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Abstract
Background  There is limited research on cancer screening, prevention and treatment in the remote areas of 
Northeastern Uganda. Specifically, there is limited research presenting cancer control stakeholder perspectives in 
remote settings, whereas stakeholders’ perspectives are critical for an engaged participatory approach to cancer 
control. This study therefore aimed to establish the community (patients, caretakers, opinion leaders, health managers 
and policy makers) perspectives on cancer surveillance, prevention, treatment and identify priorities for cancer 
research in Northeastern Uganda.

Methods  This qualitative research was part of a stakeholder’s consultation on cancer research priorities in Northeastern 
Uganda for Wellcome Trust research grant application, conducted by a consortium of research partners. Six semi-
structured Key Informant Interviews (KIIs), two focus group discussions (FGDs) and one community dialogue meeting 
were conducted between July and August 2025. Thematic data analysis was conducted to identify emergent themes from 
the interviews. Findings are presented using the key emergent themes, supporting quotes, and are presented in tables 
and text. This study is reported in accordance with Consolidated Criteria for Reporting Qualitative Research (COREQ).

Key Findings  There was delayed diagnosis in most cases for cancer patients. After the cancer diagnosis, patients 
were referred to Mulago Hospital, approximately 300Km away from their homes for further treatment, with many 
hesitations and incapacity to go to Mulago due to many social and economic challenges. There is no stand-alone 
cancer surveillance system in the country and currently it depends on health facility data which have lots of 
weaknesses including incompleteness and inaccuracy. Health facilities are ill-prepared to respond to the growing 
burden of cancers. Priorities for cancer research include epidemiology and etiology of cancer and a focus on 
population-based registry for unique populations in Uganda and strengthening cancer surveillance systems.
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Introduction
Cancer is still a global challenge with about 20 million 
cases and 9.7 million deaths in 2022 alone, with more 
deaths occurring in low- and middle-income countries 
[1–4]. The most common cancers reported globally are 
Lung (12.4%), female breast (11.6%), colorectum (9.6%) 
and prostate (7.3%), with the highest incidence reported 
in Asia (49%), Europe (22%) and Americas (21%) [1]. The 
cancer burden in Sub-Saharan Africa (SSA) has been 
significantly increasing in recent years, with a higher 
increase in mortality than the rest of the world [4]. SSA is 
projected to have a greater than 85% increase in the can-
cer burden by 2030 [5].

Interventions to control cancer in SSA in the past few 
years have had limited success because of low awareness 
of the cancer burden and a poor understanding of the 
potential for cancer prevention due to limited research 
[5]. Health providers have identified insufficient training 
support, lack of knowledge on cancer screening tech-
niques and policies as barriers to cancer screening in 
South Africa [6]. In addition, there is insufficient data 
for cancer registration, insufficient numbers of skilled 
health-care personnel, and scarce local, effective, and 
sustainable research [5]. Cancer research disparities 
in Africa are attributed to numerous challenges in the 
research ecosystem ranging from funding, conduct and 
dissemination of research [7].

Success in cancer research and prevention requires 
both local and global collaboration from governments, 
policy makers, funding agencies, health care organiza-
tions and leaders, researchers and the public [8]. The 
barriers to successful cancer prevention and treatment 
in SSA, have been identified by stakeholders as limited 
screening, diagnostic facilities and specialists, while lack 
of universal health coverage policies, limited community-
based cancer awareness programs, and lack of national 
cancer registries were cited as policy and economics 
challenges which are considered as research priorities [9].

Uganda has been showing an annual increase in can-
cer mortality from 17,000 to 24,600 in a space of 4 years 
[10], with significant regional inequalities in cancer diag-
nosis and treatment, with only one specialized cancer 
treatment facility located in Kampala. In northeastern 
Uganda, there is a capacity gap in cancer diagnosis, man-
agement, surveillance and research.

Studies done in Northeastern Uganda indicate low can-
cer screening rates, even among high-risk groups such 
as female sex workers, screening is still low at 33% [11] 
and among rural women in Kaberamaido it is at 20% [12], 
whereas cancer screening is a preferred approach pro-
posed by WHO for early detection and treatment [13].

There is limited research on cancer screening, preven-
tion and treatment in the remote areas of Northeastern 
Uganda. The few studies done indicate the need to con-
duct higher level evidence studies to understand cancer 
epidemiology and progression in such remote areas [14, 
15]. The limited studies in the region could be attributed 
to the remoteness of the region, especially Karamoja, 
which is vast, with a sparse and nomadic population who 
are quite hard to reach. In addition, until less than 10 years 
ago, the region did not have an academic and research 
institution until the establishment of Soroti University.

It is important to understand the community perspec-
tives and insights into cancer surveillance, prevention 
and research in this remote area to design a participatory 
research approach which addresses the local needs and 
allow for faster uptake and implementation of research 
findings. This study therefore aimed to establish the per-
spectives of health workers and policy makers on cancer 
surveillance, prevention, treatment and identify priorities 
for cancer research in Northeastern Uganda.

