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ABSTRACT

Introduction: Prostate cancer is one of the key public health challenges and the most
frequently diagnosed cancers among men globally and in sub-Saharan Africa. Higher
incidences are recorded in Zimbabwe and Uganda. We aimed to explore the dilemma
prostate cancer patients in Uganda go through as they seek prostate cancer diagnosis
and treatment. Methods: We conducted a qualitative study at the Uganda Cancer
Institute in August 2018, involving nine in-depth interviews with prostate cancer
patients and six key informant interviews with health workers involved in their care.
Participants were purposively selected and interviewed using in-depth and key
informant interview guides. Data collection continued until thematic saturation was
achieved, and analysis was conducted using the framework analysis method.
Results: Four themes emerged: identification of signs and symptoms, initial care
sought, access to treatment, and perceived barriers. Most patients did not understand
the initial symptoms of prostate cancer. Even those who might have understood were
deterred from seeking care because of stigma. More than three-quarters of the men
were found not to seek routine medical checkups, while others believed that prostate
cancer was a result of witchcraft, and they mainly used local and Chinese herbs in the
initial stages of the disease. Conclusion: Most patients did not relate their initial
symptoms to prostate cancer, and even those who suspected it did not seek care. More
s0, patients did not seek regular medical checkups. Patients diagnosed with prostate
cancer preferred traditional herbs as initial remedies for the disease. There is a need for
health promotions and behavioral change communication campaigns aimed at
increasing awareness for seeking prompt care to optimize prostate cancer diagnosis.
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Introduction

Prostate cancer is one of the key public health
challenges, with about 1.3 million new cases
annually, making it the most frequently diagnosed
cancer among men globally and in sub-Saharan
Africa (SSA) [1]. Additionally, prostate cancer is the
leading cause of cancer-related deaths among men
[1]. Higher incidences of prostate cancer have been
recorded in Uganda and Zimbabwe compared to
other SSA countries at 38.1 and 37.1 per 100,000
people, respectively [1, 2]. Despite advances in
screening for and early detection of prostate cancer,
a large percentage of prostate cancer patients
continue to be diagnosed late with metastatic disease
and with a higher likelihood of dying, especially
among Africans [2, 3]. Late diagnosis has been
linked to men’s laxity in seeking medical care in a
timely manner. This has resulted in the deterioration
of medical conditions and increased mortality [4, 5].

In Uganda, strategies for reducing the burden of
prostate cancer are primarily aimed at early
detection of cancer clinically [6], yet clinical features
are an indication of metastasised cancer [7]. Previous
strategies have not given attention to the individual
behavior yet studies elsewhere have found that
patients’ health-seeking behavior coupled with
barriers such as fear of being diagnosed with cancer,
fear of medical and treatment procedures, perceived
loss of masculinity, the feeling of discomfort or
embarrassment as a consequence of medical
examinations, and fear of disclosure of sexual-
related symptoms greatly affect prostate cancer
patients diagnosis and treatment [8, 9].

If not addressed, such barriers hinder early detection
of the disease, which consequently impacts the
patients’ quality of life. The situation could even be
dire in low-developed countries like Uganda, where
most patients are not aware of prostate cancer
preventive measures [10]. For instance, while the
government of Uganda, through the Uganda Cancer
Institute (UCI), provides radiotherapy and
chemotherapy for Uganda cancer patients and those
from neighboring countries [6], there is less effort
focused on sensitising the population about prostate
cancer. Additionally, there is no formal program or
clear strategies to address the issues that affect
prostate cancer patients. Understanding the dilemma
that these patients go through is critical in generating
evidence to inform the planning of effective
interventions for prostate cancer prevention in

Uganda. We sought to explore the dilemma prostate
cancer patients in Uganda go through as they seek
prostate cancer diagnosis and treatment.

Methods

Design and study area

We conducted a qualitative study in August 2018
using in-depth and key informant interviews to
explore the dilemma that prostate cancer patients in
Uganda go through in their bid for prostate cancer
diagnosis and treatment.

