.02, 7.94)"
2.44 (0.46, 12.92)

Stage I 1 1
Final stase of cancer Stage 11 0.62 (0.13, 2.81) 0.88 (0.17, 4.49)
§ Stage III 0.42 (0.09, 1.89) 0.65 (0.13, 3.29)
Stage IV 1.20 (0.16, 9.04) 1.18 (0.14, 10.17)
No 1 1
Chemotherapy Yes 0.53 (0.18, 1.52) 0.34 (0.076, 1.57)
Less than 1 year 1 1

Duration of dx More than 1year

2.95 (1.26, 6.86)" 3.17 (1.27, 7.89)*

Factors with significant influence are shown in bold.

In contrast, the health professionals reported that they
were providing counselling services and emotional support
for cancer patients insofar as the situation allowed them to.
However, except for brief discussions with each patient,
there were no structured psychosocial services such as
counselling, emotional support, and discussion sessions with
cancer patients, either individually or as a group. The

physicians and nurses who were working in the oncology
unit provided these services along with their other routine
tasks.

““We do not have such structured system, even the psy-
chological support and counselling is not provided ade-
quately. But we are trying our best and we need both
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TaBLE 5: Characteristics of health professionals involved in the qualitative study.

Years of experience

Code Profession Years of experience in the oncology Type of hospital
department

HPO01 Oncologist 27 years 10 years Government

HP02 Oncologist 15 years 11 years Government

HPO03 Clinical nurse 10 years 8 years Private

HP04 Clinical nurse 5 years 4 years Government

HPO05 Health officer 2 years 2 years Private

counsellors and clinical psychologists.” (HP: Oncologist,
government)”

4.2.2. Provision of Adequate Information and Brochures.
Some participants reported that they had received some
information from health professionals about the treatment
options, side effects, and duration of treatment.

““When I start chemotherapy, the doctor told me that the
treatment has an effect on my hair and as I should not be
worried about it.” (BCP: 42 years)”

However, most of the patients indicated that the in-
formation provided by health professionals was not ade-
quate, and the majority of breast cancer patients held
discussions amongst themselves and accessed a lot of in-
formation from other patients who had been diagnosed
previously.

““No, I was not even informed about the no of cycles
prescribed for me. On the third cycle, I asked the nurse and
told me as its six cycles.” (BCP: 35 years)”

e

We usually talk among ourselves and get a lot of in-
formation from those patients who took the medication
earlier.” (BCP: 42 years)”

Concerning the provision of leaflets and brochures, none
of the participants mentioned that they had received this
kind of educational material. The health professionals also
reported that they did not usually give these materials to
their patients.

““No, no one gave me such kind of materials.” (BCP:
36years)”

e

We try our best to help the patients with what we can but
we do not provide educational materials or other supports.”
(HP: Oncologist, government)”

5. Theme 2: Determinants of Psychosocial
Service Provision

Reasons for not providing psychosocial services in these
health facilities were also explored in the qualitative part of
the study, and several justifications were given by the key
informants. These included a shortage of staff, a high
workload, and not having an assigned person to deliver these
services in an organised way.

«

The main problem is staff shortage and high patient
flow. . .umm. ... we do not have a staff who is assigned for
psychosocial activities. . .” (HP: BSc nurse, government)”

In addition, there was high patient flow in these health
facilities due to the limited number of cancer centres in the
country. Therefore, it was difficult for the health pro-
fessionals to spend more time with each patient and address
their emotional and psychosocial needs.

““I don’t know the reason, but I think it’s because of high
patient flow. Let alone to spend some time with you and
discuss about your disease condition, the medication by
itself is given in hurry.” (BCP: 42 years)”

e

.. .because of the high patient flow, doctors are forced to
see many patients per day specially in government hospi-
tals.” (HP: Oncologist, government)”

The other justification was a lack of skill/training on
how to provide counselling and other professional sup-
port. They also stated that the set-up itself was not
convenient for providing patients with individual
counselling.

““There are no trained personnel, which makes it difficult to
provide counselling service.” (HP: Health officer,
private)”

““The patients are very eager to listen, but the issue is we do
not have adequate room for counselling services.” (HP: BSc
nurse, government)”

6. Discussion

In this study, the majority of breast cancer patients received
social support from their family members, friends, and
colleagues. This finding is consistent with those of other
studies conducted in China [43], Turkey [44], and Botswana
[36], which reported that cancer patients often received
psychosocial support from their family members and
friends.

