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Abstract

Background; There are more than 2.3 million cases of breast cancer each year, making it the
most common form of cancer. Benign breast conditions, which are not studied well in Ethiopia,
together with misdiagnosis and the knowledge gap among health professionals, make the burden
even worse. Therefore, this study is crucial in bridging the knowledge gap with this regard.
Objective; The aim of this study was to assess the magnitude of patients with breast
abnormalities; referral; and professionals’ knowledge about breast cancer early detection work at
selected primary health care facilities in Addis Ababa in 2024.

Methods; A multi-center, mixed-method study using a multi-stage sampling method was
conducted at primary healthcare facilities. The quantitative study, which was a retrospective
cross sectional study, was conducted on all case note audits of patients for year 2023 to assess
magnitude and patient outcomes. The other quantitative study had a cross-sectional design and a
self-administered questionnaire was provided to health care professionals to assess their
knowledge about breast cancer early detection work. The data was collected using Open Data
Kit. The qualitative study was conducted with phenomenological study approach. The
quantitative data was analyzed using STATA version 14 software. Descriptive statistics was
done using frequency and percentages. Categorical data analysis and binary logistic regression
were also done. Odds Ratio with its 95% Confidence Interval was used as a measure of
association. Variables having a p value less than 0.05 in the multivariable model were considered
as having significant association with the dependent variable.

Results; The prevalence of breast abnormalities at the selected health facilities was 170.31 per
100,000 population among adult population and 109.14 per 100,000 female populations among
women 30 and older. Patient delay was more than 30 days in 23.5% (85) of the cases. Only
14.9% (54 of the patients were referred to the next health facilities and physical examination was
done only for 20.4% (74) of them. Of the health professionals, 27.6% (137) were knowledgeable
(95%CI (0.24, 0.32)). Among trained health professionals, 72.7% (32) had poor knowledge.
Work experience (AOR=5.61, 95% ClI, (1.32, 23.9)); and risk factor identification (AOR=3.53,
95% CI, (1.66, 7.50)) were factors affecting knowledge of health professionals about breast
cancer early detection work. The qualitative findings confirmed and explained the quantitative
study findings such as absence of referral feedback, screening services and diagnostic
investigations; poor knowledge of health professionals; and patient and healthcare related delays.
Conclusions; There is higher prevalence of breast abnormalities among age 30 and above. Only
14.9% (54) of the patients were referred to the next health facility. Absence of diagnostic
investigations and referrals with incomplete information together with absence of referral
feedbacks deterred the referral experience. Majority of primary healthcare professionals have
poor knowledge of breast cancer early detection work resulting in misdiagnosis and negligence.
Trainings were given for very few of the health professionals and it was not effective that
majority of the trained ones were not knowledgeable.

Keywords; breast cancer, abnormalities, early detection, referral, knowledge, health
professionals, mixed method
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1. Introduction
1.1 Background

Breast cancer has become the most diagnosed disease worldwide, accounting for about 12% of
all cancer cases in 2020 (1). Benign breast disorders and diseases include a diverse set of clinical
and pathologic phenomena. Page's classification method divides benign breast illnesses and
diseases into three clinically important groups: non-proliferative disorders, proliferative disorders
without atypia, and proliferative disorders with atypia (2).

Non-proliferative breast disorders account for 70% of benign breast ailments and are not
associated with an increased risk of developing breast cancer. Cysts, duct ectasia, periductal
mastitis, calcifications, fibro adenomas, and other illnesses fall into this category. Sclerosing
adenosis, radial scars, complicated sclerosing lesions, ductal epithelial hyperplasia, and
intraductal papillomas are examples of proliferative breast illnesses without atypia. Atypical
proliferative disorders share some of the characteristics of carcinoma in situ, but either lack a
major defining trait of carcinoma in situ or have the features in a less developed form (2).
Atypical lobular hyperplasia and atypical ductal hyperplasia, which are included in this class,
have been associated with an increased risk of breast cancer (3). Ductal involvement by cells of
atypical ductal hyperplasia is found to have a 7-fold increased cancer risk, while lobular
carcinoma in situ and ductal carcinoma in situ each has 10-fold increased cancer risk (2).

Breast cancer mortality is disproportionately high in low and middle-income countries (LMICs),
with over 70% of breast cancer fatalities occurring in those under the age of 70 (1). In 2020,
breast cancer was the most frequently diagnosed cancer and the leading cause of cancer-related
mortality in women. Africa reported 531,086 new cases (74.3/100,000). It had a death rate of
85,787 (19.4/100,000), whereas Europe had a rate of 141,765 (14.8/100,000) (3). Breast cancer
was also reported to be one of the most incident and lethal cancers in Ethiopia in 2019, with age-
adjusted incidence rate of 12.9%. It also has the most age-standardized disability-adjusted life
years (129,580) (4).

Many risk factors for breast cancer, such as age, family history, early menarche, and late
menopause, are non-modifiable. Postmenopausal obesity, the use of combined estrogen and
progestin menopausal hormones, alcohol intake, and breastfeeding are all modifiable factors (5).
Sadly, most breast cancers cannot be avoided by primary prevention. As a result, secondary
prevention, such as screening, which tries to halt the progression of disease to a malignant tumor,
is advantageous (6). Screening is responsible for a decrease in mortality, indicating that
screening mammography reduced mortality by roughly 12 deaths per 100,000 women (7).
However, since doing population screening for breast cancer is not feasible, countries must
prioritize breast cancer early detection programs so that at least 60% of breast cancers are
discovered and treated early. Early identification of breast cancer and breakthroughs in treatment
has also increased patient survival (8).
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Health professionals’ lack of knowledge (9, 10) and misdiagnosis (11), particularly among
primary healthcare professionals (12), results in advanced-stage diagnosis. A fragmented health-
care system that involves several administrative delays; limited or nonexistent communication
between hospitals; a limited number of centers and scarcity of equipment required for early
diagnosis; a shortage of trained personnel at primary health-care centers; and a lack of
knowledge of the referral system (13, 14) are all significant barriers to breast cancer early
detection. Some of the solutions at hand include a patient navigation program that acts as a
bridge between the patient and the health care system, enhancing local capacity for cancer care,
community education, improving medical education, and providing training on breast cancer
early detection (13, 15).

The WHO Global Breast Cancer Initiative, launched in 2021, aims at reducing cancer mortality
globally by 2.5% per year. This initiative is built on three pillars: health promotion for early
detection, timely diagnosis, and comprehensive breast cancer management (1). There are other
programmatic efforts, such as the global Breast Cancer Awareness Month campaign, which is
held every October and aims to raise breast cancer awareness (16). The Federal Ministry of
Health in Ethiopia has developed a national cancer control plan, with one of its general goals
being to enhance cancer prevention and early detection initiatives. The strategy focuses not only
on improving early diagnosis and treatment of precancerous lesions or early-stage disease but
also on accelerating the referral of cancer patients for additional care (17).
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1.2 Statement of the Problem

Globally, the incidence of breast cancer cases grew to 2.0 million in 2019 (18), with the WHO
estimating 2.3 million female breast cancer cases in 2020 (1). The global age-standardized
incidence rate (ASIR) gradually increased from 21.44 per 100,000 people in 1990 to 24.17 per
100,000 population in 2019, with a 0.33 estimated annual percentage change (EAPC). The
overall number of death cases has continuously ascended from 0.38 million in 1990 to 0.70
million in 2019. The number of Disability Adjusted Life Years (DALYS) has increased from
11.68 million in 1990 to 20.63 million in 2019. The global age-standardized rate (ASR) for
mortality, DALY, and YLL declined over time, but YLD increased (18).

Breast cancer expenditures are rising due to an increase in the number of patients and treatment
costs. These expenses account for 13% of overall cancer-related spending in Europe (19) and
$1,056 million in Australia (20). However, amount spent on cancer treatment in Africa is
disproportionately low, accounting for only 0.3% of the global cost (21). In Ethiopia, the
projected cost of breast cancer treatment for Tikur Anbessa Specialized Hospital (TASH) in the
number of new breast cancer patients in Addis Ababa, if the unit costs of materials increase by
15 percent every year, will rise from US$ 560,000 in 2021 to US$ 1.14 million in 2025 (22).
Breast cancer also has an economic impact on both cancer patients and their caregivers. On
average, cancer patients lose 27% of their yearly wage in the first 12 months after diagnosis,
while 40% of caregivers had to miss work, with 29% experiencing income loss because of their
caregiving (23). The stage of cancer, cognitive functioning, pain, financial challenges, future
outlook (24), and treatment toxicities (25) all have an impact on the quality of life of breast
cancer patients, who would rather live in full health than live longer (24).

Breast cancer in high-income nations is often diagnosed at an earlier stage and has a better
prognosis than in developing ones (26). It is responsible for one in every four cancer diagnoses
and one in every five cancer deaths in Sub-Saharan Africa. However, precise incidence numbers
in Africa are scarce due to the lack of cancer registration in most countries (27).

In Sub-Saharan Africa (SSA), the five-year survival rate for breast cancer is less than 40%.
Approximately 80% of breast cancers in SSA are diagnosed at late stages due to inadequate
breast examination and early detection practices, patients' lack of awareness as well as the
absence of diagnosis facilities. In SSA, there is a significant delay between the onset of
symptoms and the seeking of medical attention. Most SSA countries have not launched and
sustained screening programs due to logistical, societal, and financial restrictions (3).

The key performance indicator (KPI) for pillar two of the Global Breast Cancer Initiative (GBCI)
indicates that breast cancer should be diagnosed within 60 days of initial presentation. However,
the median diagnostic interval in Addis Ababa, Ethiopia is 69 (22-213) days, with 18% of
patients waiting more than a year (28). This was considerably more pronounced in north-west
Ethiopia, where diagnostic delays ranged from 7 to 276 days. The proportion of those with
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advanced-stage breast cancer diagnosis is 71.2%, and diagnoses in stages | and Il account for
10% and 18.9% of all cases, respectively (11). These percentages are significantly lower than the
GBCI implementation framework of the 2023 benchmark for pillar one, which stipulates that
60% or more of invasive breast cancers should be stage | or Il at diagnosis (1).

Many patients encountered care transition delays because of poor provider knowledge and
misdiagnosis. Patients are frequently given analgesics or other medicines at primary care
facilities for several months before being referred to a facility for breast cancer care (29).

Evidence from various regions of Ethiopia on health professionals’ knowledge of breast cancer
early detection work reveals wider discrepancies. For instance, cross-sectional studies conducted
in Debre Tabor and Addis Ababa show that 79.7% (30) and 30.6% (31) of the health
professionals assessed were knowledgeable about breast cancer early detection methods,
respectively. Although the level of knowledge in Addis Ababa is expected to be higher due to a
better standard of living and access to training, the study indicates a much lower percentage than
Debre Tabor’s. Therefore, this discrepancy might be due to methodological issues that need to be
addressed well to have solid evidence. Moreover, the studies indicated that qualitative study will
elaborate the issue well, suggesting future researchers to do so (31).

Failure to understand the burden of breast abnormalities and take preventive actions may
increase breast cancer risk. Benign breast conditions such as atypical hyperplasia have been
associated with increased risk of breast cancer, reaching up to 43.8% in middle-aged women
(32). Therefore, as the magnitude and outcome of breast abnormalities are not adequately studied
in Ethiopia and there is a paucity of evidence in referral experiences and challenges, this study
will fill the knowledge gap in this regard.

Finally, even though Ethiopia has a National Cancer Prevention Plan, there are no guidelines
explicitly designed for breast cancer prevention. Therefore, this study aimed at filling the
knowledge gap and inconsistencies of information about breast abnormalities, including breast
cancer, by quantifying the magnitude of breast abnormalities in primary health care setups;
assessing health professionals’ knowledge about breast cancer early detection work; and
generating strong evidence that can help improve the program directions and policies.
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1.3 Rationale and significance of the study

1.3.1 Rationale of the study

So far, no published material has clarified the magnitude of breast abnormalities and referral,
except breast cancer, in Ethiopia, particularly at the primary healthcare level. As a result, this
research aids in bridging the information gap and facilitating effective intervention. Furthermore,
this study quantifies the delays at different time points of care which helps to tailor interventions.

Several studies have also found a knowledge gap in breast cancer symptoms, risk factors, and
early detection methods, which resulted in misdiagnosis (9, 10) and patients' loss of trust in
health professionals (33). This knowledge gap is exacerbated even more among
primary healthcare providers (12, 29). As a result, there is an urgent need to assess health
professionals’ expertise to provide them with proper training or to consider improvements in
medical and health science education in the country.

1.3.2 Significance of the study

In developing countries like Ethiopia, focusing on early detection and referral of breast lesions
through early diagnosis is crucial to combat deaths from breast cancer (1). Hence, this study
came up with strong evidence related to breast abnormalities and early detection work, including
referral experiences. This is very instrumental in seeing the problem from different dimensions,
prioritizing, and mobilizing resources for effective planning and implementation, and achieving
the pillar-one recommendation of 60% of early breast cancer detection from WHO/GBCI.
Moreover, it will be an input for the national breast cancer policy in Ethiopia that is under
consideration to be developed.

The findings of this research will be instrumental for programmers and policymakers, health

professionals, curriculum reviewers, and to the public in relation to breast abnormalities and
cancer early detection, referral and professionals’ capacity development in the area.
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2. Literature Review
2.1 Magnitude and characteristics of patients with breast abnormalities

Breast cancer is the most frequent type of cancer in women in 158 of the 183 nations (86%) and
the leading cause of female cancer deaths in 107 of the 183 countries (58%). In 173 of 183
countries (95%), it is the leading or second-leading cause of female cancer-related mortality (1).
The age-standardized incidence of breast cancer in developed countries is 54.5 per 100,000
female population, while it is 31.3 per 100,000 female population in LMICs (34).

A systematic review and meta-analysis of the incidence of breast cancer in Africa revealed that
the overall pooled crude incidence of breast cancer in Africa from population-based registries is
24.5 per 100,000 person years. East Africa has a comparatively higher estimated incidence rate
of 28.0 per 100,000, whereas Central Africa has the lowest pooled incidence rate of 13.4 per
100000 (35).

Breast abnormalities and breast cancer projections in Ethiopia, which account for anticipated
population growth over the next 10 years, show that the number of self-reported breast
abnormalities could increase from 1.0-1.1 million in 2018 to 1.3-1.5 million in 2028. The
expected increase in breast cancer cases among women aged 35 to 49 years is 47.7% (36).
Moreover, a mini review on the current state and uncertain future of breast cancer in Sub-
Saharan Africa indicates that, according to the Addis Ababa City Cancer Registry, Ethiopia
experiences a yearly change of 2.57% in breast cancer cases (3). Over a sixteen-year period, data
on new cases of breast cancer registered annually at the cancer registry of the TASH, the
country's hospital where cancer patients can be diagnosed and treated, show that the number of
cases generally increases from year to year, which may be due to an increase in people's
awareness of the disease (37).

This increasing trend of breast cancer incidence is also observed in other parts of Ethiopia. A
seven-year retrospective assessment of epidemiological trends of breast cancer in southern
Ethiopia revealed that the incidence of breast cancer in hospitals has been increasing over time.
In the three years since the hospital's inception, there has been a 6.7% increase in the number of
cases diagnosed and treated (38).

The overall death rate in a retrospective follow-up study in Ethiopia, where participants were
followed for a total of 60 months, is 16.9 per 100 person-year and the average length of survival
is 38.3 months. Advanced clinical stage, high histologic grade, place of residence, co-
morbidities, menopausal state, number of positive lymph nodes, and hormone therapy are all
significant predictors of mortality in patients with breast cancer (39).
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2.1.1 Age at diagnosis of patients with breast abnormalities

A woman's age is essential in determining whether a given body alteration was caused by an
illness or by normal changes. Young women can easily correlate bodily changes with menstrual
cycles and the possibility of pregnancy, but older women are more concerned with menopausal
changes and age-related diseases. Participants who had ever breastfed or been pregnant
originally regarded their breast symptoms as normal physical changes and paid little attention
until symptoms persisted or became severe (40).

More than two-thirds of breast cancer cases in developed nations are detected in women aged 50
and older (37). However, younger age groups were diagnosed in developing countries. Analysis
of the records of patients hospitalized for breast cancer surgery at the Cancer Institute of Tehran,
an Iranian referral center, reveals that out of 5,265 cases of breast cancer, 62 individuals (1.17%)
were 25 or younger. The patients ranged in age from 15 to 20, with 10 being over the age of 20
(41). Similarly, women with breast cancer in the SSA are apparently younger, having a decade
earlier peak incidence (50.2 years) than African Americans and White Americans, who have
peak incidences of 60.8 and 62.4 years, respectively. Current SSA data show an increase in
diagnosed cases between the ages of 35 and 49, with the majority presenting with advanced late-
stage disease. Although inconclusive, these findings point to a high incidence of breast cancer in
Africa’'s younger age groups (3). This is backed further by research conducted at Tikur Anbessa
Hospital in Ethiopia, which discovered that more than 70% of the cases were diagnosed before
the age of 50 (37). This disparity can be attributed to low breast cancer early detection practices
in developing nations.

According to the majority of published series, the median age at diagnosis for patients with
breast cancer who do not have HIV in a high-income population is 61 years, compared to 10 to
15 years younger among patients with HIV. However, patients with breast cancer in SSA present
at a younger age, regardless of HIV status (42). Abnormal breast conditions are reported at a
median age of 13.5 years among patients who were on ART at the time of the reported event, for
a median duration of 4.9 years from ART initiation and 2.0 years since commencing their current
ART regimen (43).

2.1.2 Symptoms first noticed for healthcare seeking of the patients

According to many research works, the most common symptom documented is a breast lump
(28, 36, 44-52). Nipple abnormalities, breast soreness, ulceration, dimpling of breast skin, lump
beneath armpit, and breast skin abnormalities are the next most commonly reported presenting
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2.1.3 Barriers to breast cancer early detection

A systematic review of barriers to early presentation and diagnosis of breast cancer among black
women focusing on research conducted in developed countries found that a consistent finding
across studies is the low level of knowledge among black and African American women about
breast cancer symptoms and/or risk factors for developing the disease, which is 25% compared
to 44% in white American women. In black and African American women with breast cancer, a
lack of information about symptoms and risk factors is linked to a delay in presentation (33).
Similarly, a qualitative study in South and Southwestern Ethiopia revealed a general lack of
awareness and knowledge about breast cancer risk factors, signs, and symptoms, as well as a
general lack of community activity and attention given to early detection of breast cancer as
barriers to early diagnosis of breast cancer (29).

In an Ethiopian survey, while most women had heard of breast cancer, only 21.3% had heard of
breast cancer screening, and just 1.4% of women aged 40 and older had ever undergone a breast
screening test (54). Several studies conducted in Indonesia, Ethiopia, and other Sub-Saharan
African countries indicate that while some women in the general community are aware of the
term "'screening,"” they are unaware that it is targeted at detecting diseases before symptoms arise
(46, 55, 56).