The study was conducted at the Uganda Cancer
Institute (UCI), which is a national referral for all
cancer patients in Uganda. UCI is a public
specialized tertiary care medical facility owned by
the Ugandan Ministry of Health (MOH) that offers
services in cancer treatment, research and
prevention. The UCI is located in the Mulago
National Referral Hospital Complex along Upper
Mulago Hill Road. It has an inpatient facility with a
capacity of about 80 beds and attends to an average
of 200 outpatients daily [11].

Sampling method and
participants

This study was conducted at the Uganda Cancer
Institute (UCI), the national referral center for
cancer treatment in Uganda, which receives patients
from across all regions of the country. The site was
selected to enable access to a heterogeneous
population of prostate cancer patients with varied
socio-demographic and geographic backgrounds.

selection of study

Purposive sampling was used to select both prostate
cancer patients and healthcare providers. For the In-
depth Interviews (IDIs), we approached men
attending outpatient clinics during the study period.
From an estimated pool of patients seen over
different clinic days, we purposively selected nine
based on the following criteria: confirmed diagnosis
of prostate cancer, variation in disease stage (early vs
advanced), region of origin based on clinic records to
ensure geographic diversity and approximate
national representativeness, and willingness to
provide informed consent. Patients who appeared
too ill or cognitively impaired were excluded to
ensure rich, coherent narratives could be captured.

For the key informant interviews (KIIs), we
requested for a list of healthcare workers from UCI
administration who had at least six months of



experience managing prostate cancer patients. From
this list, six individuals who were available and
consented were interviewed.

The sample size was guided by the principle of data
saturation, where interviews continued until no new
themes were emerging. Saturation was assessed
through daily debriefing sessions, field notes, and
iterative review of transcripts by the research team.
Saturation was reached after nine patient interviews
and six KlIs, with redundancy noted across both
groups.

Data collection instruments and procedures
In-depth interviews (IDIs) and Key informant
interviews (KIIs) were used to interview the study
participants. Data were collected by a team of three
experienced qualitative research assistants who were
fluent in English and the local language (Luganda)
and had a minimum qualification of a bachelor’s
degree. The research assistants were trained for 2
days on research ethics, the interview process, and
interviewing  techniques, including  cultural
sensitivities during fieldwork. The research assistants
informed the participants about the study and
obtained written consent from each participant
before conducting and recording interviews. A
supervisor trained in qualitative methods conducted
daily debriefing sessions with all data collectors to
discuss key findings, identify saturation of themes
and refine lines of inquiry.

Data management and analysis

All the interviews were digitally recorded on a daily
basis, and notes were taken as well. Verbatim
translation and transcription were completed daily
with a target of completing each audio interview on
the same day. Daily meetings between a member of
the investigator team and the research team ensured
daily coding, audio quality and reflexive exploration
of the research process for each research assistant.
Theoretical coding was done by two people, and
additional interviews were conducted when needed.
The transcripts that were in the local language were
translated into English so as not to change the
meaning. The data were analyzed using the manual
framework analysis method [12], guided by the study
objective, and the main themes presented were
generated. Each transcript was read multiple times
to ensure a thorough understanding of the content,
and a framework was developed. Representative
quotes reflecting common perspectives expressed in

the interviews were presented.
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Ethics considerations

Ethical approval to conduct this study was obtained
from the Makerere University School of Public
Health Research and Ethics Committee (approved
on 07"/05/2018) and the UCI Research and Ethics
Committee (Ethics number REO/ AC/002).
Wiritten informed consent was obtained from all
participants for their interviews to be audio-
recorded, and the interviews were conducted in a
private location. Each participant retained a copy of
their consent form to ensure access to the research
investigators and ethics committees for any research
governance concerns. Transcripts were all
anonymized for person and institutional affiliation
and were not identifiable to any individual
participant.