6.1. Lack of Knowledge about the Diagnosis. Regarding dis-
closure of a cancer diagnosis, several guidelines recom-
mend that all cancer patients should be well informed
about their diagnosis, treatment options, and future
prognosis of the disease [24-26, 45]. However, our study
found that there were some breast cancer patients who
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were not even aware of their diagnosis. A previous study
conducted in Ethiopia also reported a similar finding
concerning the lack of disclosure of a cancer diagnosis
among breast and cervical cancer patients [46]. This
finding is not only seen in Ethiopia but also supported by
a quantitative study conducted in Egypt that revealed that
around 15% of cancer patients were not aware of their
diagnosis, with only their family members being aware
[47]. The main reason given by interviewees for not
disclosing this to these patients was the pressure of rel-
atives on caregivers to prevent hopelessness and dis-
continuation of treatment. This reason is also consistent
with a study performed in India, which reported that the
majority of caregivers preferred nondisclosure of a cancer
diagnosis and prognosis to their patients [48]. Poor
disclosure of a cancer diagnosis in developing countries
may be associated with poor educational attainment [47],
preference for traditional medicine, old age, and having
other chronic illnesses [49].

6.2. Lack of Knowledge about the Planned Treatment.
Several studies revealed that counselling services are one of
the major components of psychosocial services that are
being delivered in developed countries [12, 24-27, 50, 51].
However, breast cancer patients in this study reported that
they did not receive counselling services at their current
health facility. According to the cancer survivorship plan of
the Institute of Medicine (IOM), the minimum level of care
and information that should be given to each cancer patient
includes the provision of information about the types of
tests, results, and tumour characterization, as well as
treatment details, including type, combination of treat-
ments, duration, side effects, and regimen [33]. Never-
theless, patients in this study mentioned that they did not
receive details about their diagnosis and treatment, in-
cluding the number of chemotherapy cycles prescribed for
them. They also stated that they never received educational
materials in the form of brochures or leaflets. Similarly,
many African countries do not provide comprehensive
psychosocial services [27, 32, 52]. There is a lack of resources,
including skilled people, infrastructure, and materials.

6.3. Rural-Urban Disparities in Access to Service. Patients
who were residents of Addis Ababa were twice as likely to
receive psychosocial services as those who were living
outside of Addis Ababa. This finding can be explained by
the fact that people living in urban areas probably have
better health information and therefore insist on
obtaining psychosocial services. This finding is supported
by a study conducted in Egypt, which revealed that ed-
ucational level and place of residence were significantly
associated with disclosure and provision of psychosocial
services [47]. This has implications for the importance of
having daily coping mechanisms, involvement of com-
munity health, and establishing cancer support groups,
particularly for those cancer patients who live further
away from cancer centres, which are mostly concentrated
in big cities.

6.4. Access to Counselling Services. The other factor associ-
ated with the provision of psychosocial services was having
pain; the likelihood of breast cancer patients receiving
psychosocial services was higher when they had moderate
pain. This can be explained by the human nature of health
professionals to feel sympathetic and provide more emo-
tional or other psychosocial services for those with pain than
stable patients. In this study, breast cancer patients who were
diagnosed one and more years ago were more likely to
receive psychosocial services as compared to those who were
newly diagnosed. A possible explanation for this may be that,
as the duration of stay in the health system increases, the
chance of receiving these services will also be higher due to
having repeated appointments with health professionals and
receiving different types of treatment.

6.5. Strengths and Limitations. The main strength of this
quantitative study is the large sample size and inclusion of
private and government hospitals in Addis Ababa, leading to
a broad picture of the situation. The maximum variation of
responses was achieved by including newly diagnosed and
recurrent cases. During our qualitative study, collecting
information from both patients and health professionals
increased the generalizability of the study. The major lim-
itation of this study was that we only conducted IDIs, and it
may be helpful if other data collection techniques, such as
focus group discussions (FGD), were used in order to
confirm our findings. Another limitation of this study was
that we did not use a validated questionnaire for the
quantitative part and that the questionnaire was developed
through a review of the literature and modified for the local
context.

