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Abstract

Background: The majority of breast cancer patients in Tanzania present with
advanced disease, and a significant proportion has metastatic breast cancer
(MBC) on presentation or develops it during the course of their follow-up.
With few treatment options to choose from, such patients often benefit from
empathic support and access to information to help them make treatment de-
cisions based on their individual circumstances and needs. Patients with
MBC have been shown to present with unique physical, social and psycho-
logical needs that require additional time, counselling and availability of
health care providers in addition to the routine options available to other pa-
tients. In resource-limited settings, the needs of such patients are often un-
known and unaddressed, which adds to the anxiety associated with the diag-
nosis and its treatment. Materials and methods: This descriptive qualitative
study was conducted using 3 focus group discussions with a total of 17 par-
ticipants with metastatic breast cancer (MBC) attending Ocean Road Cancer
Institute in Dar es Salaam, Tanzania. Participants were purposively selected
for the study from outpatient clinics and inpatient wards. A semi-structured
FGD guide was used to moderate discussions and analysis was done using a
thematic approach. Results: The median age of participants was 51 (range 33
- 81 years) with an average of 4 months (range 1 - 12 months) from diagnosis
of BC to the interview. 4 (24%) were diagnosed with MBC on first presentation
(denovo). Participants spoke about the importance of accurate BC-related
information in allowing timely referral and treatment both in the community
and within the health system. They recognized the role of mass and social
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media in increasing awareness about BC and identified myths surrounding
cancer treatment especially mastectomy. Correct and timely information at
points of care, through media platforms and via ambassadors/patient support
groups was perceived as a means to avoiding delays and securing early and
effective treatment. Conclusion: Patients with MBC in Tanzania have many
unmet informational needs in relation to their disease. Accurate BC-related
information is important in allowing early detection and diagnosis. At the
community level, provision of information through established media plat-
forms and the use of patient advocates may help to enable early referral and
treatment of patients.
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1. Background

Breast cancer (BC) is the second most common cancer in women in Tanzania,
and the number of new cases of BC diagnosed is expected to increase by 82% by
the year 2030 [1]. According to Globocan estimates, breast cancer accounted for
9.9% of cancer cases and 7.3% of cancer deaths in 2020 [2]. A large proportion of
women present with advanced (stage 3 and 4) disease, with a significant number
having metastatic breast cancer (MBC) on presentation (Denovo MBC) or de-
veloping metastatic disease during the course of treatment and follow-up. A me-
ta-analysis of studies done in Sub-Saharan Africa shows that between 4% to 70%
of patients present with metastatic disease at first presentation. A single center
study done in north-western Tanzania in 2012 showed that 21.4% of women
presented with metastatic disease at first presentation [3] [4] [5].

Patients with MBC have been shown to present with unique physical, social
and psychological needs that require additional time, counselling and availability
of health care providers in addition to the routine options available to other pa-
tients [6]. In resource-limited settings, the needs of such patients are often un-
known and unaddressed, which adds to the anxiety associated with the diagnosis
and its treatment.

Lack of access to timely and accurate information can have significant impact
on BC patients’ ability to choose and avail of treatment options. A study con-
ducted among women in Nigeria found that, “ignorance of the nature of illness,
belief in spiritual healing, fear of mastectomy and belief in herbal treatment were
the leading reasons for delay in presentation by women diagnosed with BC” [7].
Despite the large number of patients with MBC in Tanzania, we know very little
about their experiences in accessing BC-related information to support them
through their cancer journey.

Here, we present the experiences and information needs of patients with MBC

attending a tertiary care centre in Tanzania.
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2. Materials and Methods
2.1. Study Design

This paper reports on a subset of themes from a qualitative study aimed at un-
derstanding the experiences and information needs of patients with MBC at-
tending ORCI. The broader aim of the qualitative study (described below) was to
explore participants’ experiences during their cancer journey, focusing on access
to medical care and BC-related information. Here, we focus on participants’ ex-
periences of accessing and obtaining information relevant to their cancer diag-
nosis including the barriers and facilitators to obtaining information that im-
pacted choices and access to treatment for BC.

This descriptive qualitative study was conducted using 3 focus group discus-
sions (FGDs) with a total of 17 participants with metastatic breast cancer (MBC)
attending Ocean Road Cancer Institute in Dar es Salaam, Tanzania. Participants
were purposively selected for the study from outpatient clinics and inpatient
wards and invited to participate in the study. Inclusion criteria were having a
diagnosis of metastatic breast cancer, while patients who refused participation or
were unable to communicate due to advanced illness were excluded. Consecutive
FGDs were held at intervals of 2 - 4 weeks to accommodate patients who were
attending for follow-up clinics. A semi-structured FGD guide was used to mod-

erate discussions and analysis was done using a thematic approach.