Results

Characteristics of the IDI participants

The age of the IDI participants ranged from 58 to 78
years. The majority (7/9) had attained at least a
secondary-level education. Most participants were
married, while two were widowed. Additionally, the
majority were diagnosed at advanced stages (IT and
IV) of prostate cancer (Table 1).

Characteristics of KII participants

A total of six health workers participated in the KIIs.
Their ages ranged from 31 to 54 years. The majority
were female (4/6), and most had attained a
bachelor’s degree or higher. All the KIIs had at least
six months of experience managing prostate cancer
patients at UCI (Table 2). The study findings are
presented in four thematic areas, namely:
Identification of signs and symptoms, initial care
sought, access to treatment and perceived barriers.

Identification of signs and symptoms

Generally, most patients did not understand the
initial symptoms of the disease. Most of the early
symptoms were confused with other illnesses, such
as lower urinary tract infections that mimicked the
symptoms of prostate cancer.

“Before I knew what it was, I thought it was just a urinary
infection because I kept feeling like I needed to urinate, but
only a little would come out, and sometimes it just stopped
completely. I even tried taking some herbs, but they did not
work”. (IDI, Man aged 71 years).



Additionally, some patients did not differentiate the
prostate cancer signs and symptoms from other pains
experienced in their daily activities, as expressed by
one of the study participants.

“... because I was a great sportsman, whenever I would feel
back pain, I never took it seriously because I used to think
it was a result of overstretching my muscles. So, I never
went to any hospital, I would just massage myselfwith hot
water. (IDI; man aged 68).

The majority of the study participants expressed a
fear of stigma, which prevented even those who
noticed abnormal changes in their bodies from
seeking care. Many feared being judged by their
communities and preferred to keep their illness
private.

“The community doesn’t know that I have prostate cancer;
only my wife and some of my children do. You know, some
people are not good. If you tell them, they start saying, ‘Ah,
this one is suffering from cancer.’ That’s why I decided to
keep it to myself. (IDI, Man aged 60 years).

Furthermore, some  participants also felt
uncomfortable being examined by young female
doctors. One participant revealed that some of his
colleagues would choose to return home upon
encountering female health workers due to fear of
being attended to by young female doctors.
“Mutabani [meaning my son], some of these diagnostic
tests they do here are so embarrassing. You find a young
female doctor like the one who worked on me the other time,
squeezing your private parts to test you, this makes you feel
so uncomfortable. Actually, some old man went back home
the other day because he feared to be seen by that young girl
[referring to the female doctor]”. (IDI, Man aged 78
years).

More than three-quarters of the KIIs further revealed
that most men do not undergo regular medical
checkups, making it difficult for them to recognize
the cause of their symptoms early. As a result, many
initially relied on traditional herbs and only sought
medical care when their condition had become
critical.

“...the problem is that most men have poor health-seeking
behavior because they get a problem and never mind going
to the hospital for a checkup, so this means that by the time
they come here, they are badly off- Some of them come when
they can’t even walk, and by this time, the disease has
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advanced to other body organs, so at this time, it’s already
too late”. (K1, Nurse).

Initial care sought

Most patients preferred traditional methods for
treatment, such as local herbs and prayers, in the
initial stages of the disease. They spent the majority
of their time using these herbs. They only sought care
from the hospital when the herbs couldn’t work
anymore, and they were experiencing intolerable
pain. More than half of the patients interviewed
reported the use of local herbs before the initial stage
of the disease. In contrast, others resorted to prayers
for spiritual healing, and others used traditional
Chinese medicine.

“...when I had started feeling unusual pain, my wife
cooked for me mululuza [bitter leaf —used to treat malariaj,
which I took for about two months. It reduced the pain
initially, but it later failed to work, and the pain became
too much. I then bought these Chinese herbs which they
advertise in town, which gave me temporary relief from the
pain”. (IDI; Man aged 70).