7. Conclusions

In this study, psychosocial services were found to be rarely
available for breast cancer patients, whether in the form of
counselling services, emotional support, or provision of
information, and not in a structured way. A high workload,
inadequate space, and a lack of trained health professionals
were the major reasons for not providing these services.
Therefore, innovative psychosocial services, possibly tasks
shared through different professions, need to be better in-
tegrated into routine cancer care. The services need to be
tailored to the local context through consideration of various
sociocultural factors, the educational attainment of the
community, and available resources. The Ministry of Health
should expand the training of health professionals in dif-
ferent disciplines, including clinical psychology, palliative
care, and social work. Palliative care units and patient
support groups should be established to reach patients in
rural and urban areas.
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Background: The European Organization for Research and Treatment of Cancer — Quality
of Life Questionnaire (EORTC-QLQ) developed to assess quality of life among colorectal
cancer patients has not been translated into a local language or validated in the Ethiopian
context. Therefore, this study aimed to examine the psychometric properties of the EORTC-
QLQ-CR29 tool in Ethiopia among colorectal cancer patients.

Methods: A cross-sectional study was conducted in a major referral hospital in Addis
Ababa, Ethiopia, from March to May, 2020. A total of 158 colorectal cancer patients were
included. The validity of the tool was assessed using Multitrait Scale Analysis, Mann—
Whitney test and Pearson correlation coefficient. The internal consistency was examined
using Cronbach’s alpha.

Results: Among the participants, 52.2% were men, with a median age of 46 years (IQR =
17.7 years). The item-total correlation alpha values ranged from 0.47 to 0.91. Multitrait Scale
Analysis demonstrated convergent and divergent validity of the tool, except for the Blood
and Mucus in Stool scale. All item correlations within their scales were greater than 0.4,
except for the Blood and Mucus in Stool scale. The values of correlation coefficients
between all items and their own domain were higher than other domains, except for the
Blood and Mucus in Stool scale. The correlation between the core questionnaire and the
colorectal tool ranged from —0.45 to 0.58. The tool showed a significant difference between
stoma and non-stoma patients and between patients who had good physical function and
those who did not.

Conclusion: The Amharic version of the EORTC-QLQ-CR29 tool can be used to assess the
health-related quality of life in Ethiopian colorectal cancer patients.

Keywords: validity, EORTC-QLQ, colorectal cancer, Ethiopia

Introduction

Colorectal cancer is the third leading cause of cancer cases worldwide. In 2018,
there were more than 1.8 million new cases and 881,000 deaths from colorectal
cancer." The incidence of colorectal cancer is higher in high-income countries, but
the mortality is higher in low- and middle-income countries. In Eastern Africa,
colorectal cancer was the fourth most frequently diagnosed cancer type.” In
Ethiopia, the second most populous country in sub-Saharan Africa, colorectal
cancer is the most common cancer diagnosis in males and it ranks fourth in
females.® It is also responsible for 11.2% of cancer-related deaths in males and
4.8% of cancer-related deaths in females in Ethiopia.
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Gastrointestinal cancer patients have been reported to
suffer from problems that emerged as a consequence of
both the disease and the treatments, which negatively
affect their quality of life.* For instance, colorectal cancer
symptoms and its treatments have several adverse effects
and toxicity, which affect quality of life.® Colorectal
cancer patients have significantly lower physical, role,
cognitive and social function compared to the general
public. Moreover, they have a higher frequency of con-
stipation, diarrhoea and financial difficulties.” Thus,
further research on health-related quality of life is recom-
mended to guide decision making in treatment choice.'®