This study applied a theoretical triangulation to have 
a holistic lens of community perspectives and insight 
into cancer surveillance, prevention and treatment in the 
region. The main framework which guided the study was 
Socio-Ecological Model (SEM) [16–18] which is useful in 

Conclusion  This study highlights the importance of an engaged approach based on Participatory Action Research 
theory to identify problems. Through this approach, the research team was able to accurately understand the 
research context, identify research issues, and priorities. Priorities for cancer research identified by this study include 
epidemiology and etiology of cancer, including the incidence studies and geographical mapping of these cancers, 
conducting cancer disease surveillance at the landing site and investigating the contribution of the locally available 
foods and environment to cancers.
There is need for community sensitization and screening for cancers in the entire region. Involvement of 
community team leaders such as village health teams (VHTs), local council I (LCIs), traditional and church leaders 
in cancer surveillance should be encouraged and the community case definitions of common cancers should be 
refined and the capacity of the community workers (VHTs) built to detect cancers at community level.
Through this preliminary research, the groundwork for science anchored on the realities of the affected people has 
been firmly laid upon which science can build on to solve the problem in a sustainable and equitable way.

Keywords  Cancer, Surveillance, Delayed cancer diagnosis, Focused group discussion, Community perspectives, 
Qualitative research
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analyzing the multi-layered nature of cancer determinants. 
The study was supported by Eco-Social Theory [19] which 
focuses on the interplay between the biological, ecological, 
and social factors. and the Health Belief Model [20] which 
helped uncover unique issues around risk perception, bar-
riers, and benefits underpinning cancer behaviors.

Materials and methods
Study design
This qualitative study was part of a stakeholder’s consulta-
tion on cancer research priorities in Northeastern Uganda, 
conducted jointly by a research consortium including Uni-
versity of Sunderland, University of St Andrews, Mak-
erere University, Uganda Cancer Institute (UCI), and 
Soroti University. Six (6) semi-structured key informant 
interviews (KIIs), two (2) focus group discussions (FGDs), 
one in Soroti University comprised of 4 newly diagnosed 
cancer patients and 2 care takers (that is, 6 participants 
in total) and the second one in Uganda Cancer Institute 
(UCI) comprised of 4 cancer patients from Northeastern 
Uganda who were receiving care at UCI, together with 2 
caretakers (total 6) were conducted. In addition, one dia-
logue meeting comprising of 15 community opinion lead-
ers were conducted between July and August 2025 to elicit 
the perspectives of community members, health facility 
managers and policy makers on cancer surveillance, pre-
vention, treatment and identify priority research areas in 
the remote areas of Northeastern Uganda.

Study area
The study was conducted in Uganda among the key infor-
mants who were purposively selected from Uganda Min-
istry of Health (MoH), Uganda Cancer Institute (UCI), 
District health officers (2) of selected districts in the 
Northeastern region and two health facility in charges of 
the largest referral facilities in the region. The FGD par-
ticipants were patients and caretakers of patients who 
were diagnosed with cancer and either receiving treat-
ment or preparing to travel for treatment. The partici-
pants of the dialogue meeting were opinion leaders such 
as the village health teams (VHTs), religious leaders or 
local council leaders.

Northeastern Uganda has a population of about 4 mil-
lion people (2.5 million in Teso and 1.5 million in Kar-
amoja) [21] with three main referral hospitals, and 10 
district hospitals (3 in Karamoja and 7 in Teso), with sev-
eral Health centers IVs and IIIs serving this population. 
The center of Teso, Soroti City is located about 310Km 
Northeast of Uganda’s capital-Kampala, where cancer 
patients are referred for treatment, while Moroto which 
is the center of Karamoja is located 180Km far east of 
Soroti City (Fig. 1).

The main economic activity in this region is agricul-
ture, where Northern Karamoja is purely pastoral while 

Southern Karamoja is agro-pastoral, like Teso. In addi-
tion to agriculture, there are some mining activities in 
Karamoja, with trade and businesses concentrated in the 
trading centers and Soroti City.

Participant sampling and recruitment
Six key informants were purposively selected to partici-
pate in these consultative interviews based on their work 
and/or policy experience. The two key informants from 
UCI and Ministry of Health (MoH) were individuals with 
diverse knowledge and experience in cancer preven-
tion and control policy formulation at national level and 
were specifically selected to discuss the strategic plans at 
national level for the cancer prevention and control for 
the remote areas of Northeastern Uganda, while the two 
district health officers (DHOs) and the 2 Health facility 
managers were selected to share the current situation, 
challenges and propose priorities in the cancer research 
in the region. The participants included were individuals 
who had worked in their position for at least one year and 
who have been actively involved in cancer patient care, 
referral or policy formulation and dissemination.

The participants included in the FGD were purposively 
selected based on cancer diagnosis from Soroti Univer-
sity pathology laboratory, since it’s the only laboratory 
in the region currently conducting cancer diagnosis. The 
patients with confirmed cancer diagnosis were invited 
together with their caretakers to participate in the FGD 
at Soroti University or UCI, depending on their location 
at the time of the invitation. Also, the participants for the 
dialogue meeting were purposively selected to provide 
community perspective on cancer diagnosis and manage-
ment. The participants were identified by the study team, 
reached through phone calls or emails and invited to 
participate in the study, after which physical face-to-face 
and/or online appointments for interviews were made. 
The researchers reflexively discussed key themes at the 
conclusion of each interview and the decision to cease 
recruitment was based on saturation principle and team 
consensus.