In a study conducted in Southwest Ethiopia employing the health belief model, it was discovered
that for every unit increase in awareness of breast self-examination (BSE), the odds of practicing
BSE increased by 1.22 times (49). When compared to Clinical Breast Examination (CBE) and
mammography, BSE has a greater participation rate (46, 55, 56). BSE lifetime prevalence rates
range from 5% among Zambian women to 89.2% among female health workers in urban Nigeria.
Across studies, however, the prevalence of regular BSE is substantially lower than the lifetime
prevalence (56).

Even after being introduced to CBE, women in Indonesia preferred BSE because it is simple and
free, and the breast is a sensitive body part that is considered taboo to be touched by male health
care providers (55). Women in Malawi, on the other hand, were afraid that they might miss
something when performing self-checks and preferred that this task be delegated to a qualified
healthcare practitioner (56). This discrepancy might be due to cultural differences and the levels
of knowledge of the participants. In a separate study, most breast cancer patients in Ethiopia
preferred female healthcare practitioners to do their CBE (54). Unfortunately, mammaography is
not available in most SSA nations and is typically only offered to women in urban areas (56).

In a convergent parallel mixed method study in Southeast Ethiopia, only 13.2% of mothers did
BSE. The primary reasons provided by the mothers were a lack of information (37.1%), a
concern of identifying anomalies (21.7%), and a lack of privacy (16.5%). Mothers who
underwent BSE had anomalies in their breasts such as alterations in shape (32.7%) and lumps in
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the breast (26.4%). The vast majority (62.7%) of those who discovered abnormalities in their
breasts sought medical attention (57).

Based on several research, women with greater levels of education are more likely to have had
education are six times more likely to have received a breast screening exam (54). Mothers with
completed primary and secondary education are 3.88 and 11.14 times more likely to use BSE
than illiterate moms, respectively (57). However, knowing about CBE and BSE does not always
translate into better implementation of these techniques (56).

Several studies have indicated several hurdles to the early identification of breast cancer. Family
barriers such as fragile emotional relationships with spouse, lack of mutual understanding
between couples, lack of the spouse's support, fear of the spouse's remarriage and rejection by
him, fear of family breakdown (29, 33, 59) and obsessive attachments to children (59) are
frequently encountered.

Many studies also reported cultural and social barriers such as fear of being judged,
embarrassment in the cultural context deterrent beliefs, and attempting to treat cancer with herbal

losing one's beauty (29, 59) and the resulting mood swings and pessimism (59) false or deceptive
confidence, mental and psychological distress, and deterrent fears (33) are barriers for seeking
early medical care. However, high perceived severity or susceptibility and positive outcome
expectations are 1.78 and 2.05 times more likely to engage in BSE behavior than their
counterparts, respectively (49).

Organizational barriers such as lack of supportive resources and efficient specialized staff are
barriers to breast cancer screening (59). The community's conception of cancer as an incurable
and terrible disease is also the most common reason for being afraid to confirm the patients'
diagnosis (9).

Lack of financial resources for treatment and transportation also contributes to care delays and
makes early diagnosis difficult (9, 29, 48, 61). Higher-income women are correlated with better
breast cancer screening habits (58). Those with a high level of income are almost three times
more likely to be aware of breast cancer screening than those with a low level of income (46).
However, in terms of risk, higher socioeconomic status has been associated to an increased risk
of breast cancer in various studies. Women from higher socioeconomic strata may be more likely
to have breast cancer risk factors such as late age at first birth, early menarche, late menopause,
obesity, and heavy alcohol intake (27).

The other barrier for early detection and treatment of breast cancer is the health system. A
fragmented health-care system with many administrative delays is highlighted as one of the most
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significant barriers in Columbia. Patients have trouble accessing screening programs and gaining
authorizations for government-funded services. Furthermore, communication between hospitals
is weak or nonexistent, particularly between level 1 to 2 and level 3 facilities. Despite universal
coverage, health maintenance organizations retain complete control over authorizations and
require patients to go through a lengthy regulatory administrative process before receiving
treatment (13).

Even though a systematic review of data from multiple countries indicates disparity in its
findings that the studies conducted ten years onwards showed access to healthcare services and
competing priorities had no effect on delay or help seeking intention among black and African
American women, unlike the studies conducted before 10 years (33), an exploratory study
conducted in recent years in Uganda among women with potential breast and cervical cancer
symptoms, shows that a lack of medicines, a long wait time to see healthcare professionals, and
competing social obligations are some of the barriers to prompt health care help-seeking (40). A
qualitative study done in South and Southwest Ethiopia also found that competing priorities
contributed to the delay (29). These disparities could be attributed to differences in
socioeconomic status of the study population, as the former was a systematic review from
several developed countries whilst the rest of the studies were undertaken in developing
countries.

2.1.4 Patient and health care related delay of patients with breast abnormalities

According to a prospective multi-center cohort research conducted in the United States of
America, the median duration between seeking medical attention and receiving a diagnosis is
16.5 days (7-30 days) (62).

In a multinational study conducted in twelve countries, the patient-related delay time ranges from
3.4 weeks in Hungary to 6.2 weeks in Latvia. The mean system-related delay time for all
countries is 11.1 weeks. A patient delay of more than four weeks is also shown to result in a
longer system delay (52).

In a qualitative study conducted in South Africa, the average period between discovery of breast
changes and cancer diagnosis is 256 days, with an average of 164 days between discovery of
changes and presentation to the first healthcare practitioner and 92 days of diagnostic interval
(63). In a research conducted in Rwanda at two rural cancer referral centers, patients’ delays in
early, locally advanced, and metastatic cancers are 60 days, 150 days, and 270 days, respectively
(60).

In an institution-based cross-sectional study conducted in Felege Hiwot, and University of
Gondar specialized hospitals, 75.7% of breast cancer patients has a long patient delay of 90 days
and more, with an average patient delay period of 8 months (48). A cross sectional study in
Northeast Ethiopia shows a slightly lower patient delay of 50.5% (51). The patient delay in
Addis Ababa is 35.7% (28) which is lower compared to the above two studies. This discrepancy
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might be due to the socio-economical differences of the two populations. Moreover, Patients
visiting health centers had longer (89 days) diagnostic interval than those who visited public
hospitals (55 days) for their first medical consultation.

Using data from the English National Audit of Cancer Diagnosis in Primary Care, a study on
typical and atypical presenting symptoms of breast cancer and their relationships with diagnostic
intervals discovers that there is an ample proof for variation in the patient interval by symptom
category. Women who did not have breast complaints had a shorter patient interval than those
who did. Women who presented with breast complaints had the shortest primary care intervals,
while those with 'non-breast’ symptoms had the longest (44).

2.2 Professionals’ knowledge about breast cancer and the early
detection work

A cross sectional study conducted in India shows that 10.5% of nurses had poor knowledge
about risk factors of breast cancer and early detection methods (64). Similarly, in a study of
female nurses in Gaza-Strip Palestine, 77.9% demonstrated strong understanding of risk factors.
When it comes to early detection measures, most participants (94.1%) properly defined BSE and
knew the frequency at which it is performed (81.6%), and 92.7% stated mammography is
valuable for the early detection of breast cancer (65). However, in a cross sectional study
conducted in Saudi Arabia, 53.4% of female health care professionals believe that they cannot
detect abnormalities in breast by self-examination (66) indicating that knowledge gaps in health
care providers come up as an obstacle in early detection work.

A pre-post knowledge-based intervention study in Pakistan found that 85% of the health
professionals opted to go for regular screening after the session, compared to 49% before the
session. Following the lesson, awareness of the age of breast cancer screening recommendations
increased from 28% to 78%. After the session, knowledge of various methods of early breast
cancer diagnosis improved by a factor of ten (67). Health professional who took training have
also 8.9 times greater knowledge score than those who are not (65).

A cross-sectional study conducted in West Shoa zone, Ethiopia indicates that the most known
early detection method among female healthcare workers is BSE followed by CBE and
mammography (68). This finding is similar to that of the study conducted among nurses in
University hospitals in Addis Ababa (69). Nonetheless, noticeable knowledge gap as indicated in
a descriptive cross-sectional study in university hospitals in Addis Ababa, where, 7.0% (69) of
the nurses said it cannot be prevented at all is observed.

In a study conducted in Addis Ababa, Ethiopia, on knowledge, attitude and practice towards
breast cancer early detection methods among female health professionals, only 30.6% (31) had
good knowledge, which is quite low when compared to their positive attitude (73.8%) and
practice. Not only is their degree of knowledge lower in comparison to their positive attitude and
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practice, but it is also lower in comparison to a comparable study conducted in Debre Tabor,
which discovered that 79.7% (30) of health workers have good knowledge.

Physicians misunderstanding of the earliest symptoms (9, 10) inappropriate reassurance of
symptoms as benign and poor provider-patient communication and counseling have all been
linked to late breast cancer diagnosis (9) and loss of confidence in medical personnel (33).
Misdiagnosis is frequently a problem in primary care settings because providers fail to notice
such cases early and refer patients in a timely manner (29). This increases the women's chances
of having an advanced stage diagnosis by 1.9 times compared to those who have never had a
misdiagnosis (11).

Additionally, on a knowledge assessment in Nigeria, primary health center nurses and health
care workers performed significantly lower than other health care providers (12). In another
study, good patient —provider communication is important in lowering anxiety. It was indicated
in a study that the odds of developing anxiety were 4.5 times higher among those having poor
patient-provider communication (70) poor discussions on sexual concerns (71) is also another
challenge.

2.3 Experiences and challenges on referral system of breast abnormality
cases

According to research conducted in Ohio, about half of the physicians stated that they had never
referred a patient for a hereditary breast cancer examination, and 41% of those physicians felt
that the hurdles to referral outweighed the motivations. Urban/suburban practice physicians were
more than twice as likely as rural practice physicians to have previously referred for an
indication of hereditary breast cancer (72).

According to a nested qualitative study conducted in Indonesia, patients had to traverse lengthy
referral processes, which exacerbated the patients' physical condition (73). In another study in
Indonesia, majority of referral patients underwent surgery in the second level of care without
standard procedures, which could be owing to a shortage of mammography facilities and
pathologists (55).

In a seven-year retrospective study in Southern Ethiopia, approximately half of the patients were
referred for radiotherapy treatment at a Tikur Anbessa Specialized Hospital, despite the fact that
information regarding the patients' problems could not be gathered due to the lack of a well-
coordinated referral system (38). Another qualitative study found that the referral experience at
health centers and private clinics is similarly very poor in that it is accompanied by absence of
diagnostic tests and treatment, lengthy diagnostic waiting time for pathologic laboratory test
results, and unaffordable referral costs, even when patients presented early for proper diagnosis
and treatment (29).
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Frequent causes of referral include family history of cancer, patient interest, patient history of
cancer, surgical decision-making, and hormone use decisions. Rural practitioners are more likely
to refer according to patient interest, whereas urban/suburban practitioners are more likely to
refer due to a patient's history of cancer (72). This is similar to a multi-center retrospective study
in rural Ethiopia which shows that patients were referred for diagnostic tests (68%) and treatment
(14%). Referral success rates varied greatly depending on the cause for the referral. The referral
was done more successfully for diagnostic tests (96%) than for treatment commencement (73%)
(74).

Financial hardship in obtaining diagnostic testing and treatment; a lack of social support;
transportation issues (74, 75); and patients seeing their conditions as not severe, especially when
they arrive with minor symptoms (75), are all significant impediments to completing a referral.
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Figure 1: Conceptual framework of early detection, referral and outcome of breast abnormalities
at selected primary health care facilities in Addis Ababa: A multi-center, mixed method study
(adopted from different literature) (29-31).
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3. Objectives
3.1 General objective

To assess the magnitude of patients with breast abnormalities; referral; and professionals’
knowledge about breast cancer early detection work at selected primary health care facilities in
Addis Ababa in 2024.

3.2 Specific objective

v To assess the magnitude of patients with breast abnormalities in primary care setups in
Addis Ababa in 2024.

v' To assess professionals’ knowledge about breast cancer and the early detection work at
selected primary health care facilities in Addis Ababa in 2024.

v" To identify factors affecting health professionals’ knowledge about breast cancer early
detection work at selected primary health care facilities in Addis Ababa in 2024.

v To explore experiences and challenges on the referral system of breast abnormality cases
at selected primary health care facilities in Addis Ababa in 2024.
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4. Methods
4.1 Study setting

The study was conducted in Addis Ababa, Ethiopia’s capital city and Africa Union’s
headquarter. Ethiopia is located in the eastern part of Africa. Addis Ababa is situated at an
altitude of approximately 2,355 meters (7,726 feet) above sea level in the central highlands of the
country. There are currently 11 sub-cities in Addis Ababa. In 2012, the Federal Ministry of
Health of Ethiopia published that Addis Ababa has 13 Hospitals, 98 Health Centers (76) 6
referral hospitals, 5 specialized hospitals, and 2 military hospitals in Addis Ababa. The Ethiopian
health service delivery is structured as primary, secondary, and tertiary tiers. In urban areas like,
Addis Ababa, health centers are in the primary healthcare level providing service to around
40,000 people (77). Most primary healthcare facilities provide services in triaging and referring
patients with breast complaints. According to the Addis Ababa City Administration Health
Bureau, there are 6,860 health professionals working at primary public health institutions in the
city in 2020 (78).

4.2 Study design

A multi-center cross sectional study design with an explanatory sequential mixed methods
research approach was conducted from February 19, 2024 to March 29, 2024. The quantitative
research approach was used for the first two objectives of the study. A retrospective cross
sectional study was employed for the first objective of the study which assessed the magnitude of
patients with breast abnormalities in primary care setups; and for the second objective, a cross
sectional study design with primary data using self -administered questionnaire was employed to
assess professionals’ knowledge about breast cancer and the early detection work at selected
primary health care facilities. In the qualitative study approach of this research, a
phenomenological qualitative study was employed to identify experiences and challenges on
referral system of breast abnormality cases at selected primary healthcare facilities in Addis
Ababa.

4.3 Population
4.3.1 Source population

All patient case notes of those who visited the primary health care facilities for breast complaints
(for the first objective);

All healthcare professionals working at the primary care facilities (for the second objective);
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4.3.2 Study population

All patient case notes of those who visited the primary health care facilities for breast complaints
from January 1, 2023 to December 31, 2023 (for the first objective);

All healthcare professionals working at the primary care facilities during the study period (for the
second objective)

All patients with breast disorders, health professionals, medical directors and government
officials in charge of prevention and control of non-communicable diseases during the study
period; (for the third objective)

4.3.3 Inclusion and exclusion criteria

4.3.3.1 Inclusion criteria

Case notes of patients with breast complaints whose age is 18 and above at public health centers
(for the first study population)

Patients with breast abnormalities who are 18 and above years of age; (for the qualitative study)

4.3.3.2 Exclusion criteria

Patients with breast complaints whose medical charts are not available for further review from
the registry

Health care workers who have worked for less than three months

4.4 Sample size determination
4.4.1 Sample size determination for the quantitative study

4.4.1.1 Sample size for magnitude and outcome of patients with breast abnormalities

All case note audits of patients with breast abnormalities from January 1, 2023 to December 31,
2023 were included in the study, making a total of 473 cases.

However, initially, in determining the minimum sample size required for the magnitude of
patients with breast abnormalities in primary health care facilities in Addis Ababa, no published
reference was found. Therefore, from unpublished dissertation from Addis Ababa University, the
sample size was calculated using the single population proportion formula, taking 4.63%
proportion (79), 3% margin of error, 95% confidence interval, design effect of 2 (36), 90% power
and contingency based on the percent needed to be retained (90%) into consideration.

(z/5)2p(1 —p)
d2
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_(1.96)2 0.0463(1-0.0463)
- 0.032

~ 189

Since the sampling method is multi- stage sampling, multiplying by the design effect made the
sample size:

189 *2 =378

N (number to enroll) multiplied by (% retained) = Desired sample size

N =378/(0.9) =420

Sample size for knowledge of health professionals about breast cancer early detection work

In determining the sample size to assess professionals’ knowledge about breast cancer early
detection work, the sample size calculation formula for one sample, dichotomous outcome was
used; and 30.6% proportion was taken (31); with 5% margin of error (d), 95% confidence
interval, 1.5 design effect (46), 90% power and contingency based on the percent needed to be
retained (90%) into consideration.

(2%/5)2p(1 - p)
n= d2

(1.96)2 (0.306)(1—0.306) 3

0.052 27

Since the number of health professionals working in public health facilities is 6860, which is less
than 10,000, using the sample size correction formula, the sample size would be:

no

1+ (no/Population)
327

n=
1+ (327/6860)

n=

=313

Since the sampling method was multi-stage sampling, multiplying by the design effect made the
sample size:

313 ¥ 1.5=470
N (number to enroll) multiplied by (% retained) = Desired sample size

N =470/ (0.9) = 523
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4.4.1.2 Study participants to identify experiences and challenges on referral system of
breast abnormality cases

A total of 12 study participants were selected from patients with breast abnormalities, health
professionals, medical directors, focal persons from Ministry of Health and Addis Ababa Health
Bureau to identify experiences and challenges on the referral system from different perspectives.
The study participants were continually recruited till saturation of information was reached.

4.5 Sampling procedures

4.5.1 Sampling procedures for the quantitative study

The primary health care facilities were selected by multi-stage sampling method. First 5 sub-
cities from the 11 sub-cities in Addis Ababa were selected randomly. Then 2 health centers from
each sub-city were selected using simple random sampling from where healthcare professionals
were chosen at random. All case note audits of patients with breast complaints from January 1,
2023 to December 31, 2023 from each facility was included, first by taking the Medical
Registration Numbers (MRNs) from patients’ registry and then completing the data extraction
checklist. On the other hand, the number of healthcare professionals that would be selected from
each facility was allocated proportional to the number of healthcare providers.

30



Addis Ababa City Administration

Kolfe Keranyo Sub-

Gulele Sub-city

Lideta Sub-city

city
Addisu Gebeya HC Entoto Fana HC ‘
HCWs CNAs HCWs CNAs
W/ro Beletshachew
HC
Alembank HC Woreda 06 HC
General Jagama Kello HC CNAs
HCWs
HCWs CNAs HCWs CNAs
HCWs CNAs
Arada Sub- city Kirkos Sub- city
Arada HC Afinchober HC Kazanchis HC Kirkos HC
HCWs CNAs HCWs CNAs HCWs HCWs HCWs HCWs

Figure 2: Diagrammatic presentation of the sampling procedure for the quantitative study to
select case notes and health professionals at selected primary healthcare setups in Addis Ababa,

2024
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4.5.2 Recruitment of participants for the qualitative study

The study participants were recruited using maximum variation sampling which aims at
addressing challenges from varied points of view and background.