The World Health Organization (WHO) defines “qual-
ity of life” as a broad concept that depends on a person’s
physical health, psychological state, level of freedom,
social relationships, and personal beliefs.'" Cancer treat-
ments have started incorporating quality of life as an end
point.12 Thus, different sensitive, reliable and validated
tools are available to assess quality of life among cancer
patients. Frequently used tools are the core EORTC-QLQ,
the Functional Assessment of Chronic Illness Therapy
(FACIT) Measurement System, the Rotterdam Symptom
Checklist (RSCL), and the Symptom Distress Scale
(SDS)."? Of these, the core EORTC-QLQ has been recom-
mended to be used when the aim of the study is to assess
disease-specific symptoms.'*'> To complement the core
EORTC-QLQ, different disease-specific modules have
been developed, and the EORTC-QLQ for colorectal can-
cer patients (EORTC-QLQ-CR29) is one of these tools.
This tool has been developed to be used alongside the core
tool in colorectal cancer patients. This disease-specific tool
has been validated in different countries such as Spain,
Taiwan, Korea and China.'®"® Even though the Ethiopian
Federal Ministry of Health has developed a strategy to
assess and treat distressing symptoms in cancer
patients,”® there are no validated tools to assess quality
of life among colorectal cancer patients. Therefore, this
study intended to examine the reliability and construct
validity of EORTC-QLQ-CR29 tool among Ethiopian col-

orectal cancer patients.

Materials and Methods

Study Design, Area and Participants

A cross-sectional study was carried out at Tikur Anbessa
Specialized Hospital (TASH) from March to May, 2020 in
colorectal cancer patients. TASH is the largest referral and

teaching hospital in Ethiopia, serving as the only

radiotherapy centre in the country. In this oncology centre,
there are two radiotherapy machines, 36 inpatient beds and
12 outpatient chemotherapy beds. There are also six clin-
ical oncologists, who provide the oncology services.”'
The sample size was calculated based on the recom-
mendations of 5 to 10 participants /item for checking
factor structure and validity of items given for scaling
analysis.22’23 The tool has 29 items; thus, a minimum
sample size of 145 participant is required. However,
within the study period, 160 participants were approached
and 158 of them participated in the study. Since Amharic
is the official working language of Ethiopia and is spoken
by millions of Ethiopians as a second language, 158
pathologically-confirmed Amharic speaking colorectal
cancer patients aged 18 years or older were included
while being treated at the TASH oncology department.

Instrument

EORTC-QLQ-CR29 is a 29-item module developed to
complement the core EORTC-QLQ. It comprises 19 single
items and four scales to assess urinary frequency, blood or
mucus in the stool, stool frequency, body image, and other
problems faced by patients. The tool scales are generally
classified as functional and symptom scales.** Since most
patients do not have formal education, it may be difficult
to use a self-administered questionnaire. Therefore,
patients’ socio-demographic, clinical characteristics, and
quality of life data were collected using an interview-
administered questionnaire.

The EORTC-QLQ-CR29 tool was translated into
Ambharic according to the EORTC translation guidelines.*’
Two native Amharic speakers independently translated the
instrument from English to Amharic. These versions were
discussed in the research group and a consensus was
reached. After that, two proficient English speakers trans-
lated the Ambharic version back to English. Then, it was sent
to the EORTC translation group for reviewing and proof-
reading. After receiving the comments from the EORTC
translation group, a pilot was conducted. The study was
conducted to identify difficult, confusing and upsetting
questions. None of the questions were found to be difficult,
confusing or upsetting for the participants. Based on the
recommendations from the pilot study,? ten colorectal can-
cer patients took part in the pilot, and these participants
were excluded from the actual study.

After the completion of the pilot study, the data collec-
tion commenced. The data was collected by two nurses who
have bachelor’s degrees and work in the oncology centre.
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Training on how to collect the data was given to the data
collectors by the principal investigator for three days, focus-
ing on the purpose of the study, contents of the question-
naire, and how to approach and get consent from patients.
The principal investigator supervised the data collection
process every other day to monitor the data collection pro-
cedure. Patients were approached in the waiting room while
waiting for their turns. To ensure confidentiality and anon-
ymity of the participants, code was used in the questionnaire
instead of respondents’ names.

Data Analysis
Descriptive statistics were used to assess the frequency
distributions of socio-demographic characteristics and
clinical data. Numbers and percentages were used for
categorical variables and median, and interquartile range
were used for continuous variables. The reliability was
assessed using Cronbach’s alpha. A value of Cronbach’s
alpha of 0.70 or greater was considered to be adequate.*

Convergent validity, the extent to which two measures
are related to the same construct, was determined by
employing Multitrait scaling analysis. Multitrait scaling
analysis focuses on items as the unit of analysis.*

Known-groups validity was checked using the Mann-
Whitney test to see whether the tool is able to detect
differences between groups. The known groups that were
used for comparison were treatment intent, physical func-
tion, and presence of stoma.>* Based on the median value
of the physical scale of the core EORTC-QLQ, patients
were classified as having better or worse physical function.
Those patients with a median score of > 43.3 for the
physical scale were considered to have better physical
function whereas those below 43.3 were considered to
have worse physical function.*®

The correlations between the items of the colorectal
cancer and core tools scales were determined using
Pearson Correlation Coefficient. All scales and items
were transformed into a 0—-100 score as per the EORTC-
QLQ scoring manual.®’ Statistical analyses were per-
formed using SPSS, version 21.