Data collection
The study team developed an interview guide through 
brainstorming exercise, with predetermined interview 
questions to help identify participants’ perspectives into 
cancer management and research priorities (supplemen-
tary file- S1). The study tools were then piloted within 
Soroti City and one of the district hospitals, refined 
before use for data collection. In person and hybrid inter-
views were conducted, in that some study teams (PI or 
AM) were connected on zoom while others (RO, HA, 
LOO, EO or JA) were physically present during the con-
duct of the interviews. The KIIs were conducted in Eng-
lish, at the participant’s place of employment (office), by 
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at least two research teams (RO, JA, EO, LO, HA, PI or 
AM), while the FGDs and Dialogue meetings were con-
ducted in a local language, Ateso, and translated into 
English by the research teams who are fluent in Ateso and 
English (HA, PI and LOO). Probing questions were used 
to elicit more detailed information from the key infor-
mants, FGDs and dialogue meetings at the discretion of 
the researchers and kept on evolving based on emergent 
themes from previous interviews. KIIs took between 30 
and 45 min while the FGDs and Dialogue meeting took 
between 60 and 90 min and were zoom-audio recorded 
after seeking permission from the participants. Partici-
pants were compensated for their time in terms of air-
time worth Uganda Shillings 20,000 (∽$6 USD).

Data analysis
Thematic data analysis was conducted to identify emer-
gent themes from the interviews in line with interpre-
tivist / constructivist paradigms [22, 23]. The zoom 
recordings were transcribed, and four researchers (RO, 
HA, PI, LOO and JA) jointly listened to the recordings 
while revising the transcriptions. Additionally, transcript 

validation was done by comparing written text against 
audio recordings through listening to the recordings 
while reading the written text (transcripts) to confirm 
findings, check inconsistencies, and annotating non-ver-
bal cues.

Hybrid coding (that is, inductive and deductive cod-
ing) to create meanings around the texts and records 
were conducted. The coding disagreements were resolved 
through consensus at the end of every coding session. 
The capabilities (C), opportunities (O), motivation (M) 
model for Behavior change l (COM-B) [24] was used as 
a framework during analysis to understand the health 
workers perspectives and insights into care prevention, 
treatment and research. Findings are presented using the 
key emergent themes, supporting quotes, and are pre-
sented in text. This study is reported in accordance with 
Consolidated Criteria for Reporting Qualitative Research 
(COREQ) [25].

Key findings
The emerging themes, sub-themes and illustrative quotes 
are summarized in Table 1 below.

Fig. 1  Map of Uganda showing the location of Northeastern Uganda and UCI
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Theme 1: perceived causes and risk factors of cancer in the 
region
Category 1.1: understanding and misconceptions about 
cancer
Participants in the FGDs and dialogue meeting said that 
hearing the word cancer means “death”. The participants 
stated that cancer kills people, and it’s a heavy disease, an 
incurable disease with a lot of uncertainties.

“I really feel bad, people are dying because of can-
cer, but it seems the government is not responding to 
bring machines that detect cancer, more so among 
men” (PA02).
“The truth is, people have got scared about cancer, 
and now they know its death” (PA03).

On the other hand, the participants reported several myths 
and misconceptions about cancer and its causes, including 
witchcraft, poor hygiene, a virus or a worm and the use of 
contraceptives. They also expressed a general lack of knowl-
edge regarding cancer as expressed by participants (PA05).

“People say its witchcraft” (PA04).
“According to women, they say it’s got as a result of 
a germ you contract when you go to the urinals and 
don’t clean after easing yourself, it enters in and eats 
one place inside and becomes a wound that later 
turns to cancer” (PA01).
“We need to get health workers to come to the vil-
lages to teach us about cancer. They say it’s a virus; 
we really don’t know if it’s a virus or a worm, so this 
needs to be clear. Others say its witchcraft” (PA05).
“Most people don’t know the existence of cancer. They 
lack information about it and whatever they don’t 
understand, they will say it is witchcraft” (PA20).

Category 1.2: common cancers in the region
The commonest cancers identified in the region and in 
the country by the key informants are cancer of the cer-
vix, breast and prostate among adult females and males 
respectively. Other cancers in adults observed include 
Cancer of ovary, Throat (esophagus), penis and GI can-
cers (Stomach, liver pancreas). Kaposi sarcoma is becom-
ing rare because of sustained HIV treatment program. 

Table 1  Themes and sub-themes (Categories)
Theme Sub-theme (Category) Illustrative Quotes
1. Perceived causes and 
risk factors of cancers in 
the region

1.1: Understanding and  
misconceptions about cancer

“When I hear about cancer, I know it kills people. I have buried so many people who have 
died of cancer, resulting from consuming cigarette and alcohol.” (PA01).
“They say it’s a virus; we really don’t know if it’s a virus or a worm, so this needs to be clear. 
Others say its witchcraft” (PA05).

1.2: Common cancers in the 
region

“Because of the diagnostic challenges, the cases may not be very many, but the common 
cancers are Cancer of Cervix, breast and prostate” (KI02).
“Another cancer that I hear is cancer of the breast, it makes something swells in the breast 
and when they take to be checked, they diagnose it as cancer” (PA04).