Box 1: Summary of sample size, sampling/ recruitment and other methodological procedures for
each objective of the study on early detection, referral and outcome of patients with breast
abnormalities in primary health care facilities Addis Ababa, 2024

Objectives Design Population Sample Sampl Sampling Analysis plan
e size technique
To assess  the | Retrospective | Patients | Case notes at the | 420 v" Descriptive
magnitude and | cross- with selected primary statistics
outcomes of patients | sectional breast health care Multi - stage | v* Cross
with breast | design  with | complain | facilities sampling tabulation
abnormalities in | case note | ts
primary care setups. | audits
To assess | Cross Health Health care | 523 v' Descriptive
professionals’ sectional care workers at Multi - stage statistics
knowledge about | design using | workers | primary care sampling v' Cross
breast cancer and the | primary data setups tabulation
early detection work | using self-
at selected primary | administered v' Logistic
health care facilities | questionnaire regression
To identify | Phenomenolo | patients, | patients, health | 12 | Maximum Inductive
experiences and | gical health professionals, variation content
challenges on | qualitative professio | medical sampling analysis/
referral system of | study using nals, directors, Thematic
breast abnormality | In- depth medical | regional heads, analysis
cases at selected | interview directors, | and ministries
primary health care regional
facilities in Addis heads,
Ababa. and
ministries
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4.6 Data collection procedures

4.6.1 Data collection procedure for the quantitative study

4.6.1.1 Source of data

A retrospective review of case notes of patients who visited the primary healthcare facility from
January 1, 2023 to December 31, 2023 was conducted using a data extraction checklist in
English. For the primary data which was collected from health professionals, a self-administered
questionnaire was developed from different literature (30, 31).

4.6.1.2 Measurements

4.6.1.2.1 Dependent variables

e Knowledge of health professionals about breast cancer early detection methods

4.6.1.2.2 Independent variables

e Socio-demographic factors of the health professionals:- (Health center, Sex, Age,
Profession, Level of education, Work experience, Department, Marital status);

e Medical history of healthcare providers:- (Self- history of breast problem, Family history
of breast problem);

e Breast cancer risk factor identification:- (Perceived risk factors of breast cancer, Training,
Breast self-examination, Screening, Referral feedback)

4.6.1.3 Data collection

Four data collectors and two supervisors, who were health professionals with Master’s degrees
and have data collection experience, were selected to collect the data by reviewing the medical
charts of patients for the first objective as they are experienced in the area. For the second
objective, the data collectors collected the data using self-administered questionnaires from the
health professionals to assess their knowledge about breast cancer early detection work.

The data was collected in primary healthcare facilities from record reviews and health care
professionals from February 19, 2024 to March 29, 2024.

The data collectors and supervisors were trained for three days with a training manual on the
tools, which were developed by reviewing different literature (30, 31), by the primary
investigator. A pre-test was conducted on 21 case note audits and 27 health professionals which
are 5% of the total sample size at Woreda 09 health center in Kolfe Keranyo Sub-city and
amendments on the tools were made after discussion.
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The data was collected using Open Data Kit (ODK). The data extraction check list and self -
administered questionnaire developed were converted to an excel form and exported to tablets
then the collected data was retrieved and exported to STATA version 14 software.

4.6.2 Data collection procedure for the qualitative study

As this was an explanatory mixed method research, it was conducted sequentially: the
quantitative study was followed by the qualitative study. In the qualitative study, an in-depth
interview, with open ended questions, was conducted as it would help the participants explain
their actual experiences and opinions.

The data was collected from patients, health professionals, medical directors and focal persons
from the Ministry of Health and Addis Ababa Health Bureau, by the principal investigator. The
in-depth interviews were audio taped after permission from the participants was obtained.
Privacy of the participants was kept by interviewing each at their convenient time and space.

Triangulation/ integration were done for the first and second objectives of the study, to gain a
more comprehensive understanding of the study and to improve its credibility and validity. The
data integration in this study was done at the methods and interpretation and reporting levels.

In the triangulation, following independent analysis of the quantitative and qualitative data, the
results were combined using the "merging data" approach, where it would be presented together
in the discussion section. Integration at the interpretation and reporting level was done using
statistics-theme joint display integration.

4.7 Operational definitions

Primary Health Care facilities (PHCF): refers to health centers which are primary levels of
healthcare in urban areas of Ethiopia (77).

Prevalence: is calculated taking number of breast abnormalities in the numerator; and total adult
women OPD visits and total number of women >30 years of age as denominators

Patient interval: the time from the first appearance of symptoms to the first visit to a health
facility (80)

Diagnosis interval: the time from first consultation with the health care provider to diagnosis of
the disease (80)

Referral interval: period between first consultations with the health care provider to first
referral to thye next health facility (80)
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Good knowledge: There are 10 questions assessing the knowledge of the health professionals,
each having one point for every right answer. Knowledge score of greater than or equal to the
mean knowledge score is considered to have good knowledge (31).

Poor knowledge: is defined as knowledge score of less than the mean knowledge score (80)
Outcomes: In this study outcome refers to the type of breast abnormalities.

Timely health facility presentation: “Patients’ presentation to medical consultation within 90
days of noticing symptoms (28).”

Timely diagnosis: “When patients are diagnosed within two months of their health facility
presentation (1)”

Physical examination: refers to examinations done on the breast(s) clinically.

4.8 Data Management
4.8.1 Data management for the quantitative and qualitative data

The principal investigator retrieved the data collected and did data cleaning to look for
inconsistencies and errors before the analysis was done. During the actual data collection, the
supervisors followed the data collectors to help in clarifying confusions. When it went beyond
that, the principal investigator would address the issues.

The interview guide for the qualitative study was first prepared in English and then it was
translated to Amharic which is the local language. Once the data was collected it was transcribed
in Amharic and then translated to English before the analysis was done.

4.8.2 Rigor of the qualitative data

4.8.2.1 Credibility

The collecting of referential adequacy materials, and peer debriefing was conducted to establish
confidence that the results, from the perspective of the participants, are truthful and credible (81).

4.8.2.2 Dependability

A detailed track record of the data collection process, stepwise replication of the data, and an in-
depth account of the research method was established to ensure the findings of this qualitative
inquiry were repeatable if the inquiry occurred within the same cohort of participants, coders,
and context (81).

4.8.2.3 Confirmability

To increase the potential that the findings would be confirmed by other researchers, frequent
investigator meetings, reflexivity, and triangulation was employed (81)
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4.8.2.4 Transferability

Maximum variation sampling was used, and data saturation and inductive thematic saturation
were assessed, to boost the degree to which the findings could be generalized or transferred to
other contexts or settings (81).

4.9 Data Analysis Procedures
4.9.1 Data analysis procedures for the quantitative data

To assess the magnitude of patients with breast complaints in primary healthcare facilities,
descriptive data analysis and cross tabulations were conducted. To assess the knowledge of
health professionals in primary healthcare facilities, descriptive analysis, cross tabulations and
binary logistics regression were conducted.

In construction of the model, a binary logistic regression was performed to explore the
unadjusted association between the independent and dependent variables. Independent variables
with p-values less than 0.25 as well as variables with established clinical importance were
included for multivariable analysis. Odds ratios were interpreted with 95% confidence interval
and p-values less than 0.05 were considered significant. The two models were then compared
using the partial likelihood ratio to ensure that the parsimonious model fits the same as the
original model.

The interaction between covariates was examined, and summary measures of goodness of fit,
such as the Hosmer-Lemeshow tests, were used to assess the fitness of the model. Moreover, all
assumptions of the logistic regression model were checked and satisfied before the analysis was
run.

4.9.2 Data analysis procedures for the qualitative data

To identify the challenges and experiences in the referral of patients with breast abnormalities
using a qualitative data, the audio tape was first transcribed in Amharic and then translated to
English. Then, inductive content analysis was done and the result was presented in thematic
areas.
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4.10 Data quality assurance

4.10.1 Data quality assurance for quantitative data

The quality of the data was assured by giving trainings on the data collection tools for the data
collectors. Moreover, the data collectors were supervised for appropriate completion and
consistency of the data. In order to validate the tools and identify field work challenges, pre -
testing was done in 5% of the study participants at Woreda 09 health center which was not part
of the actual study spots. The tools were provided to experts, like surgeons, in the area, to ensure
the appropriateness of the tools. After the data collection, data cleaning was done before analysis
and was cross-checked with the data collected whenever needed. Data was retrieved from and
analyzed using ODK and STATA version 14 soft wares respectively.

4.10.2 Trustworthiness of the qualitative data

In order to ensure validity and reliability of the data, the recorded audio was transcribed by the
local language (Amharic) and language of interview. Then, the transcribed audio was translated
to English and made ready for analysis.

4.11 Ethical consideration

The ethical concern that could be raised from this research included the use of patients’ data for
which explicit informed consent was not obtained that the data could be used for different
research in the future. Therefore, taking into account of the minimal risk the study would ensue;
and practicability of the study pertaining to the possibility of death due to breast cancer and
incomplete contact information of the participants, a waiver of consent was requested and
obtained. Moreover, all identifying information was removed during data collection using
numbers to code such variables. Before data collection, ethical clearance was obtained first from
Addis Ababa University, School of Public Health and then from Addis Ababa Public Health and
Emergency Management Directorate. The participants for the second and third objectives of this
study were briefed on the objectives and confidentiality of the study and a written informed
consent was obtained. Privacy of participants was kept by making interviews at participants’
convenience. The collected data was stored password protected. Any participant was allowed to
withdraw from the study at any time as participation was solely on voluntarily and not monetary
incentivized or ensue harm.

4.12 Dissemination of findings

The results of this study will be disseminated to Addis Ababa University, College of health
sciences, School of Public Health; and Addis Ababa Public Health and Emergency Management
Directorate. This work will also be communicated with other researchers in the area and
scientific conferences. Moreover, the findings of this research will be published in a peer
reviewed journal and made available to the public, researchers and policy makers.
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5. Result

5.1 Quantitative Result
5.1.1 Demographic characteristics of the patients with breast abnormalities

The analysis of patient case note audits from January 1, 2023 to December 31, 2023 revealed 473
patients who visited primary health care facilities with breast problems. Of the total case note
audits, the data extraction checklist was completed for 76.5% (362) cases, while the remaining
6.6% (31) were found but lacked information and 16.9% (80) were not found at all. All patients
for whom the checklist was completed for breast abnormalities were female. The majority of
study participants 44.8% (162) were between the ages of 18 and 26, with 41.7% (151) being 30
or older. The median age of the patients was 27 with IQR (24; 33).

Table 1. Demographic characteristics of patients with breast complaints at selected primary
healthcare facilities in Addis Ababa, Ethiopia, 2024 (n=362)

Variables Frequency Percentage
Age in years (Median age: 27, IQR (24;33)

18-29 211 58.3
30-39 115 31.8
40-49 20 55
> 50 16 4.4
Patients’ Sub-city

Arada 33 24.1
Bole 13 9.5
Gulele 40 29.2
Kirkos 14 10.2
Kolfe Keranyo 10 7.3
Nifas Silk Lafto 18 13.1
Yeka 9 6.6
Patients’ Village

Kirkos 22 21.2
Arada 20 19.2
Alembank 36 34.6
Lideta 8 7.7
Other” 18 17.3

“Bole, Gulele, Sululta, kolfe, Sebeta
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5.1.2 Clinical profile of the patients with breast abnormalities

Breast pain was the most common chief complaint 65.8% (238), followed by breast lumps 16.9%
(61) among patients visiting primary health care facilities. For 23.5% (85) of the patients, the
patient delay was greater than 30 days, while for 16% (58) of the patients, it exceeded 90 days.
The study found that 17.1% (62) of patients waited > 90 days before visiting a health facility,
with an average delay of 36 days (SD=135) ranging from 0 to 2045 days. In this study 34% (123)
of the patients waited for morethan two months to have the diagnostic response at primary care
settings. The mean clinical diagnosis delay at primary health care facilities was 3 days (SD=13).

Mastitis 36.7% (133) was the most commonly diagnosed abnormality, while 5.3% (19) suspected
of having breast cancer and 1.4% (5) diagnosed with breast cancer. All patients were diagnosed
clinically; however, 27.6% (100) had breast ultrasounds performed, and 10.2% (37) had other
tests such as FNAC 3.6% (13), Mammogram 3.3% (12), and CBC 1.7% (6) additionally.

Only 20.4% (74) of the patients got clinical breast examination done, and 75.5% (114) of the
women 30 and above have not got CBE done. Of the total breast abnormality cases, 1.4% (5)
were assessed for breast cancer risk. Tenderness, breast mass, nipple discharge, and nipple
retraction were some of the findings during the clinical breast examination. A significant number
of patients, 68% (246), were treated at the health centers, with 14.9% (54) being referred. Five
(9.3%) of the patients referred were treated on-site, with the majority being breast cancer
suspects 18.5% (10), Fibro adenomas 18.5% (10), breast abscess 18.5% (10), and other
preliminary clinical diagnoses at the health centers. Of the total women 30 and above who visited
the health centers for breast complaints (151), 13.9% (21) complained of breast lumps and 57.1%
of them were not referred to the next health facilities.

Of the patients who were treated on-site, 13% (32) were appointed, advised, or both. The
majority of those patients treated on site were diagnosed with mastitis 46.4% (116) and treated
with Cloxacilline, Ibuprofen, Amoxacillin, Paracetamol, Diclofenac, and other analgesics.
Among those who were given an appointment, 26.3% (5) were told to return if their condition
did not improve. None of the patients had feedback on their current health status recorded.
(Table 2)

From a total of 54 referrals, Alert Hospital received the most referrals 51.9% (28), followed by
Yekatit-12 Hospital 13% (7) and Zewditu Memorial Hospitals 11.1% (6). (Annex 1: Table 10)

39



Table 2: Clinical profile of patients with
facilities in Addis Ababa, 2024 (n=362)

breast complaints at selected primary healthcare

Variables Frequency Percentage
Chief complaint

Breast lump 61 16.9
Breast mass 16 4.4
Breast pain 238 65.8
Nipple discharge 8 2.2
Other” 36 9.9
Undocumented 3 0.8
Patient interval (in days)

(Mean:36, SD: 135)

<30 days 277 76.5
> 30 days 85 23.5
Diagnosis made at the PHCFs

Undiagnosed 114 31.5
Mastitis 133 36.7
Breast cancer suspect 19 5.3
Fibro adenomas 28 7.7
Breast cancer 5 1.4
Breast abscess 18 5.0
Lactational mastitis 10 2.8
Other™ 35 9.7
Clinical diagnosis interval at PHCFs (in days)

(Mean: 3, SD:13)

< 60 days 239 66.0
> 60 days 123 34.0
Clinical Breast Examination done

Yes 74 20.4
No 288 79.6
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Risk assessment done

Yes 5
No 357
Decision made at the health facility

Treated on site 246
Referred 54
Other™ 26
No information 36

Feedback on the current health status of the patients

Not recorded 362
Date the symptom was first noticed

Documented 331
Undocumented 31

1.4
98.6

68.0
14.9
7.2
9.9

100.00

914
8.6

“ Breast itching, Nipple pain, Nipple retraction, Breast engorgement, Nipple itching, Nipple laceration,
Burning sensation on the breast, Axillary swelling, checkup, Nipple redness, Breast ulceration, Nipple

discoloration

“ Breast skin abnormalities, Breast fat necrosis, Cysts, Duct ectasia, Benign ductal hyperplasia, BIRAD

I, BIRAD IVC

“* Advised, Appointed, Reassured, on follow up
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5.1.3 Distribution of breast abnormalities at selected primary healthcare
facilities
Alembank health center had the highest number of breast abnormality cases 20.3% (96),

followed by Woreda 06 health center 13.7% (65), placing Kolfe Keranyo as the top sub-city in
terms of breast abnormality case distribution among the five sub-cities.

Table 3: Distribution of breast abnormalities at selected primary health care facilities from
January 1, 2023 to December 31, 2023 in Addis Ababa, Ethiopia, 2024 (n=497)

Name of the health facility Sub-city Frequency Percent
Alembank health center Kolfe Keranyo 96 20.3
Woreda 06 health center Kolfe Keranyo 65 13.7
Addisu Gebeya health center Gulele 39 8.3
Entoto Fana health center Gulele 47 9.9
General Jagama Kello health center Lideta 58 12.3
W/ro Beletshachew health center Lideta 26 55
Arada health center Arada 45 9.5
Afinchober health center Arada 31 6.6
Kazanchis health center Kirkos 40 8.5
Kirkos health center Kirkos 26 55
Total 473 100.0

The prevalence of breast abnormalities, from January 1, 2023 to December 31, 2023 at primary
health care facilities in Addis Ababa, among total adult women OPD visits was 170.3 per
100,000 population while the prevalence among women 30 and older was 109.1 per 100,000
female population 30 and older. Entoto Fana and Alembank health centers had the highest
prevalence of breast abnormalities among women 30 and older (233.5 per 100,000 population
female population 30 and older) and among the total adult women population OPD visit (290 per
100,000 population) respectively.

Arada and Beletshachew health centers had the lowest prevalence of breast abnormalities among
women 30 and older (18.2 per 100,000 female population 30 and older) and among the total
adult women OPD visits (90.8 per 100,000 population) respectively.

42



Prevalence of breast abnormalities among women of all ages ( > 18)
and women age > 30
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# Prevalence among all adult women OPD visits per 100,000 population

i Prevalence among women > 30 years per 100,000 female population > 30 years of age

Figure 3 Prevalence of breast abnormalities at selected primary health care facilities in Addis

Ababa, Ethi

opia, 2024
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5.1.4 Trend of primary healthcare visits for breast complaints in 2023

In 2023, the largest patient flow for breast complaints with respect to the monthly total OPD
visits was in November (30 per 100 OPD visits), followed by October (28 per 100 OPD visits),
and the lowest was in April (12 per 100 OPD visits).