Results
Socio-Demographic Characteristics of

Respondents

A total of 158 participants were included in this study,
with a median age of 46 (IQR =17.7). About 50 (32.3%)
study participants had no formal education and were

employed (32.3%) while 45 (28.5%) respondents had
attended college. As presented in Table 1, the majority of
the study participants were men (52.5%), married (63.3%),
and residents of Addis (64.4%).

Clinical Characteristics of Respondents
85 of the respondents (53.8%) were treated for rectal cancer.
Seventy-eight respondents (49.4%) were being treated with
chemotherapy alone. About 120 respondents (75.9%) were
treated with palliative intent. The majority of respondents
(72.2%) were stage-four cancer patients (Table 2).

Reliability of EORTC-QLQ-CR29

The reliability of the tool was examined based on the value
of Cronbach’s alpha coefficients (alpha > 0.70). As pre-
sented in Table 3, all of the scales had an alpha value of
greater than or equal to 0.7, except for the Mucus and Blood
in Stool scale (0.47). Urinary Frequency had the highest
alpha value (0.91), followed by Stool Frequency (0.85).

Construct Validity

Convergent and Divergent Validity Results of
Multitrait Scaling Analysis for EORTC-QLQ-CR29
Convergent and divergent validity were assessed in terms
of item-own scale and item-other scale correlation, respec-
tively. The item-own scale correlation was over 0.4 for all
scales. Similarly, the item-own correlation for all scales
was higher than the item-other scale correlation. As seen
in Table 4, except for the Blood and Mucus in Stool scale,
all scales have an item-own correlation of above 0.4 and
an item-other scale correlation below the item-own scale
correlation of 0.4.

The Correlation Between the Core EORTC-QLQ
and CR29 Scales

The correlation between the core EORTC-QLQ and CR29
scales ranged from —0.45 to 0.58. The highest correlation
was seen between the Body Image scale from the color-
ectal tool and the Emotional scale from the core question-
naire. The highest negative correlation was observed
between Flatulence and Cognitive Function (r = —0.45).
Most of the correlations between the core EORTC-QLQ
and CR29 were below 0.4 (Table 5).

Known-Groups Validity of EORTC-QLQ-
CR29

To assess the known-groups validity of the tool, compar-
isons of scores of multi-item scales and single items of
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Table | Socio-Demographic Characteristics of Respondents at
Tikur Anbessa Specialized Hospital, Addis Ababa, 2020

Table 2 Clinical Characteristics of Respondents in Tikur
Anbessa Specialized Hospital, Addis Ababa, 2020

Notes: *Others = Tigray; Southern Nations, Nationalities and Peoples’; and Dire
Dawa.

EORTC-QLQ-CR29 three

groups were made. These three groups were treatment

among clinically-distinct
intent, presence of stoma and physical function. This
study hypothesised that patients with a stoma had
a higher symptom score for Embarrassment and a lower
functional score for the Anxiety and Body Image items
and scale. Similarly, patients with worse physical health