1.3: Cancer causes and risk 
factors

“We have many smokers in the community and that is why cases of Cancer of Esophagus 
are many” (KI01).
“We have so far lost three people in our clan because of cancer. This may be an inherited dis-
ease and maybe transferred from one person to another through the clan or genetic” (PA06).

2. Community based 
surveillance and 
response to cancers

2.1: Prevailing cancer surveil-
lance system.

“We depend on DHIS2, UCI data and those datasets speak directly into our surveillance 
system, which have lots of weaknesses in data quality issues, purity and accuracy. We need a 
system which can accurately pick the data on cancers and help in cancer surveillance” (KI04).

2.2: Preparedness of the 
health systems to detect and 
manage cancer (policies)

“I think our healthcare system is not prepared at all. We have people who must travel 
600km to get cancer care” (KI03).

2.3: Challenges in cancer  
diagnosis and management

“You can’t imagine and tell someone suffering from cancer by looking at him, unless you go 
to the hospital for testing” (PA23).
“Travelling from Soroti to Kampala takes about 6–8 hours. The patients don’t have the 
money to travel and don’t know the languages. The few that travel to Kampala remain in 
the veranda for months before being attended to” (KI05).

2.4: Personal experiences with 
cancer care

“I came here to UCI in March 2025 for treatment, but since then I am still here. I have been 
staying in a tent for the past 5 months” (PA23).
“I have been having one garden, but due to this sickness, it has made me to sell my plot for treat-
ment. I have no place that I can settle a home, the children are young, they are not studying” (PA07).

3. Priorities in 
cancer research and 
dissemination

3.1: Areas to prioritize cancer 
research

“We need to do research in how we can improve services and access to cancer care in 
Uganda?” (KI03).
“As I see, the cancer that should be researched in the villages is cancer of the breast and 
prostate. Those are the ones I think should be researched so fast” (PA08).

3.2: Strategies for community 
engagement

“The first thing would be to make sure that we involve the people in the ground to work 
with and retain the knowledge even after the project has ended.” (KI06).
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On the other hand, leukemias top childhood cancers, 
closely followed by the Hodgkin and non-Hodgkin lym-
phomas, in addition to Wilms tumor and osteosarcomas. 
These perceptions were expressed by participants below.

“The common cancers we get, especially for women 
is cancer of the cervix and cancer of the ovaries” 
(KI06).
“The commonest cancer we see here is cancer of the 
breast, but unfortunately, they come late when it has 
advanced” (KI05).

Similarly, the common cancers identified by the commu-
nity members during the dialogue meetings and FGDs 
include cancer of the cervix, uterus, breast, prostate, 
throat, bone, blood, liver, pancreas, gallbladder, lungs 
and brain as elaborated by participants (PA01, PA07 and 
PA22).

“There is a cancer called lung cancer as a result of 
smoking” (PA01).
“Another one is cancer of the bones. A bone just gets 
broken. The person just stands and falls” (PA07).
“In Karamoja, someone has died of the cancer of the 
liver and cancer of the pancreas” (PA22).

Category 1.3: cancer causes and risk factors
Findings indicate varied views from participants on the 
causes and risk factors of Cancers. Most of the cancers 
in Uganda have no known risk factors. However, Partici-
pants expressed that a significant number of cancers such 
as Cancer of cervix, liver, Kaposi sarcoma, Burkitt’s etc. 
are associated with infections. Furthermore, early sexual 
exposures, early marriages and having multiple sexual 
partners predispose girls to HPV and eventually cervical 
cancer, as well as genetics play a big role in cancer causes.

Participants highlighted behavioral risk factors such as 
high alcohol intake, smoking and hunger (in Karamoja) 
as some common risk factors. In addition, they sug-
gested that the foods eaten such as ground nuts and silver 
fish may contain large quantities of aflatoxins which are 
known to be carcinogenic. Other participants expressed 
that environmental risk factors such as staying near water 
bodies could be predisposing community to schistoso-
miasis and risky sexual behaviors. These views are sup-
ported by excerpts from key informants below.

“Our girls get married early; they end up with mul-
tiple sexual partners as a result of that early mar-
riage” (KI06).
“The district is surrounded by water, so most of the 
predisposing factors lie around the water. Eg So 
many do fish and are predisposed to schistosomiasis, 
leading to liver cirrhosis and cancer of liver” (KI02).

“The risk factors for cancers are not really known, 
but some people think that the type of food they eat 
and also blame family planning methods” (KI05).
“Cancers have specific etiologies e.g. cervical can-
cer is linked to HPV, whereas for breast cancer the 
etiology is not very clear. Some of the GI cancers are 
caused by heavy alcohol consumptions e.g. Cancer of 
stomach, liver, pancreas etc.” (KI04).
“Many cancers in Uganda are associated with infec-
tions e.g. Cancer of cervix, Kaposi Sarcoma and liver 
cancers.” (KI03).

Community members highlighted divergent perceptions 
on cancer causes, and risk factors and these include; alco-
hol consumption, eating fried food, cigarette smoking, or 
smoking from firewood, genetics/inherited/family dis-
ease, bleaching products, producing many children n and 
some treatment modalities such as X-rays. These were 
elaborated in the following excerpts from participants.