“...My neighbor directed me to some pastor here in
Kampala whom they said heals all illnesses through
prayer. This man prayed for me for almost a year; he could
even give me water to use to wash my body parts that had
the pain. At some point, the pain became too much, I
couldn’t stand or walk, then I decided to go to the hospital,
and they found out that I had prostate cancer”, (IDI; Man
aged 58 years).

Similarly, healthcare providers noted that many
patients first relied on traditional remedies and faith-
based healing before seeking medical -care,
resultantly many of the patients reported to the
health facility when the disease was advanced. This
was further emphasised by one of the health workers.

“Yes... and also, we get those who are going to church for
prayers to be cured. But usually, those are the people who
come in the advanced stage. They actually tell you that [
took this medicine, I got somehow better, but now it has
come back. They tell you; I went, they prayed for me, the
symptoms reduced, but now they are back.” (KI, Nurse).

Access to treatment
Generally, across all the participants, both patients
and KlIs, it was reported that access to health



facilities for diagnosis and treatment was limited in
rural areas. Some patients reported difficulties in
accessing health facilities for diagnosis and
treatment due to the long distances and associated
costs.

“It is too costly to access treatment, especially when I was
still getting care from private hospitals. It requires a lot of
money to be treated, yet in the village, we no longer have
money. I need transport to come from Kayunga to here for
treatment, and on each journey, I spend 40,000 Ugandan
shillings.” (IDI; Man aged 60).

Health workers also noted that men rarely go for
cancer screening, making early diagnosis difficult.
Most key informants stated that men do not attend
community health awareness campaigns, where
mass screenings are organized, as these are often
perceived as gatherings for women.

“Men in the community have poor health-seeking
behaviours;, they don’t attend screening campaigns
organized in their communities. Most of them say these
gatherings are for women, so whenever we organize, they
always pretend to be busy, and because of this, they never
get a chance to be diagnosed early”. (K1, Nurse).

Perceived barriers

Across the interviews, several barriers were
identified as significant obstacles to prostate cancer
diagnosis and, consequently, treatment. Key barriers
included men'’s fear of receiving a positive diagnosis,
stigma, limited knowledge about prostate cancer, the
perceived high costs of diagnostic procedures, and
restricted access to healthcare services. Among key
informants, stigma was frequently mentioned as a
major factor that instilled fear in men, discouraging
them from seeking diagnosis. As a result, many
opted for traditional herbs from local healers instead
of seeking medical care.

“...they [prostate cancer patients] keep in the community
taking their local herbs, when these herbs fail to work, that
is when they decide to come here [UCI], they waste a lot of
time in the community while using these local herbs and
come to the hospital when the disease has affected most
parts of the body”. (K1, Doctor).

Furthermore, some patients struggled to navigate the
healthcare system, encountering challenges such as
language barriers, long waiting times, and a lack of
clear guidance at healthcare facilities.
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“The biggest problem of accessing health services at UCI is
that there is no guidance for us to move from one place to
another. People end up sitting or waiting at the wrong
points and are told to go elsewhere by just pointing towards
that direction, yet some of us cannot read. Another problem
is that Luganda and English are the main languages, yet
some people cannot understand them”. (IDI, Man aged
70).

The key informants further revealed that some
prostate cancer patients had cultural myths they
associated with prostate cancer, which hindered
them from seeking medical care.

“There is this myth about the kanyama [biopsy] in
Buganda, people say that once they take off a tissue from
you for a biopsy test, it’s the beginning of your death, so
most men dodge it; when you tell them you want to do a
biopsy test, they disappear and never come back”.( KI,
Doctor).

Relatedly, some patients thought that cancer is a
result of witchcraft, so they preferred traditional
healers to modern medicine. They only sought
medical care when their condition became critical.

“...and some people still believe prostate cancer is as a
result of witchcraft, they first go to the traditional healers in
their villages, keep there for so long and when the things fail
to work that’s when they decide to come to the hospital,
some of them come when they can’t even walk or stand
because the time they come here the disease has attacked
most body parts”. (K1, Doctor).