Variable Category Frequency | Percent (%) Variables | Category Frequency | Percent (%)
(n=158) (n=158)
Sex Men 83 52.5 Cancer Colon 73 46.2
site
Women 75 47.5 Rectum 85 538
Educational No formal 51 323 Type of Chemotherapy only 78 494
status education treatment
Surgery and 16 10.1
Primary 35 22.2 radiotherapy only
education
Chemotherapy and 34 21.5
Secondary 27 17.1 surgery only
education
Chemotherapy and 17 10.8
College and 45 285 radiotherapy only
above
CSR 12 7.6
Occupation Farmer 11 7
Radiotherapy only | 0.6
Employed 51 323
Treatment | Curative 38 24.1
Housewife 51 323 intent
Palliative 120 759
Retired I 7
Cancer Stage | 7 44
Student 19 12 stage
Stage I 24 15.2
Merchant 15 9.5
Stage I 13 8.2
Region Addis Ababa 102 64.6
Stage IV |14 722
Oromia 7 7.1 Abbreviation: CSR, chemotherapy, surgery and radiotherapy.
Ambhara 17 10.8
Others* 12 7.5 Table 3 Cronbach’s Alpha Values of EORTC-QLQ-CR29 Scales
Marital status Married 100 633 in Tikur Anbessa Specialized Hospital, Addis Ababa, 2020
Single 28 17.7 Scale Name Number of | Cronbach’s Alpha
Items Coefficients
Divorced 13 82
Urinary Frequency 2 091
Widowed 17 10.8
Mucus and Blood in Stool 2 0.47
Age 1845 132 41.8
Body Image 3 0.70
4665 170 538
Stool Frequency 2 0.85
>65 14 44

and palliative patients were expected to have higher scores
for the symptom items and scales and lower scores for
functional scales and items.

The Mann-Whitney test revealed that there was no signifi-
cant difference between the curative and the palliative treat-
ment groups in any of the scores of the colorectal tool scales or
items. In patients with and without a stoma, the presence of
a stoma led to a deterioration in quality of life by increasing
Urinary Frequency, Flatulence, Embarrassment and Anxiety.
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Table 4 Construct Validity for EORTC-QLQ-CR29 Scales in Tikur Anbessa Specialized Hospital, Addis Ababa, 2020
Scale Item Item-Own Scale Item-Own Scale Correlation After Item-Other Scale P-value
Numbers | Correlation Correction Overlap Correlation
Urinary Frequency 31,32 0.94-0.96 0.8l -0.33-0.34 <0.001
Blood and Mucus in Stool | 38, 39 0.74-0.79 0.24 -0.31-0.35 <0.001
§ Stool Frequency 52, 53 0.92-0.93 0.73 -0.33-0.35 <0.001
N
§ Body Image 45-47 0.75-0.81 0.51-0.55 -(0.4-0.19) <0.001
N
oy
Qo
R
§ Table 5 The Correlation Between the Core EORTC QLQ and CR 29 Scales in Tikur Anbessa Specialized Hospital, Addis Ababa, 2020
[}
2 PF RF PA FA NV CF EF SF QoL
©
(&)
% Urinary Frequency —0.04 —0.01 —0.01 0.0l 0.0l 0.11 -0.23° -0.02* 0.12
~
S Urinary Incontinence -0.24° —0.24° 0.17% 0.17° 0.14 -0.23° -0.21° -0.39° 0.09
Q
@ Dysuria —0.275° -0.34° 0.30° 0.24° 0.43° -0.210° -0.33° -0.32° -0.13
.
Q
S 2 Abdominal Pain —0.14 -0.10 0.38° 0.36° 0.24° —0.14 —0.08 —0.04 0.07
is}
&S
§ 8 Buttock Pain -0.13 -0.19° 0.09 0.02 0.24° 0.10 -0.14 -0.19° -0.19°
§_ —
@< Bloating -0.27° -0.23° 021° 0.25° 0.17° -0.19* -031° -0.15 0.09
=0
< Py
g “§ Blood and Mucus in Stool -0.172 -0.10 0.24° 0.35° 0.18* -0.35° -0.17% -0.13 0.2¢°
% LE b a b b b a b
3 Dry Mouth -0.30 -0.12 0.20 0.33 0.02 -0.25 -0.21 -0.17 0.25
©
§ Hair Loss -0.35° -0.27° 0.36° 0.30° 0.38° -0.3¢° -0.09 -0.20* 0.04
o
N Taste -031° -0.32° 0.40° 0.44° 0.32° -031° -0.06 -0.19% -0.03
o
.
3 Anxiety 029" 0.26" ~0.02 ~0.05 -0.0! ~0.07 033° 0.23° 0.10
& b b b b b b
3 Weight 0.31 0.24 -0.11 -0.15 -0.21 021 0.32 0.333 —0.05
V]
g Body Image 0.45° 0.26" -0.30° -0.29° -0.22° 0.25° 0.58° 0.30° 0.00
£
) Flatulence -0.41° -031° 0.37° 0.1 0.35° ~0.45° -0.12 -0.28° 0.15
c
]
N Faecal Incontinence -0.32° -043° | 029° 0.17° 0.30° -0.39° -034> | -034° 0.04
8 b b b b b
§ Sore Skin -0.20° -0.37 0.28 0.04 0.37 -0.11 -0.33 -0.239 0.08
Stool Frequency -0.23° -0.31° 0.172 0.11 0.18 0.06 -0.38° -0.14 -0.07
Embarrassment -0.12 -0.16° 0.03 0.09 0.08 0.06 -031° -0.11 0.10
Stoma Care Problem -0.15 -0.12 0.03 -0.08 -0.03 0.07 —0.26° -0.14 -0.07
Sexual Interest Men —0.14 -0.11 0.05 0.11 0.03 0.04 0.02 -0.16° -0.12
Impotence 0.03 0.15 -0.09 -0.08 -0.17° -0.02 -0.04 0.02 0.15
Sexual Interest VWomen -0.09 —0.08 0.06 -0.09 -0.14 —0.04 —0.06 0.00 0.172
Dyspareunia 0.08 0.11 -0.07 0.07 0.11 0.0l 0.05 —0.06 -0.12