“As a man, when you take a lot of cigarette and 
marijuana as well as that thing they put under the 
tongue, (called clock or Kuber), it can cause cancer” 
(PA03).
“Doctors teach that what causes cancer of the cervix 
is conceiving rapidly, before the wounds heal from 
the previous delivery, a mother again conceives so 
fast and at the end she starts bleeding and gets can-
cer of the cervix”. (PA02).
“Some people say you can get cancer when you eat 
fried food or when you get infections such as can-
dida” (PA21).

Theme 2: community based surveillance and response to 
cancer
Category 2.1: prevailing cancer surveillance system
The participants stated that there is no stand-alone can-
cer surveillance system in the country and currently 
cancer surveillance depends on DHIS2 and health facil-
ity data which have lots of weaknesses including incom-
pleteness and inaccuracy. Cancer surveillance in other 
countries is done through cancer registries, but Uganda 
has only Kampala cancer registry, which fails to capture 
the unique etiological factors of cancers in rural set-
tings. Only cancer of the cervix is being surveyed cur-
rently, through donor funding. The health workers also 
lack information on cancer diagnosis and surveillance. 
These were elaborated in the following excerpts from the 
participants.

“We do some occasional outreaches, but we don’t 
have a well laid down surveillance strategy to iden-
tify all the cancer cases in the region “(KI06).
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“The only surveillance we are doing currently is for 
Cancer of Cervix, where we are screening all women 
in the reproductive age for cancer of the cervix. The 
rest of the cancers have no surveillance system.” 
(KI01).
“Cancer surveillance is done mainly through pop-
ulation-based cancer registry, we have no cancer 
registries for the rural and hard to reach and so we 
can’t capture the cancer etiological agents for these 
communities” (KI03).

There is need for community sensitization for cancers 
in the entire region, through conducting community 
screening surveys and testing those who come for the 
medical camps. Involvement of community team lead-
ers such as village health teams (VHTs), Local Council I 
(LCIs), traditional and church leaders in cancer surveil-
lance should be encouraged, while using the existing 
health care delivery system for cancer surveillance. The 
community case definitions of common cancers should 
be refined and the capacity of the community work-
ers (VHTs) built to detect cancers at community level. 
There is a need for collaboration with Uganda Bureau of 
Statistics (UBOS) to study the population dynamics and 
demographic indicators which can then be used for can-
cer surveillance. These were elaborated in the following 
participant excerpts.

“We can use our healthcare delivery system infra-
structure to do a reasonable cancer surveillance, 
staff like the [Village Health Teams] VHTs and com-
munity health workers can help in capturing the 
cancer information” (KI03).
“If we could have more medical camps in the com-
munity, this could help us to sensitize and screen the 
community, and this would improve our index of 
suspicion” (KI01).

Category 2.2: preparedness of the health systems to detect 
and manage cancer (policies)
Health facilities are ill-prepared to respond to the grow-
ing burden of cancers. Higher health facilities such as dis-
trict hospitals and RRH can collect samples and refer for 
investigation but are not able to treat patients after the 
diagnosis. The referral systems are very poor and patients 
get lost along the way, with no feedback mechanism. 
There is lack of knowledge among the health workers on 
cancer diagnosis and management. The infrastructure 
does not allow for a good diagnostic space, despite having 
some trained health workers. The policies that exist are 
not sufficient and there are no instruments to implement. 
The National Cancer Control Plan is under development 
and an NCD law is being strengthened to regulate sub-
stance use.

“We are not prepared as much as we should, the best 
we can do is taking biopsies and sending to Kampala 
for histology to be done. We are unable to do most of 
the treatment required” (KI06).
“We are deficient in policies for most of the cancers 
except cervical cancer which has the test and treat 
policy and its being supported by the donor funds” 
(KI04).
“This is sub-Saharan Africa where resources are 
very limited. This leads to limited supplies, human 
resource among others” (KI04).
“The dissemination and implementation of the few 
policies we have in place is still very poor” (KI03).
“We need the health workers to be skilled and pro-
vided with diagnostic equipment.” (KI01).
“We have specialists, but all working in a health 
Centre IV, with no facility to support diagnosis” 
(KI02).
“We need to train the VHTs to ensure that they 
have some knowledge about the cancer and conduct 
community drives to create awareness on cancers” 
(KI02).

Category 2.3: challenges in cancer diagnosis and 
management
Participants in the FGDs and Dialogue meeting generally 
agreed that it’s difficult to tell from sight that someone is 
suffering from cancer. However, they highlighted some 
common observations which point towards cancer or a 
serious disease. These included chronic wound, which is 
taking long to heal, skin changes, too much bleeding for 
women, and chronic back pain.

“It’s difficult to know its cancer but there are signs 
that come up and you know its cancer, eg, if you 
develop a wound in the body and it takes long to 
heal, in the village, you will think its cancer and 
there is a virus building up from that area” (PA10).
“The skin can change color, the wound that doesn’t 
cure, too much bleeding for women” (PA09).