Trend of Primary Healthcare Visits for breast
complaints in the year 2023
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Figure 4 Trend of Primary Healthcare Visits for breast complaints in the year 2023
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5.2 Socio-demographic characteristics of primary healthcare professionals

From a total of 523 health professionals selected to take part in this study, 497 have participated;
making a response rate of 95.2%. The majority of the health professionals were female 69.6%
(346). The median age of healthcare professionals is 29 years (IQR=27; 32), with 57.1% (284)
falling between the ages of 23 and 29. Of the total participants, 47.5% (236) were nurses, while
26% (129) were health officers. The majority of health professionals hold a bachelor's degree
65.6% (326), followed by a master's degree 18.1% (90). While 46.1% (229) of health
professionals had 0-5 years of work experience, 10.7% (53) had 12—41 years of work experience.
The department of Gynecology and Obstetrics had the highest number of participants 21.3%
(106). Most of the health professionals 52.3% (260) were single. The mean net income for health
professionals was 7189.8 ETB. From the total number of health professionals, 6.8% (34)
reported a self-history of breast problems, while 5.2% (26) reported a family history of breast
issues.
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Table 4: Socio-demographic characteristics of primary health care professionals working at
selected primary healthcare facilities in Addis Ababa, Ethiopia, 2024 (n=497)

Variables Frequency Percentage
Health Center

Addisu Gebeya Health Center 57 115
Afinchober Health Center 41 8.3
Alembank Health Center 68 13.7
Arada Health Center 45 9.1
Entoto Fana Health Center 46 9.3
General Jagama Kello Health Center 53 10.7
Kazanchis Health Center 52 10.5
Kirkos Health Center 42 8.5
W/ro Beletshachew Health Center 42 8.5
Woreda 06 Health Center 51 10.3
Sex

Female 346 69.6
Male 151 30.4
Age in years (Median=29, IQR=(27,32))

<30 284 57.1
30-39 183 36.8
40-49 20 4.1
>50 10 2.0
Profession

Health officer 129 26.0
Nurse 236 47.5
Midwife 67 13.5
General practitioner 32 6.4
Other” 33 6.6
Level of education

Bachelor’s degree 326 65.6
Master’s degree 90 18.1
Diploma 80 16.1

Work experience (in complete years)
(Median=6, IQR=(3;9))

0-5 229 46.1
6-11 215 43.3
12-41 53 10.7
Department

Adult OPD 95 19.1
Emergency 70 14.1
GYN/OBS 106 21.3
Under 5 OPD 75 15.1
Triage 26 5.2
Urban Health Extension 47 9.5

Other™ 78 15.7



Marital status

Single

Married

Divorced

Self- history of breast problem

Yes
No
Family history of breast problem
Yes
No

260
228

34
463

26
471

52.3
45.9
1.8

6.8
93.2

5.2
94.8

“Urban health extension worker, Pharmacist, Psychiatric nurse, Anesthetist, Radiologist

““Anti-Retroviral outpatient department (ART OPD), Primary Health Care Unit (PHCU), Public Health
Emergency Management (PHEM), Operation Theatre(OR), Pharmacy, Radiology, Voluntary Counseling

and Testing (VCT)
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5.2.1 Breast cancer risk factors identification among health professionals at
primary health care facilities

Only 34% (169) of healthcare professionals recognized all of the listed breast cancer risk factors.
Of the 8.9% (44) health professionals who claimed to have received breast cancer early detection
training, 22.7% (10) indicated that the training did not include what timely health facility
presentation and diagnosis is; 61.4% (27) were not trained on clinical breast examination; and
81.8% (36) were not trained on mammogram examination.

While 55.3% (275) of health professionals reported that breast cancer screening services were

not available at the primary healthcare facilities they were working, 29.8% (148) reported the
absence of a feedback referral system.
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Table 5: Breast cancer risk factors identification among health professionals at primary health

care facilities in Addis Ababa, Ethiopia, 2024 (n=497)

Variables

Frequency Percentage

Family history of breast cancer
Yes

No

I don’t know

Early menarche

Yes

No

I don’t know
Radiation/hazardous chemical exposure
Yes

No

I don’t know

Advanced age

Yes

No

I don’t know

Overweight (after menopause)
Yes

No

I don’t know

Prolonged use of oral contraceptives
Yes

No

I don’t know

All

Yes

No

Trained on breast cancer early detection work
Yes

No

How is BSE carried out?

One finger palpation

Palm and three finger palpation

I don’t know

Breast cancer screening service at the current health facility
Yes

No

I don’t know

Feedback referral

Yes

No

I don’t know

421
63
13

253
180
64

449
32
16

358
114
25

338
102
57

342
110
45

169
328

44
453

40
428
29

191
275
31

270
148
79

84.7
12.7
2.6

50.9
36.2
12.9

90.3
6.4
3.2

72.0
22.9
5.0

68.0
20.5
11.5

68.8
22.1
9.1

34.0
66.0

8.9
91.2

8.1
86.1
5.8

38.4
55.3
6.2

54.3
29.8
15.9

49



5.2.2 Knowledge of primary healthcare professionals about breast cancer
early detection work

Of all health professionals, 34.8% (173) agreed that breast self-examination, clinical breast
examination, and mammograms are important for early detection of breast cancer. The health
professionals responded that the recommended age to begin breast self-examination was 20 years
60.8% (302), 41.7% (207) said it should be done once a month, and 54.9% (273) said it should
be done 7 days after menstruation. Only 21.7% (108) of respondents agreed that women in
menopause should perform breast self-examination same day of the month.

From the total number of health professionals, 19.5% (97) stated that the recommended age to
begin clinical breast examination is over 30 and the recommended age to begin mammogram
examination is 40 years or older for each. Only 13.3% (66) of health professionals thought that
mammography should be performed twice a year, while 39.2% (195) said it was important for
both screening and diagnostic purposes. (Annex 2: Table 11)

There were 10 questions assessing the knowledge of the health professionals, each having one
point for every right answer. The minimum and maximum possible knowledge scores were 0 and
10 respectively. The mean score of knowledge in this study was 5. Health professionals, who
scored the mean value and above were considered to have good knowledge while those who
scored below the mean value were considered to have poor knowledge. Generally, only 27.6%
(137) of primary healthcare professionals were knowledgeable about breast cancer early
detection work (95% CI: 0.24, 0.32). Of the health professionals who stated that they had
previously received breast cancer early detection training, 72.7% (32) were found to have
inadequate knowledge of the subject; and among those who were not trained, 72.4% (125) had
poor knowledge. And of those health professionals who were trained and claimed to be trained in
clinical breast examination, mammography, and timely health facility presentation and diagnosis,
76.5% (13), 875% (7), and 76.5% (26), respectively, had poor knowledge.

Knowledge of primary health care professionals about breast cancer
early detection

- 27.6%
X&f:

Good Knowledge
& Poor Knowledge

Figure 5 Knowledge of primary healthcare professionals on breast cancer early detection work
in Addis Ababa, Ethiopia, 2024
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5.2.3 Factors affecting knowledge of primary healthcare professionals about
breast cancer early detection work
Variables with a p-value of up to 0.25 in the bi-variable binary logistic regression analysis were
entered into the multivariable model. Therefore, variables like profession, level of education,
work experience, family history, breast self-examination performance, risk factor identification,
and training were entered into the multivariable model. Finally, work experience with
= 0.02); and risk factor identification with
(AOR=3.53, 95% ClI, (1.66, 7.50)) P-value = 0.001) were found to be significantly associated
with the outcome variable in the multivariable analysis.

Table 6: Factors affecting knowledge of primary health care professionals about breast cancer
early detection work using binary and multiple logistic regression analyses (n=497)

(AOR=5.61, 95% Cl, (1.32, 23.9)) P-value

Variables Knowledge COR(95% Cl) AOR(95% CI) P -—value
level, n
Good Poor
Profession
Health officer 48 81 2.17(0.85,5.26) 2.36(0.90,6.22) 0.08
Nurse 56 180 1.11(0.46,2.71) 1.34(0.51,3.52) 0.60
Midwife 16 51 1.12(0.41,3.07) 1.19(0.42,3.37) 0.74
Other 10 23 1.55(0.51,4.76) 1.96(0.59, 6.54) 0.27
General practitioner 7 25 1 1
Level of education
Master’s 33 57 1.43(0.75,2.74) 1.05(0.49,2.23) 0.91
Bachelor’s 81 245 0.82(0.47,1.41) 0.69(0.37,1.27) 0.22
Diploma 23 57 1 1
Family history
Yes 3 23 0.33(0.10,1.11) 0.32(0.09,1.18) 0.09
No 134 337 1 1
Breast self —examination
One finger palpation 10 30 1.60(0.48,5.31) 1.85(0.52,6.66) 0.34
Palm and three finger 122 306 1.91(0.71,5.13) 2.28(0.79,6.56) 0.13
palpation
I don’t know 5 24 1 1
Work experience
0-4 52 131 1 1
5-9 58 147 0.99 (0.64,1.55) 0.93 (0.57,1.50) 0.76
10-14 19 66 0.73(0.40,1.33) 0.53(0.28,1.03) 0.06
15-19 7 3 5.88(1.46,23.6) 5.67(1.3,24.2) 0.02
>20 1 13 0.19(0.02,1.52) 0.25(0.03,2.00) 0.19
Risk factor identification
0-2 risk factors 9 66 1 1
3 or more risk factors 128 294  3.19 (1.54,6.60) 3.53(1.66,7.50) 0.001"
Training |
Yes 12 32 0.98(0.49,197) 1.12(0.54,2.31) 0.76
No 125 328 1 1

* xx *kk Gratistically significant at p < 0.05
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5.3 Qualitative Findings
5.3.1 Background information of the participants

The qualitative component of the study involved a total of 12 participants. From the total
participants 58.3% (7) were female and 30% (3) of the participants were breast cancer patients.
The health professionals comprised of a surgical resident, a health officer, a general practitioner,
a midwife and an urban health extension worker (nurse). The mean age of the participants was
34 years (SD=4.9). The mean work experience of the health professionals and medical directors
is 7 years (SD=3.4) where 71.4% (5) of them have a work experience of 5 and more years.

Table 7: Background information of in-depth interview participants of the study, Addis Ababa,
Ethiopia, 2024

Characteristics Frequency Percentage
Sex

Male 5 41.7
Female 7 58.3

Age (Mean=34; SD=4.9)

26-34 6 50.0
35-42 6 50.0

Role in the health care system

Breast cancer Patients 3 25.0
Health professionals 5 41.6
Medical Directors 2 16.7
Government officials 2 16.7
Work experience (in years) (n=7) (Mean=7; SD=3.4)

0-4 2 28.6
5-10 5 71.4
Facilities and bureaus involved (n=9)

Ministry of Health 1 11.1
Addis Ababa Health Bureau 1 11.1
Tikur Anbessa Specialized Hospital 1 11.1
Arada health center 1 11.1
Entoto Fana health center 1 11.1
W/ro Beletshachew health center 1 11.1
Churchill health center 1 11.1
Kazanchis health center 2 22.3
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5.3.2 The lived experiences of breast cancer patients

The qualitative study findings showed the lived experiences of breast cancer patients in terms of
referral experiences of breast abnormality cases; delays from symptom initiation to treatment of
breast cancer patients; and health professionals’ competence and 7 themes have emerged within
these categories

Table 8: Categories and themes of the qualitative data

Categories Themes No. of coded
responses
Delays from symptom initiation to ~ Patient-related delays 4
treatment of breast cancer patients ~ Healthcare related delays 14
Health professionals’ competence Patients’ point of view 4
Professionals’ point of view 5
Referral experiences of breast Patient experiences 29
abnormality cases Challenges in the referral system 17
Way forwards to improve referrals 6

5.3.3 Delays from symptom initiation to treatment of breast cancer patients

Delays experienced from initiation of breast symptoms to treatment of patients with breast
abnormalities, were categorized into two themes as: patient related delays and healthcare related
delays.

5.3.3.1 Patient related delays

The breast survivors indicated that the delays caused by them for health facility presentation and
getting tests done ranged from few days to a week. The delays were due to seeking religious
alternatives beforehand and fear of knowing if they have a cancer.

“] got scared and stayed at home for 10 days after | have been referred” (30-40 years
old breast cancer survivor)

5.3.3.2 Healthcare related delays

The qualitative study revealed the healthcare related delays as reported by breast cancer patients
and health professionals at different points of the treatment pathway. It was reported that it takes
two weeks to get the surgery done once the patient has been optimized and a minimum of 6
weeks for those would have to take chemotherapy once their response for the chemotherapy was
assessed. The most healthcare delay occurs within the radiotherapy service. It can take several
months to a year while waiting for the radiotherapy queue. However, a different experience was
observed from Churchill health center where health professionals reported that there is no delay
especially mentioning that ultrasounds are available every Thursdays. Other than the service
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related healthcare delays, misdiagnosis and failure to recognize symptoms of breast cancer early
at primary health care facilities resulted in delays.

“..It at least takes 6 weeks for those who had to take chemotherapy before surgery as
their response has to be awaited. For Radiotherapy, I don’t know exactly but, it has a
very long waiting time; it can take months and even a year.” (30-40 years of age surgery
resident at referral hospital)

5.3.4 Health professionals’ competence

5.3.4.1 Patients’ point of view

The breast cancer patients who participated in this study, indicated loss of confidence in the
competence of the health professionals at primary health care facilities mentioning that the
seriousness of their symptoms was not acknowledged. One participant noted:

“l can tell you a lot about health centers...1 argued until the end that | was sick even
showing the lump but they said no you're fine... They refused. Isn't this hard? You are
sick and suffering and you are told that you don't have a disease. It's better if they tell us
to be examined by other professionals somewhere else rather than just prescribing other
medications and sending us home.” (30-40 years old breast cancer survivor)

5.3.4.2 Health professionals’ point of view

The qualitative study showed that specific trainings for early detection of breast cancer were not
given. Though sometimes, orientations are given and the health professionals share the
information each other, it was stressed especially by medical directors that these are not enough
and further trainings should be provided.

“... There are doctors and health officers in OPDs, so these are qualified professionals...
even though it is not enough, there are orientations...but there are no specific trainings or
initiatives to update the health professionals on breast cancer.” (30-40 years old medical
director)

5.3.5 Referral experiences of breast abnormality cases

In analyzing the referral experiences of patients with breast abnormalities, three themes emerged.
Namely: patient experiences; challenges in the referral system; and way forwards to improve
referrals.
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5.3.5.1 Patient experiences

The patient experiences were presented in terms of the symptoms and feelings they experienced;
the support systems they had; religious alternatives they used and positive experiences in
referrals to tertiary health facilities. The breast cancer patients indicated that they have
experienced symptoms like uninterrupted stabbing pain or lumps initially. They have also
experienced range of feelings such as worry, disbelief, shock and despair about their conditions.
The participants indicated that they had a hard time accepting their condition and thought they
would not survive.

The participants had social support systems as a source of encouragement during their illnesses.
Their social support was from their spouses, friends and neighbors who had similar conditions.
There is also an established social support group which was previously at TASH and currently at
Churchill health center where breast cancer patients and survivors meet up once in a month to
share ideas and experiences. On the other hand the participants have briefed on social problems
the breast cancer patients faced from their own experiences and their friends’. Stigma from the
very own spouses and family members of breast cancer patients was encountered. There were
instances where the breast cancer patients were kicked out of their houses by their relatives and
others whose husbands divorced them and brought another wife at their own houses.

“It’s called Nigat Breast Cancer Support Group...| always look forward to the meeting
day excited...So the support group is really important to share ideas and tell how you feel
and learn from others.” (30-40 years of age breast cancer survivor)

Some participants explained that they used religious approaches like ‘Tsebel’ and ‘Emnet’ along
with their treatment at health facilities while others took the religious alternative as they could
not afford treatment. Another breast cancer survivor indicated that some patients stay tring to
heal their disease religiously and visit health facilities really late suggesting that the religious
approaches can go hand in hand and stressed the need for intervention of religious leaders.

According to the breast cancer survivors, those who visited private health care facilities found
the referral service quite effective. Health professionals have also explained the positive aspect
of the referral process in terms of improvement in the knowledge and consciousness of the
community about breast cancer symptoms, investigations sent to determine breast abnormalities
and improved survival of patients after treatment.

The referral process at the primary care level is also seen from the urban health extension
program side where patients are found directly from the community by urban health extension
workers and referred to health centers.
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5.3.5.2 Challenges in the referral system

The participants have raised long queues for treatment, unavailability of medication,
unavailability and non-functionality of investigation materials (except Churchill health center
/EKCC/ which has a separate breast clinic providing screening services, breast ultrasound,
FNAC and core and excisional biopsies), lack of parameters or absence of platform to assess the
system challenges (including not it being included in the DHIS report), lengthy referral processes
as patients will have to go through a complete health service process all over again starting from
taking out cards at the referral sites, incomplete information about patients during referral,
shortage of health professionals and time to provide psychological support for the breast cancer
patients and lack of training for health professionals on breast cancer early detection as
challenges for the referral system from the health system, the ministry and health professionals
side; and patients’ negligence of symptoms, difficulty of patients to accept their conditions,
inability to afford treatments or having no health insurance and patients’ misconceptions about
cancer such as fear that the cancer will not be cured and giving up easily were the challenges in
the referral system identified from the patients’ side.

A surgical resident from a referral hospital has explained the challenge as:

“..The referral also doesn’t include information about other tests performed and
treatments provided. They only have a limited history of the patient. There will come a
time when it will be mandatory to look at it afresh and send tests...” (30-40 years of age
surgical resident at referral hospital)

On the other hand, it was indicated from Ministry of Health and Addis Ababa Health bureau side
that it is professionals’ lack of commitment and awareness on seriousness of the problem that
resulted in not performing the breast cancer screening and filling information on registration
carelessly when no examination was performed. Apart from that not having a data tool and lack
of strong leadership that considers breast cancer as a public health problem were raised as
challenges. It is planned from the Ministry of Health side to make referral linkages directly to
pathology, chemotherapy or radiation service centers to improve patient outcomes. In order to
make the treatment affordable, there are plans to share expenses with EPSA and sell medications
at lower costs. The challenge that was raised from the Ministry about mass training the
professionals was that it was not effective and that there was absence of follow ups.

“Once the already trained are functioning well, we will increase the number. What's the
point? If we train a lot of people and it’s not functioning? What usually happens after we
train a lot of people is, it either doesn't work or there will be absence of follow-up...”
(35-40 year old cancer expert at MOH)

The other significant challenge is on referral feedbacks. Participants of the study indicated that,
the system for referral feedbacks is there but that it is not functional. Even though referral
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catchment area meetings are held every month, most feedbacks are not returned. Having no
culture of writing feedback on referrals has been mentioned by a professional from a referral
hospital. Moreover, the need for strong referral and feedback system was reflected from the
Ministry of Health side acknowledging that the current linkage is very poor.

“Amazingly, it's in the referral sheet format...There is no feedback for each case, despite
expectations.” (24-27 year old health officer at primary care facility)

5.3.5.3 Way forwards to improve referrals

In the qualitative study, breast cancer survivors, health professionals, and medical directors have
put their suggestions to improve the referral process of breast disorders from the primary health
care facilities to tertiary or referral hospitals.

Breast cancer survivors who participated in this study suggested widening treatment spaces and
stressed on the need of providing formal psychological support for breast cancer patients from
patients who beat the cancer and survived.

The primary healthcare professionals made suggestions on the need of making specialists
available for few days in a week on a regular basis at health centers so that the primary
healthcare professionals will provide them with list of patients and the specialists will evaluate
them. Another point suggested was to respond to referrals with feedbacks.

Suggestions from tertiary or referral hospital professional indicated the need to have referral
catchment hospitals to make referrals specific and reduce patient loads concentrated at certain
hospitals only; also to make referrals with full patient information; and to create awareness
especially through the media to deal with misconceptions.

Reflections from the medical directors and Addis Ababa Health Bureau stressed the importance
of awareness creation for early detection of breast cancer; providing trainings for primary health
care professionals; utilization of specific referral catchments; and reporting breast cases in the
DHIS Report with indicators.

“...Breast cancer is not included in the DHIS report...it has no indicator. Had there
been indicators like, how many people are screened, how many people are referred, how
many with cancers are found, how many people are treated, we could ask about the
performance at every level... It would be better if it is included in the report...” (30-35
year old cancer focal person at Addis Ababa Health Bureau)
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5.4 Joint display of the quantitative and qualitative results

Table 9: Statistics-theme type of joint display for the quantitative and qualitative findings

Table 9.1: Statistics-theme type of joint display for the quantitative and qualitative findings of objective one

Quantitative results

Qualitative quotes explaining quantitative results

How the qualitative results
helped explain the
quantitative results

Chief complaints of the patients

80% 65:8%
60%
40% 16.9%
. ()
20% 4:4% 22% 2% 8%
0% - ' — - '
Q < & NN &7
& & N X
Q"b Q”b KQ’
* & AZ 3

B Percentage

“It was an uninterrupted stabbing pain on my breast. | just
felt it till the point I couldn't get up.”