Notes: ®Correlation is significant at the 0.05 level, *Correlation is significant at the 0.01 level.

Abbreviations: PF, physical function; RF, role function; PA, pain; FA, fatigue; NV, nausea and vomiting; CF, cognitive function; EF, emotional function; SF, social function; QoL,

quality of life.
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Patients with better physical function scored higher for func-
tional items and scales and scored lower for symptom items
and scales. This suggested the known-groups validity of the
tool is fulfilled. (Details are presented in Table 6.)

Discussion
The purpose of this study was to examine the reliability and
construct validity of the Ambharic version of the EORTC-

QLQ-CR29 among Ethiopian colorectal cancer patients. In
our study, the tool was found to be reliable. Its internal
consistency values ranged from 0.47 to 0.91. All scales had
Cronbach’s alpha values of above 0.7, except for the Blood
and Mucus in Stool scale. This finding concurs with the
Dutch and original studies.”*?* However, this finding dif-
fered from Korean and Taiwanese studies,'”'® which found

Cronbach-alpha values of greater than 0.7 for all scales.

Table 6 Known-Groups Comparison: Scales and Items in the EORTC-QLQ-CR29 for Clinically-Distinct Groups in Tikur Anbessa

Specialized Hospital, Addis Ababa, 2020

CR-29 Treatment Mean Rank Value Presence of Stoma Physical Function
Curative Palliative P value Yes No P value Worse Better p-value
n =38 n=120 n =60 N =98 n=179 n=179

BI 76.03 80.60 0.84 79.01 79.80 0.92 66.99 92.01 <0.001
AN 78.25 79.90 1.00 65.95 87.80 0.002 74.37 84.63 0.13
WET 76.22 80.54 0.99 80.73 78.74 0.78 73.11 85.89 0.07
SXM 34.65 44.33 0.10 47.27 38.70 0.87 16.67 45.67 0.25
SXW 36.28 38.54 0.64 39.18 37.30 0.49 43.13 31.81 0.07
UFR 79.53 79.49 1.00 89.78 7321 0.02 80.06 78.94 0.87
BM 82.18 78.65 0.99 69.50 85.6 0.02 84.40 74.60 0.15
STF 78.59 79.79 0.98 86.78 75.04 0.11 83.23 75.77 0.30
URI 82.92 78.42 0.97 82.53 3333 0.49 82.09 7691 0.45
DY S 87.25 77.05 0.80 77.85 80.51 0.70 89.18 69.82 0.00
ABP 79.08 79.63 1.00 69.20 85.81 0.02 88.94 70.06 0.0l
BTP 74.57 81.06 0.86 84.89 76.20 0.23 82.50 76.50 0.39
BLO 76.63 80.41 1.00 75.12 82.18 0.30 88.21 70.79 0.01
DRM 75.83 80.66 0.87 80.37 78.97 0.84 91.20 67.80 <0.001
HRL 87.16 77.08 0.60 66.35 87.55 <0.001 93.04 65.96 <0.001
TAT 75.39 80.80 0.99 68.37 86.32 0.0l 90.32 68.68 <0.001
FLU 76.59 80.42 0.99 89.68 73.27 0.02 95.54 63.46 <0.001
FEI 74.55 81.07 1.00 88.01 74.29 0.05 87.53 71.47 0.02
SOS 77.55 80.12 0.96 80.12 79.12 0.89 84.40 74.60 0.16
EMB 83.78 78.15 0.96 108.25 61.90 <0.001 82.70 76.30 0.34
SCR 34.19 29.48 0.47 NA NA NA 35.05 25.95 0.03
IMP 35.58 44.04 0.16 48.77 37.75 0.16 45.12 39.37 0.12
DYS 43.47 36.27 0.64 3491 39.84 0.37 35.57 40.93 0.23