The challenges in cancer diagnosis and management 
identified by the key informants include lack of equip-
ment for screening cancer, late presentation and lack of 
sensitization. There are a lot of missed opportunities in 
the early stages, poor linkages and referral to treatment 
and inadequate knowledge and skills amongst the health 
workers, coupled with resource constraints, including 
human resources for health.

Failure to seek care and support when referred to UCI 
due to high level of poverty. Having no medications in the 
facility within the region. Having only two cancer centers 
in the country, that is UCI and Gulu as satellites and no 
funding to build adequate infrastructure.
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“Many times, someone comes and tells you I have 
been to this place, that place and so on but there was 
nothing done to help the patient. The health workers 
don’t know what to look out for even though there is 
a lot of cancers around” (KI06).
“We rarely reach diagnosis of the Cancer of Liver 
because majority of them come late with Cirrhosis 
and die before the diagnosis is done” (KI01).
“One of the main challenges is the knowledge and 
skills gaps among the health workers and commu-
nity members. There are many health workers who 
think cancer is an infection” (KI03).
“When you tell a patient that you are suspecting 
cancer and they need additional investigation, they 
get worried and decline the test.” (KI01).

Category 2.4: personal experiences with cancer care
Many of the participants who had cancer shared their 
experiences which included frequent visits to the hos-
pitals before a diagnosis was made. They received other 
prior treatments with no improvements until when their 
samples were taken for analysis at Soroti University, diag-
nosed with cancer and referred to treatment. There was 
delayed diagnosis in most cases for cancer patients. Some 
of the participants’ experiences are the following.

“I had some wounds around my private parts which 
were itching, went to the health center and was given 
medication, it cleared a bit. It again started itch-
ing after sometimes, I went back to the health cen-
tre, they gave me the same medication which didn’t 
resolve the wound, instead I started getting some 
pus. I went to the pharmacy, the nurse tried to treat 
for additional one month, with no improvement, 
that is when I was referred to the hospital, and then 
eventually to Soroti university which tested my sam-
ple and found that it was cancer” (PA13).
“My sister started feeling pain under her feet, she 
was rushed to Serere HCIV, some meat samples were 
cut off and taken to Mulago for investigation, but 
the results never returned and she continued feeling 
intense pain. After some time, she improved and was 
discharged from the health centre, but we continued 
going back to check for results and another pain-
ful swelling came up around the pelvis, the doctor 
in Serere again removed another sample, but with 
no results. We continued to treat the wound for 4 
months and it was getting worse, until when we were 
referred to Soroti Hospital which picked samples 
and took to Soroti University which eventually con-
firmed the diagnosis” (PA14).
“For me, the blood was picked from Karamoja and 
sent to Kampala for testing, I was told to go back to the 
hospital after results have returned from Kampala. I 

went to Matany in September, they picked my samples 
and the result returned in January 2025” (PA23).

Notably, patients were referred to Mulago for further 
treatment following a cancer diagnosis, with many hesita-
tions and incapacity to go to Mulago due to many social 
and economic challenges leading to delayed care and 
treatment .Clearly, people who are diagnosed with cancer 
are financially not prepared to respond to the disease and 
its treatment demands. This leads to catastrophic expen-
diture and abject poverty that the family cannot meet the 
basic needs like feeding and educating children. These 
arguments are supported by the views of participants 
below;

“Dr told me that my patient has cancer and so we 
must go to Mulago within one month to avoid the 
cancer spreading.” (PA12).
“I came here to UCI in March 2025 for treatment, 
but since then I am still here. I stay in a tent for the 
past 5 months” (PA23).
“My patient was taken to Serere HCIV, where he was 
referred to Soroti and then Mulago Hospital. The 
situation in Mulago wasn’t immediate as we were 
told we would be seen after one week, so we returned 
home and the Mzee refused to be taken back to 
Mulago, because he believed he would die on the 
way and He eventually died after 1 month of return 
from Mulago” (PA15).
“I attended a certain burial of a rich man who had 
died of cancer in our village. He had a very huge 
kraal, but cancer reduced it” (PA 18).
“I have been having one garden, but due to this sick-
ness, it has made me to sell my plot for treatment. I 
have no place that I can settle a home, the children 
are young, they are not studying” (PA07).
“It’s quite expensive, takes a toll on you. It’s an eco-
nomic and emotional burden to you. In fact, it’s a 
disease of the rich” (PA21).

Theme 3: priorities for cancer research and dissemination
Category 3.1: areas to prioritize cancer research
The key informants suggested areas of research priorities 
to be epidemiology, distribution and etiology of cancer in 
this region, including the incidence studies and geograph-
ical mapping of these cancers. They suggested conducting 
cancer disease surveillance at the landing site to under-
stand the patterns of cancers in these areas. They also 
suggested building the capacity of the health workers on 
cancer screening, improving cancer care in Uganda and 
creation of awareness about cancer in the community.

“We have a lot of water bodies here; we need to 
investigate to what extent these waters lead to can-
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cers e.g. a lot of people come with liver cirrhosis, 
could it be due to cancers?” (KI02).
“We need to do research on how we can improve 
care and access to cancer care in Uganda?” (KI03).
“We should create awareness about cancer in the 
community by ensuring they are sensitized but also 
ensure that the services for screening and treatment 
are available” (KI05).