And

“I noticed the lump, which felt like it was sitting on my
breast, as | was changing my pajamas; and | observed that
over and over.”

Confirmed: Breast lumps
and breast pain were the
most reported symptoms.
Breast cancer  survivor
explained their symptoms as
stabbing pain on their breast
and a lump felt like sitting
on their breast

For 76.5% (277) of the patients, the
patient delay was < 30 days.

e “They come quickly these days because they know the
risk. Now it's not like before. Now they are becoming
more aware. When one of the patients comes to us and
gets the service, she goes to her neighbors and talks to
them about it.”

o “I even extended one week on my own after the time [
was appointed to get admitted for surgery as | wanted to
go to Tsebel.”

Confirmed and explained:
Most patients visited the
health facility within thirty
days of noticing breast
symptoms. This can be
explained by the improved
awareness of the
community. For those who
delayed more than 30 days
(23.48%), fear and seeking
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e “I got scared and stayed at home for 10 days after |
have been referred”

religious alternatives were
some of the reasons.

In this study 34% (123) of the patients
waited for morethan two months to have
the diagnostic response at primary care
settings

e “_.if a patient is diagnosed with breast cancer and then
optimized, they will be sent to the operating room within
two weeks. It at least takes 6 weeks for those who had to
take chemotherapy...For Radiotherapy...it can take
months and even a year...”

e “_.she (the health professional) observed it and
squeezed it and it had no discharge, then she said that it
wasn’t a cancer at all...went back home; and then we
just did nothing about it for 3 months...”

Confirmed and explained:
A lot of patients waited for
morethan two months to
have the diagnostic response
at primary care settings.
This can be explained by
misdiagnosis and failure of
recognition of breast cancer
symptoms early at primary
health care facilities.

Breast ultrasound was done for 27.6% of
the patients, FNAC for 3.6% (13) of the
patients, Mammogram 3.3% (12) and
CBC 1.7% (6).

“None of the investigations are available in the health
center. We send the patients to get it done at nearby private
clinics and bring the results. Otherwise, Ultrasound,
Mammogram, and FNAC are not available in the health
center.”

Explained: most of the
patients haven’t got any
tests done as they were not
available at the PHCF.

None of the patients had feedback on their
current health status recorded

e “Amazingly, it is on the referral sheet format...
Feedbacks were supposed to be sent for each case but in
reality there is no feedback. ..... I personally want to get
feedbacks on the cases | have referred for the sake of my
knowledge but I have never received a feedback once...”

Confirmed: Feedback was
documented for none of the
patients and health
professionals indicated that
although the system is there,
they have not developed the
culture  of  responding
referrals with feedbacks.
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Table 9.2: Statistics-theme type of joint display for the quantitative and qualitative findings of objective two

55.3% (275) of health professionals
reported that breast cancer screening
services were not available at the primary
healthcare facilities they were working at.

“To tell you the truth, there is no screening service....
This also depends on the professional ... Plus, for the
interest of time... we rush and as there is a patient load,
we need to be specific...Most of the time we don't do a
general physical examination, it's a focused one...”

Confirmed and explained:
Breast cancer screening
services were not available
in most of the PHCFs.
Reasons like time constraint
and Patients’ lack of interest
were mentioned

Knowledge of primary health care
professionals about breast cancer
early detection

27.6%

N\h

Good Knowledge

& Poor Knowledge

“I don't think she had the knowledge about it, she said
that it didn’t matter and there is no such thing as
cancer.”

“l can tell you a lot about health centers. Most of the
people | talked had experienced same things with the
health center. | argued until the end that | was sick even
showing the lump but they said no you're fine... They
refused. Isn't this hard? You are sick and suffering and
you are told that you don't have a disease. It's better if
they tell us to be examined by other professionals
somewhere else rather than just prescribing other
medications and sending us home.”

Confirmed: Majority of the
health professionals had
poor  knowledge about
breast cancer. They failed to
recognize the symptoms and
neglected it as if it didn’t
matter when the patients
had to be investigated
and/or referred to tertiary
hospitals.

Of the 8.9% (44) health professionals who
claimed to have received breast cancer
early detection training,

» 22.7% (10): training did not

“From the professionals, perhaps the issue of training
may be raised. They may not face a different challenge,
but they mainly need breast cancer training. ... There
were 4 health professionals who were trained on this
under the cervical cancer training and they have given
an orientation for the health center professionals.

Confirmed and explained:
91.15% of the health
professionals are not trained
on breast cancer early
detection work. This can be
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include what timely health facility
presentation and diagnosis is;

» 61.4% (27): not trained on CBE

> 81.8% (36): not trained on
mammogram

However, this is not enough. | believe that more health
professionals should be trained.”

“...It’s due to the focus it has been given that there is no
training on breast cancer early detection”

“...What's the point? If we train a lot of people and it’s
not functioning? What usually happens after we train a
lot of people is, it either doesn't work or there will be
absence of follow-up.”

due to the focus the disease
Is given.
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6. Discussion

This study demonstrated the prevalence of breast abnormalities at primary health care facilities,
knowledge of health professionals about breast cancer early detection work with predicting
factors, and referral experience and challenges of patients with breast abnormalities. In this
study, the prevalence of breast abnormalities at primary healthcare facilities was 170.3 per
100,000 population, while the prevalence among women aged 30 and above was 109.1 per
100,000. As this study is the first in estimating the prevalence of breast abnormalities in health
facilities in Ethiopia it was difficult to make comparisons. However, in a community survey
conducted in rural Ethiopia, 3.4% of the women surveyed reported breast abnormality (36). This
figure was higher in a multi center histopathological audit conducted in Nigeria, where, 68.3%
were benign breast lesions (82).

In this study 13.9% (21) of the patients who were 30 and above years of age presented with
breast lumps indicating that there is a 0.49% (83) chance that their breast lump represents breast
cancer. However, of those aged 30 and up who had a breast lump, 57.1% (12) were not referred
to the next facility. The qualitative part of this study indicated that the breast survivors thought
their symptoms could be due to menstrual changes initially. This finding was similar with a study
conducted in Uganda (40).

Although WHO recommends clinicians pay attention to self-identified breast abnormalities and
recommend diagnostic work-ups (1), only 27.6% (100), 3.3% (12), and 3.6% (13) of the patients
in this study had an ultrasound, mammography, or FNAC done to determine the abnormality
respectively. The qualitative study also found that almost none of the health centers had
investigation modalities available to assess breast disorders. These findings were similar to the
study conducted in South and South western Ethiopia (29). However, these findings were
different compared to the study conducted in Irag which showed the use of investigations as
93.3% for ultrasound, 49.3% for mammogram, and 22.6% for FNAC (84). The reason for the
low usage of investigations, in this study, to determine breast abnormalities can be attributed to
the unavailability of the investigations at the health centers and unaffordability for the patients as
explained in the qualitative part of the study.

Even though the WHO recommends that patients complaining of breast problems receive a
definitive diagnosis within 60 days of their health facility diagnosis (1), only 34% (123) of the
patients in this study received an initial diagnosis after 60 days, let alone a definitive diagnosis.
As explained by the qualitative study, this might be due to misdiagnosis, failure of recognition of
breast cancer symptoms early and unavailability of diagnostic investigations at the primary
health care facilities. These findings can be barrier to early detection of breast cancer as
explained by other studies (13, 14).

In this study, physical examinations were performed only on 20.4% (74) of the patients; however
this was substantially higher than the study on self-reported breast abnormalities in rural Ethiopia
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which reported that physical examination was done in 3.2% (36) of women having breast
complaints. In a 10 year retrospective cohort study conducted in Turkey, cancer was detected in
1.6% of the patients with breast ultrasound alone and in 38.9% of the patients with breast
ultrasound and diagnostic clinical breast examination (85). This implies the crucialty of
including clinical breast examinations along with ultrasound which can be applied in the case of
primary health care facilities. In both studies the most common physical breast examination
finding was breast mass.

In the current study, 14.9% (54) of all patients visiting primary care facilities were referred. This
figure is lower when compared with the figure in southern Ethiopia, where more than half of
the patients were referred (38). This distinction can be explained by the fact that the second study
was conducted in a referral hospital, where patients have already received their definitive
diagnoses, making referrals mostly for radiotherapy. Majority (68% (246)) of the patients in this
study were treated at the health centers. This was also indicated in the qualitative study,
explained as patients are usually given analgesics at primary health care facilities and they reach
tertiary hospitals once their conditions are complicated. These findings are in line with a study in
Ethiopia (29).

Breast pain (Mastalgia) was the most commonly reported symptom 65.8% (238), which is
consistent with the results of a cross-sectional study conducted in Ethiopia (50.8%) (36) and Iraq
(68%) (84). The next most frequently reported symptoms were breast lump 16.9% (61), breast
mass 4.4% (16), and nipple discharge 2.2% (8). This finding was supported by the qualitative
component of the current study where patients reported breast pain and breast lump as
symptoms. These findings differed from a national audit of cancer diagnosis study in London
and Addis Ababa, in which breast lump was the most common symptom in 83% (44) and 78%
(28) of the study participants, respectively, followed by nipple abnormalities (7%), breast pain
(6%), and breast skin abnormalities (2%) (44). The results differ from a study in northern
Ethiopia, where 79% of patients had a long-standing breast mass (47).

The most common clinical diagnosis of patients in the quantitative part of the study was mastitis
followed by Fibro adenoma and so was in the qualitative study. This was similar with a study
conducted in Irag (84). In this study, 1.4% (5) of the patients were diagnosed with breast cancer,
while in Mali, 51.6% were diagnosed with cancer. This discrepancy can be attributed to the fact
that most patients in the current study have not received a definitive diagnosis yet, whereas in the
study in Mali, diagnoses were determined after pathological tests were performed as the study
included both primary care and referral health facilities (45).

This study revealed that 17.1% (62) of patients had a 90-day or more delay before visiting a
health facility, compared to 75.7% (48) and 50.5% (51) in previous studies in Northern and
North East Ethiopia. The mean patient delay in this study was one month and six days, with a
range of O to five years; however, in another study, the mean patient delay was eight months,
with a range of two weeks to three years (48). This discrepancy can be explained by
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improvement in breast cancer awareness as indicated in the qualitative study through time as
these studies were conducted in before five and four years respectively. Another possible
explanation can be the difference in study settings as this study was conducted in the capital city,
Addis Ababa, and the others in Gondar and Dessie towns respectively.

Similar cross-sectional studies conducted in North East Ethiopia, Rwanda, and Northern Ethiopia
found that median patient delays were 4 months (51), 5 months (60) and 12 months (47)
respectively. These disparities may be due to socioeconomic differences which impact the two
communities' health-seeking behaviors. However, a previous study in Addis Ababa found a
median patient delay in line with this study, which ranged from 6 to 132 days (28). This
demonstrates that residence plays an important role in seeking healthcare services.

Patients and health professional in the qualitative section of the study indicated that the patients
were using religious alternatives like holy water and ‘Emnet’ which resulted in delays. This
finding was in line with several studies conducted in different parts of Ethiopia (9, 29, 36, 48)
and in Rwanda (60).

The breast cancer survivors experienced stigma from their spouses and family members of breast
cancer patients who made them leave their home as their husbands re married and their relatives
kicked them out of their houses. This was line with findings from Ethiopia (29) and Iran (59).

In this study, 27.6% (137) of health professionals were found to have good knowledge of breast
cancer early detection work. The qualitative findings also indicated that the health professionals
failed to recognize the symptoms and neglected it while the patients had to be investigated and/or
referred to tertiary hospitals. This finding was consistent with a study conducted in Addis Ababa,
which discovered 30.6% (31) of health professionals have good knowledge. However, it was
significantly lower than the study in Debretabor, which found 79.7% (30) of study participants
had good knowledge. This discrepancy could be attributed to the way the participants’
knowledge was assessed; as the three breast cancer early detection methods namely, breast self
examination, clinical breast examination and mammogram were assessed in the current study
while only breast self examination was assessed and results presented as health professionals’
knowledge level about breast cancer early detection methods in the other study.

In this study 34% (169) of the health professionals identified common breast cancer risk factors
while 77.9% (65) in Gaza Palestine had strong knowledge about breast cancer risk factors. This
significant difference can be due socio-demographic difference of the study participants. The
qualitative study indicated misunderstanding of initial symptoms of breast cancer and
misdiagnosis at primary health care facilities. This finding was in line with other studies
conducted in Ethiopia (9) and the US (10).

Although 72% (358) of health professionals in this study had a good understanding of
mammography, only 57.9% (207) of them recognized it as a screening method for breast cancer.
However, in India, 89% of health professionals, (64) recognized it as a screening method. This

64



difference could be attributed to differences in how health professionals' knowledge was
assessed.

In  multivariable regression, risk factor identification and work experience were
statistically significant variables affecting health professionals' knowledge of breast cancer early
detection work.

In the current study, the odds of having good knowledge about breast cancer early detection
work is 5.61 times higher for health professionals with 15-19 years of work experience than
health professionals with less than 4 years of work experience controlling for all other variables
in the model. This was in line with a previous study conducted in Addis Ababa where work
experience was found to have statistically significant association with knowledge of health
professionals about breast cancer early detection work (31).

The odds of having good knowledge was 3.53 times higher for health professionals who
identified three or more breast cancer risk factors than health professionals who identified less
than three risk factors of breast cancer. Even though risk factor identification was significant in
this study, it was not statistically significant in the study conducted in Palestine (65). This can be
due to the different breast cancer risk factors considered in the studies which were not the same.
However, having a family history of breast cancer has no effect on knowledge of breast cancer
early detection work in both studies (65).

Although providing training in breast cancer early detection work was found to have a positive
effect in knowledge of breast cancer early detection works (15), it showed statistically no
significance in this study. Moreover cross tabulations have also indicated that of the health
professionals who took training on breast cancer early detection, 72.7% (32) had poor
knowledge. This was further confirmed in the qualitative study which revealed that mass
trainings were not effective due to absence of follow up and that the better strategy planned to be
implemented is training professionals at different levels at different times, thereby promoting
mentorship trainings where the functionality will be assessed in between. This difference can be
attributed to the different study settings and the assessment intervals of the training effect, as the
pre-post training assessment was done within a week of completing the training in the Turkey
study while it is not a short term effect of training assessment in the current study.

These findings show the increasing prevalence of breast abnormalities especially in women 30
years and older implying the need to early detection work especially in this age group. Absence
of diagnostic investigations at the health centers implies lower rates of referral and delays in
referrals as undiagnosed patients tend to wait longer for treatment than those with confirmed
diagnosis. Low level of knowledge about breast cancer early detection work among health
professionals can be a source of higher misdiagnosis rates which in turn affects the referral of the
patients; this initiates the need for capacity building activities for health professionals.
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7. Strengths and limitations of the study
7.1 Strengths of the study

This study is the first study to estimate the magnitude of breast abnormalities in Primary Health
Care setting. It is a mixed method study of quantitative and qualitative study approaches where
results were triangulated to provide fuller image of the referral process and maintain validity of
the findings. With regard to this, this research has addressed one of the recommendations from a
previous study.

The quantitative data was collected with an open data kit (ODK) where fields are set required in
order to avoid missing data encountered due to carelessness or intentional ignoring of questions
by the participants and data collectors.

This study is a multi-center study conducted at 10 health centers representing better variety.
Moreover, sampling error was avoided in estimating the magnitude of breast abnormalities,
referrals and delays as the study has taken all cases of breast abnormalities that visited the
selected primary health care facilities during the whole one year period. The study has also
engaged varied set of participants, that is, from the Ministry of Health to breast cancer surviors,
making evidence from different perspectives included.

7.2 Limitations of the study

This study has some limitations. Case note audits of patients with breast abnormalities which
were not available during data collection due to poor document handling; missing history sheets;
medical charts taken out for patients' visit and for other reasons were not included. Due to the
retrospective nature of the chart review part of the quantitative study, some socio-demographic
information of the patients could not be obtained as it was not documented. Moreover,
inconsistent understanding of the term screening among health professionals as identification of
the problem among women who have already got the breast symptoms or came with a breast
complaint rather than among asymptomatic women, might make their response biased. Finally,
for the qualitative study, as in-depth interviews were conducted, it may be prone for social
desirability bias. However, strategies like using triangulation and reflexivity; establishing rapport
and trust with respondents; and avoiding leading questions were used to control social
desirability bias.
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8. Conclusions

The findings indicated higher share of prevalence of breast abnormalities in age 30 and above.
From the patients who visited the primary healthcare facilities only few were referred. Absence
of diagnostic investigations and referral with incomplete information together with absence of
referral feedbacks deterred the referral experience. Majority of Primary healthcare professionals
have poor knowledge of breast cancer early detection work resulting in misdiagnosis and
negligence. The knowledge of health professionals about breast cancer early detection is affected
by their knowledge of breast cancer risk factors and work experience. Though there is shortage
of trainings, majority of those who have taken the trainings were not knowledgeable about breast
cancer early detection methods stressing the need to evaluate the trainings and tailor them. Along
with the early detection work, providing trainings on breast cancer risk factors is also beneficial.
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9. Recommendations

Some recommendations from the findings of this study include for Federal ministry of health,
Addis Ababa health bureau and sub-city health bureaus, to work on breast cancer prevention
activities for instance through awareness creation programs especially targeting women 30 and
older.

For ministry of health to prepare capacity building activities that are tailored to breast cancer
early detection work specifically on Mammogram and CBE trainings for primary healthcare
professionals. Moreover, to provide trainings on breast cancer risk factors as this can largely
affect health professionals’ knowledge on breast cancer early detection. Additionally since
merely providing trainings will not be enough, evaluating the significance and effectiveness of
trainings and following up progresses is instrumental. The ministry should also make
medications available for breast cancer patients from low socio-economic backgrounds for free
or at lower costs.

For health centers, especially focal persons in charge of managing patient medical record/ charts
storage, to oversee careful management of patient case note audits interms of safe storage of hard
copies and appropriate registration in the electronic medical records.

For primary healthcare professionals, to take doing clinical breast examinations seriously,
especially among women 30 and above years of age and to continually update themselves on
breast cancer early detection methods as they stay on the clinical practice and to make referrals
with full patient information and for referral hospital health professionals to respond referrals
with feedbacks.