Discussion

We aimed to explore the dilemma prostate cancer
patients in Uganda go through as they seek prostate
cancer diagnosis and treatment. We found that
patients had to make complex and conflicting
choices between traditional remedies and
biomedical care, between secrecy and disclosure,
and Dbetween delayed acknowledgement of
symptoms and prompt health-seeking behaviour.
They grappled with uncertainty about symptom
interpretation, fear of social stigma, and the burden
of navigating a health system perceived as costly,
distant, or unaccommodating. Many patients
initially chose to use local herbs, consult traditional
healers, and/ or seek spiritual interventions rather
than face the reality of a cancer diagnosis. Such



choices offered emotional comfort but resulted in
delayed  medical intervention and  poor
prognosis. Similarly, in other SSA settings, cancer
patients reported conflicts between traditional and
biomedical care. They often delay clinical
consultations by first using familiar local remedies,
such as herbal concoctions, spiritual rituals, or visits
to traditional healers, which originate from
longstanding cultural beliefs and other factors,
including cost, distance, and wait times at clinics,
making hospitals seem less accessible [13, 14]. At the
same time, fear of a cancer diagnosis and its social
stigma encourages secrecy about symptoms, SO
people conceal illness and rely on trusted healers or
prayer groups for comfort rather than immediately
seeking hospital care [13]. It has further been
revealed that this pattern of help-seeking delays
diagnosis and treatment: patients who first consult
traditional healers present at later stages, which
affects the treatment outcomes of the patients [13,
14]. Such patterns underscore how decision-making
around prostate cancer is not purely medical but
deeply social and psychological. Recognizing this
dilemma is critical for designing culturally sensitive
interventions that support informed decision-making
and early engagement with formal healthcare
systems.

Our study also found that most patients did not
recognize the initial signs and symptoms of prostate
cancer patients. Even the few who recognized the
signs and symptoms could not seek care. Failure to
recognize the symptoms could be attributed to a lack
of cancer awareness in the communities [15].
Additionally, the stigma associated with being
identified with prostate cancer contributed to the
failure of people to seek cancer care [10, 16].
Consistent findings were reported by previous
researchers on prostate cancer, these studies found
that most men do not recognize the early signs and
symptoms of prostate cancer [9, 17]. Efforts should
be made to improve prostate cancer awareness
through targeted community education campaigns,
emphasizing symptom recognition and the
importance of seeking early medical care.

It was further found that most men did not go for
routine medical checkups, which could be attributed
to limited access to health facilities, especially in
most rural parts of Uganda. The low uptake of
routine medical checkups among men is attributed
to limited access to health facilities. In some rural
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communities, healthcare infrastructure is
inadequate, with long travel distances, poor road
networks, and high transportation costs, which
affects routine checkups for prostate cancer. Similar
findings have been reported in studies from Rwanda
and Tanzania, where men are less likely to seek
preventive healthcare due to financial constraints,
cultural perceptions, and a lack of male-specific
health programs [10, 15]. Policies should focus on
expanding mobile health services, integrating
prostate cancer screening into general male
healthcare programs, and subsidizing preventive
screenings to improve early detection and treatment
outcomes in Uganda.

Similarly, the cost of medical checkups and the
stigma associated with being identified with prostate
cancer resulted in a delay in diagnosis. Subsequently,
this resulted in a delay in the initiation of treatment
of prostate cancer. These findings are comparable
with the findings of previous studies, which found
similar barriers that resulted in late diagnosis of
prostate cancer patients [9, 18]. It has also been
reported that men don’t go for routine medical
checkups because they are reluctant to seek care
[8]. Policies should be implemented to improve
access to routine health checkups by integrating
prostate cancer screening into general male health
services, providing subsidies for screenings, and
addressing stigma through sensitization programs.