The participants further suggested investigating the 
contribution of the locally available foods and environ-
ment to cancers, e.g. silver fish, water bodies etc. a focus 
on population-based registry for unique populations in 
Uganda and strengthening cancer surveillance systems.

“I think we need to look for the foods that we are 
eating, in the fishing community, we have silver fish 
which is known to have a lot of aflatoxins” (KI02).

On the other hand, the participants of dialogue meetings 
and FGDs suggested that research should be prioritized on 
cancers of blood, prostate, cervix, breast, throat and lungs.

“As I see, the cancer that should be researched and 
disturbing people behind in the village is cancer of 
the breast and prostate. Those are the ones I think 
should be researched so fast” (PA08).

Category 3.2: strategies for community engagement
Participants suggested working with the stationed health 
workers and the local political and traditional leaders in 
the community for continued community engagement. 
They also suggested continued community dialogue 
meetings, sensitization on radios and health education 
in the health facilities. They further suggested using the 
leadership structures in the community, such as VHTs, 
LCIs, LCIIs and cultural leadership for community 
engagement. In addition, the participants suggested mak-
ing use of cancer survivors to sensitize and engage the 
community. The participants of the FGDs and dialogue 
meeting further suggested the use of community radios, 
churches, community barazas or other gatherings and 
social media to disseminate the research findings.

“In this area, it is very difficult to do anything with-
out involving the lower area political leadership 
e.g. LCIs, and traditional leaders. They are highly 
trusted for any community work” (KI06).
“The best way to engage the community is to use 
them themselves. Do community meetings, get their 
opinions, give right information and use the lead-
ership structure in the community like VHTs, LCI 
etc. to foster community cooperation into the study.” 
(KI02).

“The most effective way to mobilize and have the 
information reach to the people is through the VHTs. 
You can empower these people, and the response is 
always very fast” (KI05).

Discussion
This study was a consultation for Wellcome Trust 
research grant application for the Discovery Awards 
scheme. While this study informed a grant application, 
its findings stand as independent qualitative evidence on 
cancer research priorities in the region. Its aim was to 
understand the perspectives of the community members, 
health workers and policy makers and to obtain their 
insights into cancer prevention, control and research in 
Northeastern Uganda. The study explored the perspec-
tive of these stakeholders and their insights into the 
common cancers seen in the region, cancer risk factors, 
surveillance systems, treatment and prevention options 
and the priorities for cancer research.

Perceived causes and risk factors to cancer
The commonest cancers in the region identified by the 
stakeholders are cancer of the breast, cervix and prostate 
among adults while leukemia tops childhood cancers. 
This qualitative assessment of common cancers by the 
key informants and other community stakeholders is in 
line with previous findings in the region and in Uganda 
where cancer of the breast, prostate, esophagus and cer-
vix are the top 4 cancers [10, 14]. The regional cancer 
spectrum in Uganda indicates Teso is among the top 6 
most affected regions and Karamoja as the least affected 
regions [10, 14]. This low burden reported may be due 
to the lack of cancer registries and treatment centers in 
the region as all the cancer cases identified are referred 
to Uganda Cancer Institute and their incidence reported 
under the Kampala cancer registry [10].

In the neighboring region of Northern Uganda, cancers 
of the cervix and non-Hodgkin Lymphoma were most 
common among females, and non-Hodgkin Lymphoma, 
Kaposi Sarcoma and prostate were more common in men 
[26], quite unique from what is observed by the partici-
pants in our study. Most of the cancers in Uganda have 
no known risk factors, however, several of them are asso-
ciated with infections. Cervical cancer, Burkitt’s Lym-
phoma, Kaposi Sarcoma, Hepatocellular carcinoma and 
Cancer of Esophagus among others are all known to have 
infectious origin [26, 27]. These cancers were identified 
by the stakeholders as leading cancers in the region.

It is therefore important to prioritize cancers with 
infectious origin for prevention and control. Interven-
tions to control infections such as HPV and HepB vac-
cination should therefore be prioritized. Unfortunately, 
HPV vaccination in the region and the country is sub-
optimal [28, 29]. Other prevention measures such as 
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early screening and treatment for cancers are low in the 
Northeastern region and Uganda as a whole [11, 12, 30].

The epidemiology of some of these cancers tends to fol-
low certain patterns, with genetics, environmental and 
behavioral factors such as high alcohol intake, smoking 
and multiple sexual partners/early marriages are well 
documented risk factors for some common cancers [31, 
32]. Targeted research and interventions to reduce cancer 
risk factors are urgently needed in the subregion.

Community-based surveillance and response system to cancer
There is no stand-alone cancer surveillance system in the 
country and currently it depends on district health infor-
mation system (DHIS2) and health facility data which 
have lots of weaknesses including incompleteness and 
inaccuracy. Research done using routinely collected data 
in Uganda and South Africa have highlighted the need 
to improve data completeness and quality [33, 34]. There 
is need therefore to make deliberate efforts to improve 
cancer surveillance system by creating and organizing 
a community-based cancer surveillance database. The 
community-based cancer surveillance in Uganda is not 
currently happening, with only two population-based 
cancer registries in Kampala and Gulu which rely on data 
generated from the health facilities.