For future researchers, to conduct prospective studies to assess the treatment outcome of patients
referred from primary health care facilities at tertiary / referral hospitals as there is scarce
evidence especially in developing countries’ setup.
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11. Annexes
Annex 1: Table 10

Table 10: Referral hospital information for referred patients in Addis Ababa, Ethiopia, 2024
(n=54)

Referral Hospital Number of Referred Patients Percent
Alert Hospital 28 51.9
Yekatit 12 Hospital 7 13.0
Zewditu Memorial Hospital 6 111
Tikur Anbessa Specialized Hospital 1 1.9
St. Paul Hospital 1 1.9
Unspecified 11 20.4
Total 54 100.0
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Annex 2: Table 11

Table 11: Knowledge of primary health care professionals about cancer early detection work at
selected primary healthcare facilities in Addis Ababa, Ethiopia, 2024 (n=497)

Variables Frequency Percentage
Methods important for early Breast self-examination 254 51.1
detection of breast cancer Clinical breast examination 11 2.2
Mammogram 8 1.6
Breast self-examination and 51 10.3
Clinical breast examination
All 173 34.8
Recommended age to start breast At 20 years 302 60.8
self-examination for women At 40 years 65 131
After menarche 97 19.5
| don't know 17 3.4
Other” 16 3.2
Recommended frequency of breast Once in a month 207 41.7
self- examination for women Once in a week 140 28.2
Once in three months 110 22.1
| don't know 21 4.2
Other™ 19 3.8
Appropriate time for performing 1-7 days after menses 273 54.9
breast self-examination for women 1-7 days before menses 49 9.9
During menses 22 4.4
At any time 134 27.0
| don't know 14 2.8
Other™ 5 1.0
Appropriate time for performing At any time 322 64.8
breast self-examination for women Same day of the month 108 21.7
in their menopause | don't know 64 12.9
Other™” 3 0.6
Recommended age to start clinical Above 18 226 45.5
breast examination for women Above 25 105 21.1
Above 30 97 19.5
Above 40 42 8.5
| don't know 22 4.4
Other™™* 5 1.1
Recommended frequency to get Monthly 131 26.4
clinical breast examination be done Once in a year 149 30.0
for women Every three months 126 25.4
Every one to three years 57 11.5
| don't know 26 5.2
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Recommended age to  start
mammography examination

Recommended frequency of getting
mammography examination done

Use of mammography

Delayed presentation (patient delay)
for breast cancer

Delayed diagnosis of  breast
disorders

*hkkkkk

Other
30 years

35 years

40 years

45 years

| don't know

Other™

Once in a year

Every six months

Once in two years

Once in three years

| don't know

Other™™

For diagnostic purpose

For screening purpose

For both

| don't know

Presentation to the health
facility a month after noticing
breast symptoms

Presentation to the health
facility > 3 months after
noticing breast symptoms
Presentation to the health
facility > 6 months after
noticing breast symptoms

| don't know

Diagnosis of patients with
breast complaints after a
month of health facility
presentation

Diagnosis of patients with
breast complaints after two
months of health facility
presentation

Diagnosis after 3 months of
health facility presentation

| don't know

8
166
113

97
51
64

168
102
66
82
72

199
93
195
10
146

109

194

48
250

60

136

51

1.6
334
22.7
19.5
10.3
12.9

1.2
33.8
20.5
13.3
16.5
14.5

1.4
40.0
18.7
39.2

2.0
29.4

21.9
39.0

9.7
50.3

12.1

27.4

10.3

“After menopause, after 30 years;

“Daily, once in six months, twice a year, three times a week;

“*Before or after menses:

“Always, every year, every three months;

*khkkkk

*khkkkk

*khkkkkkk

*khkkkkkkk

Up on complaint, below 18, above 35;
Every six months, every two years;

Up on complaint, 50 years, 15 years;
Upon complaint, not recommended, every three month, every five year
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Annex 3: Proportional

allocation of the required sample of health
professionals from each facility to the number of health professionals working
at the primary health care facilities

Name of the primary health Number of health Required sample of health

care facility professionals working in the professionals proportionally
health center at the start of allocated to the number of
data collection health professionals

Alembank health center 141 69

Woreda 06 health center 127 63

Addisu Gebeya health center | 125 62

Entoto Fana health center 94 46

General Jagama Kello health | 109 54

center

W/ro Beletshachew health 85 42

center

Arada health center 93 46

Afinchober health center 88 43

Kazanchis health center 106 52

Kirkos health center 94 46

Total 1064 523

Annex 4: Catchment population and outpatient visit of the selected health

centers

Information from January 1, 2023 to December 31, 2023 (DHIS Tirr 2015 E.C to Tahisas 2016)

Health center Population | Number of | Total no. of Referral catchment
catchment | outpatient | women > 30
visits for years old
adult
women
Alem bank 75,051 33,106 20,857 Alert Hospital
Woreda 06 50,271 26,380 17,419 Alert Hospital
Addisu Gebeya 47,617 31,575 20,131 St. Paul Hospital
Entoto Fana 41,766 19,488 9,849 St. Peter Hospital
General Jagama Kello | 62,770 36,917 23,258 Zewditu Memorial
Hospital
Beletshachew 31,771 28,629 18,036 Tikur Anbessa
Specialized Hospital
Arada 36,551 21,760 12,613 Ras Desta Hospital
Afincho Ber 39,920 24,770 14,863 Yekatit 12 Hospital
Kazanchis 83,500 36,786 24,079 Zewditu Memorial
Hospital
Kirkos 66,787 18,271 13,898 Zewditu Memorial
Hospital
Total 536,004 277,682 175,003
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Annex 5: Data extraction checklist to assess magnitude and outcome of
patients with breast complaints

No. | Variable Response Skips
101 | Name of the health 1. Arada health center
facility 2. Afincho Ber health center
3. Addisu Gebeya health center
4. Entoto Fana health center
5. Woreda 06 health center
6. Alembank health center
7. General Jagama Kello health center
8. W/o Beletshachew health center
9. Kazanchis health center
10. Kirkos health center
102 | Sub-city 1. Arada Sub-city
2. Gulele Sub-city
3. Kolfe Keranyo Sub-city
4. Lideta Sub-city
5. Kirkos Sub-city
103 | MRN
104 | Sex 1. Male
2. Female
105 | Age ( in complete
years)
106 | Patient’s village
107 | Patient’s kebele
108 | Chief complaint 1. Breast lump
2. Breast pain
3. Breast mass
4. Nipple discharge
5. Breast skin abnormalities
6. Undocumented
7. Other, specify
109 | Date the symptom 1. Undocumented
was first noticed 2. Documented
110 | Date, symptom If answered “1” to
109
111 | Date of first visit of 1. Undocumented
the health facility 2. Documented
112 | Date, visit If answered “1” to
111
113 | What was the 1. Undiagnosed
diagnosis in the 2. Mastitis
current health 3. Breast cancer suspect
facility? 4. Fibro adenomas
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5. Breast cancer
6. Breast abscess
7. Lactational mastitis
8. Other, specify
114 | Date the patient was 1. Undocumented If answered “1” to
diagnosed 2. Documented 113
115 | Date, diagnosis If answered “1” to
114
116 | What investigation 1. Clinically........ Yes/No
was done to 2. Breast abnormality............ Yes/No
determine the 3. Other, specify
abnormality
117 | Was clinical breast 1. Yes
examination (CBE) 2. No
done for the
patient?
118 | What was the CBE If answered ‘“2” to
finding? 117
119 | Is there any risk 1. Yes
assessment 2. No
conducted for this
patient?
120 | What was found in If answered “2” to
the risk assessment? 119
121 | What decision was 1. Referred
taken at the health 2. Treated on site
facility? 3. Other, specify
122 | Where is the patient
referred to?
123 | Reason for referral
124 | What treatment was
given at the health
facility?
125 | Date the patient was 1. Undocumented
referred/ treated 2. Documented
126 | Date, referral/ If answered “1” to
treatment 125
127 | Feedback on the 1. Not recorded
current health status 2. Treated at the referral site
of the referred 3. Recovered
patients 4. Died
5. Lost to follow up
6. Other
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Annex 6: Questionnaire to assess the knowledge of the health professionals
about early detection work of breast cancer

Consent: Yes/No

1. Socio demographic characteristics of the study participants

No. | Questions Response Skips
101 | Name of the health facility
102 | Sex 1. Male
2. Female
103 | Age (in complete years
104 | Profession 1. Health officer
2. Nurse
3. Midwife
4. General practitioner
5. Pharmacist
6. Psychiatric nurse
7. Other, specify
105 | Level of education 1. Master’s degree
2. Bachelor’s degree
3. Diploma
4. Other, specify
106 | Work experience (in complete months)
107 | Department (at work) 1. Adult OPD
2. GYN/OBS
3. Pediatrics
4. Emergency
5. Triage
6. Other, specify
108 | Marital status 1. Single
2. Married
3. Divorced
4. Widowed
109 | What is your net monthly income?
2. Medical history of health care providers
No. | Questions Response Skips
201 | Do you have self- history of breast | 1. Yes
problem? 2 No
202 | Do you have family history of breast | 1. Yes
problem? 2. No
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3. Knowledge of respondents on breast cancer early detection methods

No.

Questions

Response

Skips

301

Which methods are important for early
detection of breast cancer?

PN E

Breast self-examination
Clinical breast examination
Mammogram

Breast self-examination and
Clinical breast examination
All

302

What is the recommended age to start
breast self-examination?

At 20 years

At 40 years
After menarche
After menopause
Other, Specify

| don't know

303

How often should breast self-

examination be done?

Once in a month
Once in a week

Once in three months
Other, specify

| don't know

304

When is the appropriate time for
performing breast self-examination?

During menses

1-7 days before menses
1-7 days after menses
At any time

Other, specify

| don't know

305

When is the appropriate time for
performing breast self-examination for
women in their menopause?

At any time

Same day of the month
Other, specify

| don't know

306

What is the recommended age to start
clinical breast examination?

Above 18
Above 25
Above 30
Above 40
Other, specify
| don't know

307

How often should clinical breast

examination be done?

Monthly

Once in a year

Every three months
Every one to three years
Other, specify

| don't know

308

What is the recommended age to start
mammography examination?

MEPoOrwhDROORMWNDERRAONREROORWNDRORONEROOGORWDN RO

30 years
35 years
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40 years

45 years
Other, specify
| don't know

309

How often should mammography
examination be done?

Once in a year
Every six months
Once in two years
Once in three years
Other, specify

| don't know

310

What is the use of mammography?

For diagnostic purpose
For screening purpose
For both

| don't know

311

What is delayed presentation (patient
delay) for breast cancer?

R ONROORWD RO OAW

Presentation to the health
facility a month after noticing
breast symptoms

Presentation to the health
facility > 3 months after
noticing breast symptoms
Presentation to the health
facility > 6 months after
noticing breast symptoms

| don't know

312

What is delayed diagnosis of breast
disorders?

=

Diagnosis of patients with
breast complaints after a
month of health facility
presentation

Diagnosis of patients with
breast complaints after two
months of health facility
presentation

Diagnosis after 3 months of
health facility presentation

| don't know
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4.Individual factors

401 | What are the perceived risk factors for | Yes No I
breast cancer? don’t
know
1. Family history of breast cancer
2. Early menarche
3. Radiation/hazardous chemical
exposure
4. Advanced age
5. Overweight after menopause
6. Prolonged use of oral
contraceptives
7. All
402 | Have you taken any training on breast | 1. Yes
cancer early detection work? 2. No
403 | Did the training include definitions of | 1. Yes If answered “2” to
timely health facility presentation, 2. No 402
diagnosis, and referral
404 | Have you been trained on Clinical 1. Yes If answered ‘“2” to
Breast Examination (CBE)? 2. No 402
405 | Have you been trained on 1. Yes If answered “2” to
Mammogram? 2. No 402
406 | How is BSE carried out? 1. One finger
palpation
2. Palm and three
finger palpation
3. Idon’t know
407 | Is breast cancer screening service | 1. Yes
provided at the health facility you are | 2. No
currently working in?
408 | What breast cancer screening service is | 1. Clinical breast If answered “2” to
provided? examination 407
2. Mammogram
3. Other, specify
409 | Is there a feedback referral system for | 1. Yes
breast cancer cases at the health facility | 2. No
you are currently working in? 3. Idon’t know
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Annex 7: Amharic version of the questionnaire to assess the knowledge of the
health professionals about early detection work of breast cancer

1.

PGk +AFLPTF MUNEP N1-hHN NULLF

¢MC | DPEPT IOAR MHANT
101
PMG +eao pgo
102 | g5 1. @YE
2. (W
103 | e | e
104 | aep 8. PMS a®h77y
9. €N
10. APAE
11. AMPAL 9o
12. AA, 29AR
105 | e4g9oyct 28 5. @A+CH 8.4
6. PNFAC 8914
7. 8TAy
8. AA, £9A%
106
PN ATRE (NDET)
107 | ehc- n&a 1. +0PAAR AR9RS
2. PMUB7Y AT BTN hh9q
3. ATt Ahoee
4. &Y+8
5. TPE
6. AA, £9AR
108 | PoNF Urrr 5. 1MA
6. PN
7. P4
8. NA P9e+Nn+
109 | p+me OCYR MNP oY PUA T | ommmmmmmmmmoooos
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PMS NAT>PPT PhNIRT 4N

¢mC | DPBPTF goAR MO HA AT
201 | e4.AP Pt FOIC AA? 1. h®P
2. he
202 | eNAHAN Pt FOIC SN AA? 1. AP
2. hP
4. DA Pt NINC PLIF PARAPT HEPT JRAR AL PT Ad-$F
¢mC | mPEPT goAR MO HA AT
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UAge

o
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A Bo1AR
AAD-PGP
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ang yMm-?
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. AAD-$9P
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Annex 8: Interview guide
Early detection, referral and outcome of breast abnormalities at selected primary health care
facilities in Addis Ababa

Annex 8.1: Questions for patients

Introduction

First of all thank you for your willingness to participate in today’s interview. The aim of this
discussion is to better understand experiences and challenges on referral system of breast
abnormality cases at primary health care facilities in Addis Ababa.

Questions and consent
Before | start my interview do you have any question about the research please?
Section 1: How did you realize that you have a breast problem at first?

When did you realize that you have a breast problem?

What did you do as you noticed the symptom?

How did you feel as you noticed the symptom?

When did you visit the health facility for the first time?

Where did you go at first? health center or hospital?

What made you decide to visit the health facility late/ early?

What opportunities and challenges did you face as you decided to visit the health
facilities?

Section 2: What does your first health facility presentation look like?

No ook owhdE

8. What clinical and laboratory examinations were done? ,if any

9. What did the health professionals told you? /your diagnosis/

10. What did you feel as you have been told you had a breast cancer?

11. Were you referred to another health facility? If so to where?

12. When were you referred? Or how long did you have to wait before referral?

13. When did you visit your referral site?
Section 3: Can you tell me your experience with the referral system for breast abnormality
cases?

14. How would you describe the process of being referred for a breast abnormality at the
primary health care facility? Was it clear and easy to understand?

15. Did you feel that the primary health care facility adequately explained the referral process
and the reasons behind it?

16. Did you encounter any challenges or difficulties while going through the referral process?
If so, can you explain what they were?
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17. How long did it take from the time you were referred to the time you received further
care or consultation? Was the waiting time acceptable to you?
18. Were there any communication issues between the primary health care facility and the
facility to which you were referred? Did this lead to any complications or delays?
19. Did you receive sufficient information about the facility you were referred to, such as
location, contact details, and the healthcare professionals you would be seeing?
20. Were you satisfied with the quality of care and attention you received at the facility you
were referred to for your breast abnormality?
21. Did you face any financial challenges or difficulties related to the referral process, such
as costs for transportation or additional tests?
22. Are there any suggestions or improvements you would like to see in the referral system
for breast abnormality cases at primary health care facilities?
23. Finally, let me give you the chance if there is anything additional you would like to
discuss
Annex 8.2: Questions for health professionals from primary healthcare facilities
Introduction

First of all thank you for your willingness to participate in today’s interview. The aim of this
discussion is to better understand experiences and challenges on referral system of breast
abnormality cases at primary health care facilities in Addis Ababa.

Questions and consent
Before | start my interview do you have any question about the research please?
Section 1: Can you please tell me about your professional career?

1. What is your profession?

2. What unit are you currently working in?

3. How long have you been working in the health care industry?
Section 2: Can you describe your experience with the referral system for breast
abnormality cases at the primary health care facility you work in?

4. What is the process followed for identifying and referring patients with breast
abnormalities to specialist care?

5. What are the criteria used to determine whether a patient with a breast abnormality needs
to be referred to a specialist?

6. How efficient and effective do you find the current referral system in ensuring timely and
appropriate care for patients with breast abnormalities?

7. Have you encountered any challenges or barriers in referring patients with breast
abnormalities to specialist care? If yes, can you describe them?

8. What is the average time it takes for a patient with a breast abnormality to be seen by a
specialist after referral?
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9. Are there any specific resources or training programs provided to primary health care
staff to improve their ability to identify and refer breast abnormality cases?

10. Are there any collaborative efforts or partnerships with specialists or tertiary care
facilities to enhance the referral process for breast abnormalities?

11. How do you ensure continuity of care and follow-up for patients after they have been
referred to a specialist? Feedback referral system for breast cancer patients?

12. Is a breast cancer screening service provided at health centers for those visiting for breast
unrelated complaints?

13. Are there any plans or strategies in place to address the challenges or improve the
efficiency of the referral system for breast abnormality cases?

Annex 8.3: Questions for medical directors

Introduction

First of all thank you for your willingness to participate in today’s interview. The aim of this
discussion is to better understand experiences and challenges on referral system of breast
abnormality cases at primary health care facilities in Addis Ababa.

Questions and consent
Before | start my interview do you have any question about the research please?
Section 1: Can you tell me about your professional career please?

1. What is your profession?
2. How long have you been working in the healthcare field and specifically as a medical
director?
Section 2: Can you describe the current referral system in place for breast abnormality
cases at the primary healthcare facilities?

3. What is the process involved from detection of breast cancer in patients to their referral?

4. Have you encountered any specific challenges or issues related to the referral system for
breast abnormality cases? If yes, could you provide examples and explain how they have
been addressed?

5. How do you ensure timely and accurate communication between primary healthcare
facilities and specialized breast care centers? Are there any specific strategies or
protocols in place?

6. What collaboration or partnerships exist between your primary healthcare facilities and
specialized breast care centers to facilitate seamless referral and follow-up for breast
abnormality cases?
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7. How do you monitor the effectiveness of the referral system for breast abnormality
cases? Are there any performance indicators or metrics you use to evaluate the system's
efficiency?

8. Have you implemented any initiatives or interventions aimed at improving the referral
process for breast abnormality cases? If yes, what were the outcomes or results observed?

9. How do you ensure proper training and education of primary healthcare professionals
regarding the identification and referral of breast abnormality cases? Are there any
ongoing educational programs or resources available?

10. Are there any particular barriers or challenges faced by primary healthcare professionals
when referring breast abnormality cases? How are these barriers being addressed?

11. Can you share any success stories or positive experiences related to the referral system
for breast abnormality cases at the primary healthcare facilities?

12. What future plans or strategies do you have in place to enhance the efficiency and
effectiveness of the referral system for breast abnormality cases?

Annex 8.4: Questions for Urban health extension workers

Introduction

First of all thank you for your willingness to participate in today’s interview. The aim of this
discussion is to better understand experiences and challenges on referral system of breast
abnormality cases at primary health care facilities in Addis Ababa.