Abbreviations: Bl, body image; AN, anxiety; WET, weight; SXM, sexual interest (men); SXF, sexual interest (women); UFR, urinary frequency; BM, blood and mucus in
stool; STF, stool frequency; URI, urinary incontinence; DYS, dysuria; ABP, abdominal pain; BTP, buttock pain; BLO, bloating; DRM, dry mouth; HRL, hair loss; TAT, taste; FLU,
flatulence; FEI, faecal incontinence; SOS, sore skin; EMB, embarrassment; SCR, stoma care problem; IMP, impotence; DYP, dyspareunia; NA, not applicable.
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All-items correlations within their scales were greater
than 0.4, except for the Blood and Mucus in Stool scale.
This is similar to the results seen in a Spanish study.'®
However, this is inconsistent with the previous findings
where it was shown that the Blood and Mucus in Stool
scale had convergent and divergent validity.'”'****® The
different findings reveal that limited variability in item
score has an effect on correlation.?’ Thus, lower variability
in our study might explain the difference. In fact, the items
that comprise the Blood and Mucus in Stool scale may not
correlate with each other.

Known-group comparison was performed to check
whether the tool was able to detect differences between
distinct groups. Our findings are consistent with studies
conducted in Spain, China and the Netherlands,16’19’24’28
where the tool was found to differentiate between the
groups. However, the Body Image and Sore Skin items
did not discriminate between patients with and without
stoma. This is inconsistent with previous findings where
a difference was seen according to the presence of a -
stoma.'®'??*?% This difference might be due to the fact
that, in our study, there was an age difference between
stoma and non-stoma patients. However, the previous
studies did not report the age of stoma and non-stoma
patients. In the current study, patients in the stoma
groups were older than those in the non-stoma groups.
Based on a study conducted in Australia, elderly patients
have a greater appreciation for their function and body
image.>* Similarly, the scales and items did not differ-
entiate curative and palliative patients. This could be
explained by the fact that, in our study, the sample size
is smaller in the curative group.

The correlation between the core EORTC-QLQ and
CR29 ranged from “weak” to “moderate”. The highest
correlation was observed between the Emotional and
Body Image scales. This agrees with studies conducted
in Korea and Spain.'®'® This result suggests that the
tools are designed to cover different dimensions of health-
related quality of life. Therefore, the core questionnaire
should be used along the specific module.

In general, the original tool was made in English. English
is not widely spoken in Ethiopia. Therefore, the tool may not
be understood in the same way in Ethiopia. There are also
cultural differences between Ethiopia and where the original
tool was first developed. On top of all these, there is also
a lack of studies on the validity of the tool in Africa. Thus,
this study can fill the gaps observed in Africa.

Strengths and Limitation of the
Study

While the translation of the tool was done, every step of
the EORTC translation process was followed, under the
supervision of the EORTC translation group. Nonetheless,
this study had its own limitations. Even though patients
were included irrespective of their place of residence,
treatment and disease stage, most of them were in the
final stages of cancer. This is because most cancer patients
in Ethiopia come to hospital at the late stages of the
disease.

Conclusion

The current study supported the reliability and validity of the
Ambharic version of the EORTC-QLQ-CR29 among Ethiopian
colorectal cancer patients. We also recommend that research-
ers and clinicians use the core questionnaire alongside the
disease-specific module while assessing health-related quality
of life in colorectal cancer patients. Specific support for each
patient should be focused on the individual domains and items
which eventually contribute to lower quality of life.
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