The health workers also lack information on cancer 
diagnosis and management. Other studies done in Tur-
key have demonstrated the general lack of knowledge by 
health workers regarding cancer prevention and control 
[35, 36]. There is need to invest in capacity building of 
the health workers to rapidly detect cancers at the early 
stages as has been proposed by a team from UCI [37]. 
There is need for community sensitization and screen-
ing for cancers in the entire region to improve the rate of 
early detection and treatment. Most of the cancers diag-
nosed in Uganda are in advanced stages due to lack of 
early screening services [38, 39].

Involvement of community team leaders such as VHTs, 
LCIs, traditional and church leaders in cancer surveil-
lance have been suggested by the stakeholders to be pro-
moted and the community case definitions of common 
cancers should be refined and the capacity of the com-
munity workers (VHTs/CHEWs) built to detect cancers 
at community level. Communities play a critical role in 
disease identification and prevention. They have been 
successfully engaged in Uganda to prevent infectious dis-
eases such as malaria, HIV and TB among others [40–42].

Health facilities in the region are generally ill-prepared 
to respond to the growing burden of cancers and other 
emerging diseases. This is a similar observation made 
earlier in Uganda and other SSA [5, 6, 43]. To adequately 
respond to cancer, the facilities need to comprehensively 
prepare to handle health education, prevention, screen-
ing, early detection and treatment of cancers. The referral 

systems are very poor and patients get lost along the way, 
with no feedback mechanism. There is lack of knowl-
edge among the health workers on cancer diagnosis and 
management. There is need to invest in training of health 
workers in the diagnosis and management of cancer. This 
will enable them to comprehensively attend to patients 
from the remote areas and promote early diagnosis.

There have been reported delays in cancer diagno-
sis across Uganda and other SSA due to several factors 
including knowledge gaps by the health care providers 
[38, 43]. The infrastructure does not allow for a good 
diagnostic space, despite having some trained health 
workers. The policies that exist are not sufficient and 
there are no instruments to implement. Some of the poli-
cies for cancer control adopted by the country include 
cervical cancer control strategy [13, 44, 45] which is 
heavily donor funded and not well disseminated.

Priorities for cancer research
Priorities for cancer research identified during this stake-
holders’ engagement include epidemiology and etiology 
of cancer, including the incidence studies and geographi-
cal mapping of these cancers. Conduct cancer disease 
surveillance at the landing site. Teso region specifically 
has numerous landing sites and the cancer disease bur-
den in these areas are unknown, yet there are several 
risk factors to cancer. Investigate the contribution of the 
locally available foods and environment to cancers.

There is need to focus on population-based registry for 
unique populations in Uganda and strengthening cancer 
surveillance systems. Research on improving the cancer 
care in Uganda. Research on local treatment for cancer. 
The priorities of cancer research proposed in low and 
middle income countries include; reducing the burden 
of patients with advanced disease; improving access and 
affordability, and outcomes of cancer treatment; value-
based care and health economics; quality improvement 
and implementation research; and leveraging technology 
to improve cancer control [8].

Study limitations
Our study had some limitations. The qualitative nature 
of the study could have led to subjectivity and researcher 
bias in the interpretation of the community perspectives. 
This was minimized by ensuring that at least 4 research-
ers conduct data analysis and reach a consensus on the 
findings. The participants insights and perspectives 
enlisted could be subject to social desirability bias. In 
addition, participants in the FGD and dialogue meetings 
and some key informants had very little knowledge on 
the existing cancer prevention and treatment policies and 
so it was difficult to examine the adequacy of these poli-
cies among the study participants.
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Conclusion
This consultative study which was undertaken to 
inform a Wellcome Trust research grants application 
highlights the importance of an engaged participa-
tory approach to identify research problems. Through 
this approach, the research team was able to accurately 
understand the research context, identify research 
issues, and priorities.

From this study, we have established that the commu-
nity perceives cancer as an incurable disease with a lot 
of uncertainties, myths and misconceptions about its 
causes, including witchcraft, poor hygiene, a virus or a 
worm and the use of contraceptives. They also expressed 
a general lack of knowledge regarding cancers. The 
common cancer causes and risk factors they perceived 
included alcohol consumption, eating fried food, ciga-
rette smoking, or smoking from firewood and genetics, 
with radios, newspapers, social media, television and 
health education by health workers being the common 
sources of information.

Health facilities are ill-prepared to respond to the 
growing burden of cancers. The referral systems are very 
poor, with patients moving long distances to referral 
sites and getting lost along the way. Cancer surveillance 
systems in the country are limited and rely on routinely 
collected data which have lots of weaknesses including 
incompleteness and inaccuracy.

Priorities for cancer research identified by this study 
include epidemiology and etiology of cancer, includ-
ing the incidence studies and geographical mapping of 
these cancers, conducting cancer disease surveillance 
at the landing site and investigating the contribution of 
the locally available foods and environment to cancers.

There is need for community sensitization and 
screening for cancers in the entire region. Involvement 
of community team leaders such as village health teams 
(VHTs), local council I (LCIs), traditional and church 
leaders in cancer surveillance should be encouraged 
and the community case definitions of common cancers 
should be refined and the capacity of the community 
workers (VHTs) built to detect cancers at community 
level.
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