Questions and consent
Before | start my interview do you have any question about the research please?
Section 1: Can you tell me about your professional career please?

1. What is your profession?

2. In which department are you currently working in?

3. How long have you been working in the healthcare field
Section 2: Can you describe the current referral system in place for breast abnormality
cases at the primary healthcare facilities?

4. What is the process involved in detection of breast cancer in patients to in the
community?

5. What criteria are there to refer patients with breast abnormalities?

How effective is the current referral system of breast abnormalities?

7. Have you encountered any specific challenges or issues related to the referral system for
breast abnormality cases? If yes, could you provide examples and explain how they have
been addressed?

8. How long will it take for the patient to be seen by a professional?

o
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9. Are there any specific resources or training programs provided to primary health care
staff to improve their ability to identify and refer breast abnormality cases?

10. How do you ensure continuity of care and follow-up for patients after they have been
referred to a specialist? Feedback referral system for breast cancer patients?

11. Is a breast cancer screening service provided at health centers for those visiting for breast
unrelated complaints?

12. Can you share any success stories or positive experiences related to the referral system
for breast abnormality cases at the primary healthcare facilities?

Annex 8.5: Question for health professionals from referral hospitals
Introduction

First of all thank you for your willingness to participate in today’s interview. The aim of this
discussion is to better understand experiences and challenges on referral system of breast
abnormality cases at primary health care facilities in Addis Ababa.

Questions and consent
Before | start my interview do you have any question about the research please?
Section 1: Can you please tell me about your professional career?

1. What is your profession?

2. What unit are you currently working in?

3. How long have you been working in the health care industry?
Section 2: Can you describe your experience with the referral system for breast
abnormality cases at the primary health care facility you work in?

4. What is the process followed for identifying and referring patients with breast
abnormalities to specialist care?

5. What kind of breast abnormality cases are referred to the referral hospital?

6. How efficient and effective do you find the current referral system in ensuring timely and
appropriate care for patients with breast abnormalities?

7. Have you encountered any challenges or barriers in serving/treating patients referred with
breast abnormalities to the tertiary hospital? If yes, can you describe them?

8. What is the average time it takes for a patient with a breast abnormality to be seen by a
specialist after referral?

9. Are there any collaborative efforts or partnerships between primary healthcare facilities
and tertiary care facilities to enhance the referral process for breast abnormalities?

10. Is there a feedback referral system for breast abnormalities?
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11. Is a breast cancer screening service provided at health centers for those visiting for breast
unrelated complaints?

12. What type of health care process do patients go through once they reach the tertiary
health facility?

13. Are there any positive or negative experiences you encountered in treatment of patients
with breast abnormalities?

Annex 8.6: Questions for ministers and other officials

Introduction

First of all thank you for your willingness to participate in today’s interview. The aim of this
discussion is to better understand experiences and challenges on referral system of breast
abnormality cases at primary health care facilities in Addis Ababa.

Questions and consent
Before | start my interview do you have any question about the research please?
Section 1: Can you tell me about your current position please?

1. How long have you been working in your current role?
Section 2: Can you provide an overview of the current referral system in place for breast
abnormality cases at primary health care facilities?

2. What are the key goals or objectives of the referral system?

3. How are patients with breast abnormality cases identified and referred from primary
health care facilities to specialized facilities?

4. Are there any specific protocols or guidelines followed for referring these cases?

5. What are the main factors that contribute to successful referrals for breast abnormality
cases?

6. What challenges or barriers are faced in implementing an effective referral system for
breast abnormality cases, if any?

7. Are there any technical or infrastructure limitations that impact the referral process?

8. How do primary health care facilities and specialized facilities collaborate or coordinate
in managing breast abnormality cases?

9. Is there any specific training or capacity-building efforts in place to support health care
providers in managing and referring breast abnormality cases?

10. How is the quality of referral information maintained and communicated between
primary health care facilities and specialized facilities?

11. Have there been any notable success stories or achievements in improving the referral
system for breast abnormality cases?
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12. Are there any ongoing initiatives or plans to further strengthen the referral system for
breast abnormality cases?

Annex 9: Amharic version of the interview guide
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+aAC AT TI8CFFT N+HAA ATRZE8F 1M
T PEPTF AT NIRgRyF
PA MMLRT NAREAL N4TF AA DG+ IPI9° AR ITF M PR NAPT ANNP?
A&A 1: ANAPT NA A PP A 191475 RFAA?
1. a™PP GO LY yM-?
2. DAL 1H NPT @ h&A N APNS 10-?
3. NMSM AT8NFTe @-ND 9°% PUA 1H APNG 1M-?
A&A 2: NIPFW4NT PaEan/p /8 PMS +29° Pt FICTFT N+tAPAN+ DA Z4.A
AN+a PAPFT AGR L dDojpg EFAA?
4. M-t FOC LANF@T APTF community AR PARART Y&+ 90T LAPAAA?
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5. Pmt FOC PANT NATE @E NAM™P+E dnan/it AT78ANT AMRMAT 9o Lyt
MOADHFPF AA?

6. Pt FOIC AANTF@ FMAMPTF MPFP AT +1MN, ATANNNT NTILITH 18 AT PADTY
PLALA NCYT 9o PUA PAM4 AT @MY 10?7

7. Mt FOC PANFMY SO PF @ NAG-P+E NARGRLt 278 +8CtF mEege
MATAAT AINMDPFA? AP NPT ATYT AR9AS £FAN?

8. Pt FoC PANT Fha, NEL A NBA NNAT™-P AT8 L PAYL M AT9NE 1H 9°7F PUA
1m-?

9. Pt FOCTT ANPL IR PAPALT AT Z4.C PTRLL FhAFFOT ATIAAA AMST NATPPF
P+AM- AR I NYTF LI PAPAMS TCLTPTF AN?

11. AFNTPF ML AR NAT™P+5 N+AN NEA PURTRT AT ATTAT $MLYF ATLT 99Z71M
LFANR? AT NIAC NATPT PIINLIRAN 24.4-A NCYT AA?

12. Mt F9C AAMANTFO APF PM-F NTIAC PTRLARL ATADAT NMT MALLPTF / community
AL 2AMA?

13. Pt FOIC PANTFOT APTF NARART 278 £IMa™A PNt F2hF AN?

A referral PAT A NAT-PPF M PLPT

e, p

N@E/ L NHAM PA CPMESP AL ADRA+TE £ ST NAPF ATAPAITAT: PHU M-2L2F AATY
NABA ANN NEY7T PAREAD/P /8 MG +2MF M-t ToCY N+HMANt 2444 NCYTT
+9PAC AT TI8CTTT NTAA AGRZ8F jMn:

mPEPTF AT NIogRyF

PA MLRT NALEAL NLF DA DT+ T°TII° ALY M PE hAPT ANNP?
A&A 1: ANAPT NA a=PP A 71914 BFAN?

1. ao-pP gy e ja-?

2. NALF 1H NPFT @ A&A @D APNS 1M-?

3. NMSTA AY5NTE NP 927 PUA 1H APNG 1M-?

NEA 20 NIPFWENT PLLA PG +£9° Pt FI9CTY N+MAN+ AA 244A AN+a
PAPTT AGRL ADAY L FAA?
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4. Pm-t FC PANFD-Y FNAPTT ML AR NAT-P+EFT AGRAPT AT L4.C ATELT 18+
IR LAPAAL?

5. 2% 9% AL Pt FOIC PANTFE- NPT §Fm ML referral AT A PARANT?

6. Pt FOC AANF@D: FMPF @PFP AT +1N, ATANNNT NI 18 ALY PADT
PLA.LA NCYT TP PUA PAME AT M9 TML?

7. Referr +2Co1m. Payaem. et FIC PANFMT FMMPF ATAIAT NARAMT 1€
+8CHF MEIR AATANT AINMM-PFA? AP NPT ATTT AR9AH SFAN?

8. PMF FIC PANT FN9 Ndddd NBA NAR NAGE-P A8 L PALBM- AN 1H NTF
[

9. PMF FTOACTTY LA Yt AMAAA NATAANTT MLI® NAN+E 248 M5 +L+q
Nagan/p /8 MG +PF NN P+NANC NPT LI ACATPT AN?

10. AMt NIAC NA+HET PONLARAN LL.4-A NCEF AA?
11. hmeF JC AA+2 21 FoICT ATLINT APTF Pt NINC PIRCARE ATAT £AMA?
13. FNPF N+ALR PMT +PTF DA NIA 927 o7 A2TF PUNTRT LeFTFT PAGA?

14. At F9IC PANTF® FTMT Py L4 NHARANT ¢ Fhaq A8 9° Mg NAT™PPT
AT9C 977 challenge Ak

15: oMt FOC PANFMTY FARAQPF AAMRM, APYFP/ AAFP Mt P7FNT AJMTR hA
neherT

AUNIS +2F 8L LN+CTF D PRPT
ane)n, p

N/ P NHAM $A OMELEP AL AMA+E £ LT NALF ATMAITAT: PHU O-L2F AATH
NASA ANN NOQ7T PAREAD/P /8 M5 +2MF M-t ToCY N+MANt 2444 NCYTT
+9PAC AT T18CTTT NTAA AGRZ8F jMh:

MmPRPF AG hIogRY+
PA OMLERT NAREML NLF DA MG+ FIIR ALTF M P NAPT ANHP?
A&A 1: ANAPT NA 0> PP A 79145 EFAA?
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1. a>-PP GOy Ly §a-?

2. NUAIRT/ NG AAR AT8 LI NMG +29° BRAA+CTT 927 PUA 1H APAS 1D-?

N&A 2: NATLE £48 PMT +2I9F Pt FICTFT AT PADT PLLLA NCYF ARIAR RFAN?
3. NFNTPTF AL PM-F NINCT NAPAPT BIPC ANN 2444 BN AT LEFT 927 9P TFa-?

4. AM-t FICF hedd-A AN+IR IC P+PPH AR +18CFF MEID 180 F AIMMM-PFA? AP
NPT IPAAPTT MmN AT ATLF ATLH4+ NSt LFAN?

5. NAYLE B8 PM.T +2MF AT NLLA +2MF aPhhd M FP AT FANAT 7T+ AT+
@/ 7% LFAA? NNF@. P+@AF NAFT DLID TEFNAT AX?

6. Pt FOICT N+APANT AT PAR 2444 AT AFTFTAT AT FFE NATLT L8 PG
+£MF A5 N44.¢-A +2TF a®hnd 2% FNNC DLIR ACHT AA?

7. AMT FOCF PLLLA NCY+ET MFTTT ATLF £&8MMEA? PNCYEYT MM+
AODIGDIGD PaQ M A-NFM PAL ]ARID AAPANTT MLID APAN PPTF AN?

8. AMT ToICTF PLLdd 12+ T ATAAA P+hé agFm19® +1ARIT MLI® MALINITT
+9NZPA? AP NPT @M PF 927 1N4?

9. Pt FOCTFY AP AT Z4LC LAY N+MRAN+t PaREam/ e o/8 eMmSG NAD>-PPF
+IN.®F NAMT AT FIUCT APMAL AT8F PLITMA? PMEIT PAD- PFICUCT TLILTPF
MLI® INYPF AN?

10. oMt FOCTFY Z4C APLTF POREAD/P £/8 PMS NAO™PPTF fa9PImayFm- AR
MmATAAT MLIR +918CFF AN? ATHU PATAAT ATLF APHL + 108?

11. NATLE 228 PMS +£F N Pt FICFT N+IAN+ Nk AN+I° IC P+PPoH
@MIF@mI9° PANTF FLNTFT MLIR ADYFP +PPACPTFT MNLA EFAA?

12. AMF FoICTF PLLLA NCYEY ™Mt ATIALT o7 PMLLT APLT MLID NATT
Ah?
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AMLNFCTF AT AT NANAMS T D PEPF

anef, e

NAREaLP NHLM: A CPMLSP AL AMPA+E £ LT NAUF ATAPAITAT: PHU 28 hAT
NA&N ANN NTQITF PAREaR/P /8 MG +RMF PM-F FICT N+aANt PLLld NCYTT
+IPNC AT TASCETT NHAA ATRLSTF 1M

mPEPF AT NI TH

A @MLRT haREa g Nt NA DT+ T°I9° ALTF D PR NAPT ANNP?

h&A 1: NAAUF PNS MSP A194% £TFAA?

1.

ALY NANT PRS- TG 927 PUA 1H APWS 10?2

NEA 2: NATLT £48 M5 +2MTF em-T FICTFT N+aAh+ AUT PAD-T PLLLA
NCYT AMPAL AR JF MPLN LTFAA?

2. PLALA NCYE RAG OINT MLIR AATHPT g7 gD §FM-?
3. PMt FOC PANFE FNIQPF hApEaR/P /5 PMS +2MFt ML AR +2M+ AL+

TAR+TMD L4C RELIA?

4. RIHUY FNOPF L4C ATIELD PTANHATFD: AR TEFN AT MRIP ARADLPPF A7
5. At FICTF NN 2444 ANTPRA PO LLLTHT PT PT 11CT T21L7T TF@-?
6. Pt FACT N+AANt OMFM PLLd NCITT +INER ATELD o7 +78C+F

METR ATALT PIMA™FA?

7. PL4.4A Lo+ P £h1h® ML g parw/+ ATt 12NF AA?
8. PaREAD/P P/8 PMG +2MF AT AL +£MF PMt FOUACLTT AMEMME AT T

10.

11.

12.

2+NNeA?

PMF FOICTT ATING® AT L4C ATILZT PMG NAT™PPTFY AdRLI& P+AP PHAMST
MLIR PAPID )INF NPT AN?

papEan/p £/8 PMS +2MT AT AR &AALPT PN PLL LA TS met ATRT
2MNPA?

PM-t FOICT NHARANT PLL A NCYTY NTIAARA 218 PR Fmd PANT FZhT mRIR
ANFT Ak?

Pm-t TOCT NHARANT 244A NCYET PNAM ATIMTNC $METT PATE @-MmEPT
MLI° ASLTF AN?
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Annex 10: Study Information Sheet
Department of Epidemiology and biostatistics, School of public health, Addis Ababa University

Title: Early detection, referral and outcome of breast abnormalities at selected primary health
care facilities in Addis Ababa: A retrospective follow up study

Principal Investigator: Bethlehem Fiseha
Contact Information: Mobile phone no.: +251 965187334,
Email: bethlehem.fiseha@gmail.com

Invitation:

You are being invited to participate in this research study. Before you decide whether to
participate, it is essential that you understand the purpose, procedures, risks, and benefits of the
study. Please read this information sheet carefully and feel free to ask any questions you may
have.

Background;

There are more than 2.3 million cases of breast cancer each year, making it the most common
form of cancer among men and women combined. By making strategic investments in health
systems founded on established principles of health promotion for early detection, referral,
timely diagnosis, and access to treatment it is possible to reduce early death from breast cancer
and related complications.

Objective:

This research project aims to assess the magnitude of patients with breast abnormalities; referral;
and professionals’ knowledge about breast cancer early detection at selected primary health care
facilities in Addis Ababa.

Significance of the Study:

This study will come up with strong evidence related to breast abnormalities and early detection
work including referral experiences. This will be very instrumental to see the problem from
different dimensions and prioritize and mobilize resources for effective planning and
implementation and achieve the pillar one recommendation of 60 % of early breast cancer
detection from WHO/GBCI. Moreover, it will be an input for the national breast cancer policy
which is under consideration to be developed.

The findings of this research will be made available for policy makers, health professionals,

curriculum reviewers and the public.
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Study site and period:

The study will be conducted at selected primary health care facilities in Addis Ababa from 02
January 2024 to 29 February 2024.

Study Procedures:

If you choose to participate, the following procedures will be involved in the study:
v' Completion of a brief questionnaire to gather demographic and breast cancer early
detection work related information.
v Interviews on experiences and challenges in the early detection of breast abnormalities
and the referral process.

Potential Risks/ Benefits:

Participating in this study involves minimal risks. The primary risk is the potential breach of
confidentiality, but strict measures will be taken to ensure that all data is de-identified and kept
secure. There may be no direct benefits to you as a participant; however, the information
obtained from this study may lead to improved breast cancer care and referral for future patients.
Confidentiality:

All information collected during this study will be treated with strict confidentiality. Your
identity will be kept anonymous, and data will be stored securely in accordance with applicable
data protection laws. Only authorized researchers will have access to the data.

Voluntary Participation and Withdrawal:

Participation in this study is entirely voluntary, and you have the right to refuse or withdraw at
any time without providing a reason. Your decision to participate or not will not affect your
current or future medical care at the health center and/ or your work position.

Contact Information:

If you have any questions or concerns about the study, you can contact the principal investigator
at [+251 965187334] or [bethlehem.fiseha@gmail.com].

Address of IRB secretariat officer phone and email address
+251 and ............ @gmail.com
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Annex 11: Consent Forms

Annex 11.1: Consent form for patients

| have read and understood the information provided in this consent form, and | voluntarily agree
to participate in the research study on early detection, referral and outcome of breast
abnormalities at selected primary health care facilities in Addis Ababa. | understand that my
participation is entirely voluntary, and | am free to withdraw at any time without this affecting
the medical service | get or bringing other consequences. | also understand that my identity will
be kept confidential, and my data will be handled securely.

Participant's Name:
Participant's Signature:
Date:

Principal Investigator's Name:
Principal Investigator's Signature:
Date:

Annex 11.2: Consent form for health professionals

| have read and understood the information provided in this consent form, and | voluntarily agree
to participate in the research study on early detection, referral and outcome of breast
abnormalities at selected primary health care facilities in Addis Ababa. | understand that my
participation is entirely voluntary, and | am free to withdraw at any time without this affecting
my job or having other consequences. | also understand that my identity will be kept
confidential, and my data will be handled securely.

Participant's Name:
Participant's Signature:
Date:

Principal Investigator's Name:

Principal Investigator's Signature:
Date:
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Annex 11.3 Consent form for medical directors

| have read and understood the information provided in this consent form, and | voluntarily agree
to participate in the research study on early detection, referral and outcome of breast
abnormalities at selected primary health care facilities in Addis Ababa. | understand that my
participation is entirely voluntary, and | am free to withdraw at any time without this affecting
my job or having other consequences. | also understand that my identity will be kept
confidential, and my data will be handled securely.

Participant's Name:
Participant's Signature:
Date:

Principal Investigator's Name:
Principal Investigator's Signature:
Date:

Annex 11.4: Consent form for government officials

| have read and understood the information provided in this consent form, and | voluntarily agree
to participate in the research study on early detection, referral and outcome of breast
abnormalities at selected primary health care facilities in Addis Ababa. I understand that my
participation is entirely voluntary, and | am free to withdraw at any time without this affecting
the current position I hold or having other consequences. | also understand that my identity will
be kept confidential, and my data will be handled securely.