This study also found that most men used local herbs
in the initial stages of the disease, which delayed
them from seeking care and sometimes allowed the
cancer to progress to severe forms. The use of herbs
could have been a result of cultural perceptions that
associated the unusual symptoms of prostate cancer
with witchcraft [19]. Additionally, the use of herbs
may have resulted from a lack of awareness about
possible western medicine for prostate cancer
because it mimics other illnesses like urinary tract
infections [20]. Different from our findings, other
scholars found herbs to be a complement in the
treatment of cancer [21, 22]. There is a need for
culturally sensitive health promotion strategies that
engage traditional healers and community leaders to
encourage timely medical consultations while
addressing myths and misconceptions about prostate
cancer.

We also found barriers to health seeking among
men, which were reported to affect diagnosis. Such



barriers could have been due to cultural rigidities and
religious beliefs, which hindered men from seeking
health care in a timely manner. Such barriers could
affect the efforts to improve the prognosis of prostate
cancer [23]. Other studies have reported related
barriers in Brazil, Hawaii, and the United States of
America [24, 25]. There is a need for the health
system to sensitize the masses about the possible
signs and symptoms of prostate cancer to end the
misconceptions and barriers that curtail the efforts
for its timely diagnosis and treatment. The health
system should develop interventions that
incorporate culturally appropriate messaging,
engage religious and community leaders in
awareness campaigns, and promote male-friendly
healthcare environments to encourage early
diagnosis and treatment of prostate cancer.

Strength and limitations

The major strength of this study is that we conducted
interviews with both prostate cancer patients and
health workers. This helped us to assess the issues
that affect prostate cancer patients from both the
patients and the healthcare providers’ points of view.
Furthermore, the study was conducted at the UCI,
which is the national referral center for prostate
cancer treatment. This gives a national
representation of patients who seek care for prostate
cancer in Uganda.

However, this study did not go to the community to
identify those patients who were unable to make it to
UCI. Hence, we were unable to understand their
experiences and perspectives. Future community
studies will be necessary to track prostate cancer
patients who do not make it to the hospital.

Conclusion

timely intervention. Furthermore, there is a need to
strengthen access and patient navigation within
health facilities by providing clear signage in
commonly spoken languages, such as English,
Luganda, and Swahili, to help patients navigate the
care process more easily. In addition, health workers
should be trained in soft skills and customer care to
enhance patient engagement, communication, and
overall service experience.

‘What is already known about the topic

e Most prostate cancer patients in Uganda are
diagnosed late with advanced disease stages.

e Prostate cancer symptoms mimic those of
most urinary tract infections, which makes
early diagnosis of the disease difficult.

e Most men do not go for prostate cancer
screening due to a lack of information about
the screening services.

‘What this study adds

e An understanding of how patients with
prostate cancer perceive the initial symptoms
of the disease.

e Challenges that patients with prostate cancer
in Uganda experience as they seek care.

e Different forms of treatment that patients
with prostate cancer use before accessing the
health facilities for medical treatment.
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Table 1: Characteristics of the men diagnosed with prostate cancer who participated in the in-depth interviews
# Age Marital status Education Cancer stage at diagnosis
1 60 Married Secondary I

2 68 Married Secondary 111

3 78 Married No formal education 111

4 71 Married Secondary v

5 70 Widowed Secondary v

6 58 Married Secondary 11

7 62 Married Primary 111

8 73 Widowed Secondary v

9 75 Married Secondary v
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Table 2: Characteristics of the health workers who participated in the key informant interviews
" Age Gender Professional Education Years. of
role level experience
1 35 Female Oncology Bachelor’s 6
nurse degree
. Master’s
2 4?2 Male Oncologist 10
degree
3 38 Female Oncology Bachelor’s 3
nurse degree
4 31 Male Medical Bachelor’s 5
officer degree
5 47 Female Oncologist Master’s 12
degree
6 54 Female Oncology Diploma 15
nurse
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