Participant's Name:
Participant's Signature:
Date:

Principal Investigator's Name:

Principal Investigator's Signature:
Date:
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Annex 12: Amharic version of the participant information sheet
PRGT a8 mlPT

PATRMENE AT NNFNEAN F9RUCT ASA TPANZHAN MG FIUCT N T RGN ANN
RLACAt

CoNn: NASN ANN N+ N+ae/my. PaREan/e 2/8 PMS ATANNN dPAsh, +%MF Pyt
ANARTY ANP LR MPT 4L A AT M- PRAT M N L MmeF

PT ACML:- NLHARTD &N

PADYT R840 PIPNLA NAN €M(C: +251 9651873341
A.TA: bethlehem.fiseha@gmail.com

INH:-

NHU PGt mGH AL ATEFA+4 +INHPA: ATRA+E NADMATP NLF PG+ GATHT Y LTI
ALIPF AT MPIOTF a0/ 8+P NMI® ANLAT Y- ANAP LU PAD/E M/ b+ Nh1$E PN
AS MIFM-Y90 P ACDMPP 497F LATHP::

8¢

NPAOD+ N2.3 @A LT NAL PM-F NIAC TMEPF Ak 2UTR NDILFS NATTF dabhhd NMg
PHAML PNIAC ALYT 10 NMST NCATT @NM NAFR ATINNTEIFTT Nt MATO-
PMS MA+POP AOCPTF AL PHAPAL+T $LAD gOLADLE 4L 4AT MPFP JOLADL AT URTRTT
N7+ Nt NIAC T2 T1LT PA AR 9o+ AT +PPH FaCTT aPbin L FAA:

4 ATY:-

2U PIRCIRC TCERT Pt FoIC PANTFOT FNMPF NHTF AT M FFOT NA PM-F NIAC
$L9° e NATIDS PNAPPF AM-$F: NASN ANN N+IRZM. PAREAR/P /8 PG
ATA%I et DAk, +2MF (2444 ACHT AR PIMO™FY AJRES +98(C+F dRAPT
A@RIIRIIR PAAR (@

PgE ANLALT -

LU MmGF PMrt &dD gordnl. NLPFGT PLL A ATRAT JIC P+PPH MYThe TNZEPTY
PADPMA. RUI® F947 N+APP APmen, ATIPF AST NATT NAPLI® AT NTHANAN
AD-MFT AL AS TN AT 60 % PPLA® oMt NIACT N WHO/GBCI e+77®m-7 9oAN
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AT ATIANT NMID AJH BUPTA: hHUI® NAL AGPHIEF APFNN AAD- ATC h$& Pt
NINC 7AN, I NAT BUPTA:

PHU mTF %% F AZ7AN AOMLPTI AMG NATPPFI ALY+ FIRYUCT 7929 PT AG
AchHN £CNA::

enTt NJF AT 1LH;

2GR NC 02 ANN PNtF 29 7 2024 NALN ANN N+ARLM- PAREARLP 228 M AMNNP
+2MT LNY8A:

PG T YL TT:-
AMA+HE NARZ ML P N+AT Y22 F NAG+H A LA+4 A

v eNI-hHN AT et NIAC LA gocans. NPT +PPH aZEPFT AAPANAN Asee(C
MMLP MMGpP:
v Mt ARARTT 890 NAPAPT AT NELLA BT N NAIMA™ +980C%F
PATML ST
AUF POLFA ALIPT/ P F:-

NHU »FF @AM A+ MAMLPIFT M A PANTA NFAIRT 11C 917 UAgR /B PT
+AL+M AY8LFME AT LUYIE ATLtMNE ATIZI1M mNP ACTCPEPT LMASA: ATL
+AFL ARCNP TP dm+g MmPRT ALPC 2FAA; 2T AYE NHU met P4+77m- ao/g
PHAAA Pt NIAC ATANNNT AT ADLLTF FNMPF N+HAAET PAPMA,

M NADERTF:-

NHU ®5F @& F POANAMNTT aZEPTF A NNP MAREPIF BPHA: MYTHP NML ;P
Ui £aPMA AT @Y+ BUTTER N+MNP Uid NTAANFFO- PO DNP UITF OALT
eNMFA: P PLATD: +A0LMLPTF NF @MY ) TH LFAA:

NELLATT +ATE AT aP@d-mF;

NHU mGTF @A RA+E - N4 N4 PLTEYF 10, AT NTITM-9° 1H PAICATLT ATRN,
PMAT MEGR PAD+M AONF RAPF, ADDA+E MLID AAMRA+E MNP ALY NAD- DLIP
MLLF NMT MNLP AN PAPFY PAAIRT UF1d ATANNN AS PN NFPTY ALISM-9P,
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hE A

NA MG+t MIFD-I° AL mPE MLIR NJT NAPT PTm7 aoCaqs N [+251 965187334]
M®L9° [bethlehem.fisesha@gmail.com] @397+ &FA K

P IRB N2 PT anTT NN AT ATRA ALGA

251 e, AT @gmail.com
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Annex 13: Amharic version of the consent forms
PhIR 9T 2 AFhM,PF

NHU PAIRIRIT R PPLNM-T ABLE AN +LEFAL ATIP NALN ANN N+ M. PaRB D/ P
228 PMS +2M%F Pt ANATY ANP LR MMSPT £L A AT @M AL NTR.L27M- PIRLCIRC
MGT AL AMA+E N4PL +NMIFAU: PAL +ATE A NO-A NLPLLHIT ATELY
+ & FALT AT U PO7T@T PUNTRS ATAIAT ARS8 MEID AA OPHH APAPm NAyyFa-ge
1H AGA$S 19 15 AT IR MYE NTADC ATLT MNP AT @-4N LU NtMNP Ui
A2 NG+ FAU

P+AF4 NI
PA A4 &CT:
$7:

PCAN aBCagg hge:
PCAN OBCaRL 4Co:
b7

PhIRP 1T X AMGT NAT™PPF

NHU PATRIRTT & PZND-Y ABLE ATNN +LEFAU ATTR NASN ANN N+ARLM. PaREan/ P
/B PMS +2MF M-t ANAT T ANPLIR DI £L.4-A AT Mt AL N99,2470- PIRCIRC
mTF AL AMA+E NEPL +NMIFAU: PAL +ATE A N4 NLPLATTF ATELY
+EFAUT AT 2U NG-8T NLINM MEIR AA ABHH APAPMANT PAJRIID ADHH NR3E a-gP
1H AGPA$PS 19 15 AT8 IR MYt NAUADC ATLT MNP AT @-4N LU NtMNP U
ATLMA+G1L 8 F AU

P+AFE NT:
PHAFd &C:
$7:

PCAN AOCIE hgo:
PCAN ORCMY, &LCT:
$7:
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PP IF 22 AUNICS +2MF 82 4h+CF

NHU PATRIRIT & PZND-Y A°LE AN +LEFAU ATTR NASN ANN N+IRM. PAREaR/ P
228 PMS +2M%F Pt ANATY ANP LR MMSPT £L A AT @M AL NTR.L27M- PIRLIRC
MGTT AL AMA+E NPL +NMIFAU: PAL +ATE A NA-A NLPLHIT ATELY
HEFALT AT 2U D4R NLTNE MLID AA APHH APAPMANT PAJRIYR ADHH NAR3EMm-go
1Hh AGRA$S 19 15 AT IR MYE NTADC ATLT MNP AT @-4N LU NtMNP Ui
A2 NG 8 FAU

P+AFd NI
PA P4 &CT:
$7:

PCAN OBCTL DTP:
PCAN O®CTRL 4C9:
¢

AP 28 AMLNTFCTF AT AT NANAMST AUNIPT +2 T 82.L0h+CF

NHU PATRIRIF & PLNG-T AOLE AN HLEFAU ATTP NA&N ANN N+ARLM-. PAREARL P
248 PMT +2 T Pt ANATT ANP IR MMPT L4 44 AT @Mt AR NTR,LL70- PIRCIRC
et AL AMRA+E NLPL +NTMIRFAU: PAL +ATE a4 NA™k NLPLATF ATRLY
T & FALT AT 2U NG-RT ARTND MBI AA APHH APARMAT PAGRTID dDHH NIY75FMD-9°
1 ATRAPSP 19 1% ATR IR Y1t NTUNDC ATLTLMNSP AT O-1N RUTIR N+MN$ UiF
ATLMN+TG1L +L e F AU

PrAFe NG
Pt e &C:
Y

PCAN oCans pge:
PCAN ABCARL &LCa9:

$7:
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Annex 14: Waiver of consent request form

Here is to formally request a waiver of consent for conducting a retrospective review of medical
records at selected primary healthcare facilities in Addis Ababa. Given the nature of this
retrospective review and the large number of records involved, obtaining individual consent from
each patient is both impractical and could potentially compromise the validity of the study
results. Therefore, we seek your support in granting a waiver of consent to access and review the
medical records of eligible patients meeting the inclusion criteria for this study.

Purpose of the Study: the purpose of this retrospective review is to assess the magnitude and
outcomes of patients with breast abnormalities at selected primary healthcare facilities in Addis
Ababa. The findings of this study will contribute to improve breast cancer early detection work
and referral of patients with breast abnormalities.

Non-lIdentifiable Data / confidentiality/: any identifiable information such as name, address, or
contact details, will be removed and replaced with a unique study identification number to ensure
anonymity throughout the study. Only authorized researchers will have access to the de-
identified data, and strict security measures will be in place to protect patients’ privacy. The
results obtained from this retrospective review will be summarized in aggregate form, and no
personally identifiable information will be disclosed or published.

Minimal Risk: the retrospective review of your medical records imposes minimal risk, as it
involves the collection and analysis of information that is already documented within the medical
records. All data will be handled confidentially and in accordance with applicable privacy laws
and ethical guidelines.

Data Protection: we will implement rigorous data protection measures to safeguard information
during the research process. The medical records will only be accessed by authorized researchers
involved in this study, and all data will be stored securely on password-protected servers.
Furthermore, the results derived from this research will be communicated in a manner that does
not allow identification of any specific individuals.

We truly appreciate your time and consideration in this matter. Your support will significantly
contribute to the success of this study and its potential impact on breast cancer early detection
and outcomes of patients. Thank you in advance for your attention to this request.

Sincerely,

Bethlehem Fiseha

MPH in Epidemiology and Biostatistics candidate,
Addis Ababa University
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Annex 15: Training manual for data collectors and supervisors

Early detection, referral and outcome of breast abnormalities at selected primary health
care facilities in Addis Ababa: A multi- center mixed method study

November, 2023
Part I: Overview of the study
Background

Breast cancer has become the most commonly diagnosed disease worldwide, accounting for
about 12% of all cancer cases in 2020. Benign breast disorders and diseases include a diverse set
of clinical and pathologic phenomena. Atypical lobular hyperplasia and atypical ductal
hyperplasia have been associated with increased risk of breast cancer. Ductal involvement by
cells of atypical ductal hyperplasia is found to have 7-fold increased cancer risk whilst lobular
carcinoma in situ and ductal carcinoma in situ each has 10-fold increased cancer risk. Breast
cancer was also reported to be one of the most incident and lethal cancers in Ethiopia in 2019,
with age adjusted incidence rate of 12.9%. It also has the most age-standardized Disability
adjusted life years (129,580).

Since, the vast majority of breast cancers cannot be avoided by primary prevention, secondary
prevention, such as screening, which tries to halt the progression of disease to a malignant tumor,
is advantageous. Even though screening is responsible for a decrease in mortality, population
screening for breast cancer is not feasible. Therefore, countries must prioritize breast cancer
early detection programs so that at least 60% of breast cancers are discovered and treated early.
Early identification of breast cancer and breakthroughs in treatment has also increased patient
survival.

Health professionals’ lack of knowledge and misdiagnosis, particularly among primary
healthcare professionals, results in advanced stage diagnosis. A fragmented health-care system
that involves several administrative delays; limited or nonexistent communication between
hospitals; a limited number of centers and scarcity of equipment required for early diagnosis; a
shortage of trained personnel at primary health-care centers; and a lack of knowledge of the
referral system are all significant barriers to breast cancer early detection. Some of the
solutions at hand include a patient navigation program that acts as a bridge between the patient
and the health care system, enhancing local capacity for cancer care, community education,
improving medical education, and providing training on breast cancer early detection. This study
aims to assess the magnitude and outcomes of patients with breast abnormalities; professionals’
knowledge about breast cancer early detection work; and identify experiences and challenges on
the referral system at selected primary health care facilities in Addis Ababa.
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Part II: Training and its arrangements

In order to achieve the objectives of this study, the data collectors and supervisors will be trained
on the study design, research ethics, data collection technique, the study data collection tools,
and the field procedures required.

The principal and co investigators will give the training for each session over three days. The
training will be held in the mornings and afternoons from 8:00 am to 12:00 am and from 2:00 pm
to 4:00 pm respectively from February 5, 2024 to February 7, 2024. During the training, the
trainers will work intensely to ensure the research team is ready for the actual work. Before the
start of each training session, the team members are expected to study this manual along with the
data extraction checklist and self- administered questionnaire and to write down any concerns
they have, which will make the training more successful and allow appropriate use of time. They
shall also learn a lot from each other by asking questions and experience sharing. Investigators
and supervisors should use the manual to guide their work in supervising data collectors in
collecting accurate data from respondents. At the completion of the training, all data collectors
and supervisors will be grouped and travel to the field for the pilot study and to practice.

Part I111: Survey Organization and Roles and responsibilities

The data for this study will be collected using an Open Data Kit (ODK) data extraction checklist
and a self - administered questionnaire. The data extraction checklist will be completed by each
data collector by reviewing patient registries and then medical charts. The total number of case
note audits required for the study is 420. The number of health professionals required for this
study is 523.

A self-administered questionnaire is designed specifically to be completed by a respondent
without intervention by a trained data collector or interviewer collecting the data. That means
there is no need of interviewer to motivate or help the respondent to complete the questionnaire.

Both the data extraction checklist and self-administered questionnaire to be used for data
collection in the current study are prepared in English in order to make the questions short,
simple and understandable for the respondents. We assume that the healthcare workers
confidently complete the questionnaire in English. The data extraction checklist has a total of 32
check points, and the questionnaire has a total of 33 questions with mostly closed ended
questions. It will take 7-10 minutes to complete the checklist and 10 -20 minutes to complete the
questionnaire. The data extraction checklist has a waiver of consent request form and the
questionnaire will be presented with a study information sheet (SIS) and consent form with
introduction to the study and purpose of the survey, and researchers contact information for any
questions the respondent might have.
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Part IV: Data collection skill and technique

Before you begin the interview, the supervisor needs to communicate with the medical directors
of the health facility. In each primary health facility, eligible healthcare professionals and
medical charts will be reviewed.

At the beginning of the data collection, introduce yourself and state the purpose of your visit.
The respondent‘s first impression of you will influence his or her willingness to cooperate with
the survey. Be sure that your manner is friendly as you introduce yourself. You must obtain a
respondent‘s informed consent for participation in the study before you begin the data collection.
It assures a respondent that his/her participation in the survey is completely voluntary and that it
is his/her right to refuse to participate in the study at any point.

In the end, thank respondents for answering the questions and health professionals for providing
medical charts and for giving their time. Make sure you have completed all the questions.

Role of the data collectors:

In this study, the main role of the data collector is to review medical records to collect data and
provide the self- administered questionnaire to health professionals. Once the sub-cities and
health centers are identified by multi stage sampling, the participants of the study must be
selected using simple random sampling method. Therefore, the main roles and responsibilities of
the data collector include:
e Get orientation about the checklist, questionnaire and data collection procedures.
e Read and understand the checklist, questionnaire and procedures before departing for
data collection.
e Understand the number of medical record reviews and questionnaires they are expected
to collect and the number assigned to the health facility they are assigned to.
e Sign a contractual agreement.
e C(ollect the copy of the “Support Letter” by the University, “IRB Approval letter” and
“To Whom May It Concern” letter
e ldentify potential respondents from the selected health center.
e Introduce yourself to the respondent and provide adequate information about the
objectives of the study and data collection procedures.
e Provide adequate information to the respondent about the ethical issues of this study.
e Request the willingness/voluntariness of the respondent to get verbal and written consent
to take part in this study.
e Adequately respond to the questions that might be raised by the respondent.
e Provide /send the link to/ the questionnaire to the respondent with adequate information
about the nature of the questions and procedures for completing the questionnaire.
e Get appointment from the respondent when to complete and send the questionnaire.
e Develop a strategy for addressing non-response, including how many attempts to reach
the respondents face-to-face, by phone and/or other possible methods.
e At the end of the data collection, prepare and submit a 4-5 pages field report about the
data collection situation including challenges encountered and solutions made.
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e Submit the completed questionnaires on time along the field report and MS Excel
containing the lists of the works done.
e Assist the supervisor as needed.

Part V: Pre-testing and its purpose

Pre- test will be conducted in 21 medical records, which is 5% of the minimum number of case
notes, to be reviewed; and 27 health professionals, which is 5% of the minimum number of
health professionals required for this study.

The purpose of the pre- test is to check inconsistencies and clear out confusions. Moreover, the
pre-test will be used to identify fieldwork challenges and make arrangements accordingly.

Part VI: Data quality management during data collection

Collecting high quality data is the highest priority of the study. High quality data means that the
information collected reflects respondents’ actual situation. Therefore, follow instructions
correctly. The supervisors and investigators have several ways of checking the data quality that
enumerators collected. They may conduct spot checks on the collected case-note reviews and
health professionals’ responses. The supervisors will discuss with data collectors errors or
problems found in the collection of data. It may sometimes be necessary to send a data collector
back to a respondent or case note in order to correct some errors.

Enumerators should clearly document the process and any tools used during the study. You
should record any challenges encountered and actions taken in response. The enumerator should
write down these challenges and share with the team supervisor during team meetings. The
supervisor will then summarize them for final reporting.

Part VII: Supervision of data collection

In this study, the main role of the supervisor is to organize and coordinate the data collectors and
the implementation of the survey. The main roles and responsibilities of the supervisor are listed
below:

Closely work with the research team.

Coordinate and supervise the overall activities.

Identify and recruit the data collectors.

Facilitate “Support Letters”, “IRB Approval Letter” and “To Whom It May Concern
Letters” for the data collectors.

Facilitate the contractual agreement for the data collectors.

Assign data collectors to the institutions/organizations.

Facilitate transportation for field work.

Orient the data collectors about the aims of the study, checklist, questionnaire and the
data collection procedures including ethical issues.
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Obtain the final list of primary health care facilities and the total case notes and
healthcare workers in each health center.

Allocate the sample size to the primary healthcare facilities in consultation with the
research team.

Closely follow-up and monitor the progress of the data collectors.

Give solutions to the problems encountered during the field work on the spot or in
consultation with the research team.

Prepare an MS Excel Sheet containing the list of health centers, list of data collectors
(with contact address), number of questionnaires and case notes distributed and
completed.

Monitor data collector’s log book on the study participants contact number and
appointment date and time.

Summarize the field reports of the data collectors as a final report including the
challenges, solutions made and non-response rate on time along with lessons learnt.
Develop a data entry template with EPI Info/EPI data or other appropriate data
management software.

Monitor and supervise the data entry process.

Clean the data and submit to the research team.
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