2.2. Study Setting

The study was conducted at Ocean Road Cancer Institute (ORCI) which is a na-
tional cancer referral centre in Dar es Salaam, Tanzania. ORCI receives cancer
patients from all over the country and from around the East and Central African
region. The Institute offers a full range of cancer services that include cancer
screening, chemotherapy, radiation therapy and palliative care. Patients diag-
nosed with breast cancer are usually referred to ORCI for adjuvant chemothera-
py, hormonal therapy and radiation therapy after surgery. Patients with ad-
vanced and metastatic breast cancer are supported by the palliative care team in

symptom management and counselling.

2.3. Participants

Participants in this study were women diagnosed with metastatic breast cancer
(MBC) attending ORCI for treatment during the study period. Potential partici-
pants were recruited from inpatient wards and outpatient clinics and included
patients who had MBC at initial presentation as well as those who developed

metastatic disease during treatment or follow up.

2.4. Data Collection and Tools

Three FGDs were conducted between April and May 2021 and used a semi-

structured FGD guide to moderate discussions, which was developed based on a
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literature review as well as the clinical experience of researchers working with
patients with MBC. The guide was reviewed several times, and the final version
included questions that explored participants cancer journeys, their experiences
in receiving care, and their needs and access to information for their condition.
Probe questions were added based on participants’ responses.

Discussions were held in a comfortable and private seminar room located in
the main building of the Institute. Discussions were conducted by KM who has a
background in social sciences and extensive experience in qualitative methods of
data collection and supported by ND who is also trained in qualitative methods.
Before each FGD participants were welcomed, briefed on the proceedings, re-
quested for written informed consent, and assigned numbers which were used to
address them during the interview to maintain confidentiality.

FGDs lasted for between one and a half to two and a half hours, and were
conducted in Swahili which is the national language and the most common me-
dium of communication at the Institute. Saturation was reached by the third
FGD, which means there was repetition of information gained from earlier dis-
cussions. FGDs were audio-recorded and notes were also taken to capture addi-

tional non-verbal data.

2.5. Data Analysis

Audio-recorded discussions in Swahili were transcribed verbatim immediately
after the interview, and the transcripts translated to English. Translations were
checked by the first and second author to confirm accuracy and were read and
re-read by both authors to familiarize themselves with the data. Data was ana-
lyzed using the thematic approach as described by Braun and Clark [8]. The
analysis followed six steps of thematic analysis through which initial ideas
were generated by two authors, coded and organized into themes. The final
report is presented with codes and themes together with supporting quotes [9]
[10].

2.6. Ethics Approval and Consent to Participate

Ethical approval to conduct this study was obtained from the Institute Academ-
ics, Research, Publications, and Ethical Committee of Ocean Road Cancer Insti-
tute through approval number 10/VOL.XX/66B. Participants provided written

informed consent for interviews and recording.

3. Results

3.1. Participant Characteristics

A total of seventeen (17) women participated in the three FGDs. The median age
was 51 (range 33 - 81) years. There was an average of 4 months (range 1 - 12
months) duration from diagnosis of BC to the interview. 4 (24%) women were
diagnosed with MBC on first presentation (denovo), the rest developed it during
the course of their journey with BC.
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3.2. Themes

Three major themes emerged from the discussions, with six supporting sub-

themes. These are presented together with associated codes in Table 1.

Theme 1: Patients’ needs for BC-related information.

This theme illustrates the experiences and needs of BC-related information

among patients.

Sub-theme 1: Impact of correct and incorrect information on BC.

Participants spoke about the negative impact that false or inaccurate informa-

tion regarding cancer had on their experience. Many described their reluctance

to seek medical care because the swelling they discovered in the breast was pain-

less, while others spoke about how family members discouraged them from

seeking treatment, resulting in their seeking alternative methods and delaying

their medical care.

At first, my breast started to swell but I didn't feel any pain. So, I ignored it
thinking that it was normal (FGD3, Respondent 2).

1 started feeling a small tumor on my breast in 2018. It was increasing every
month. I didn't feel any pain. I live with that condition until 2019. The breast
was still swelling. In June 2019 I decided to go to hospital. (FGD3, Respondent

3)

Some of my relatives advised me to consult religious people and ask for pray-
ers. They thought maybe I was bewitched. (FGD 1, Respondent 8)

Table 1. Themes, sub-themes and codes.

Themes Sub-themes

Codes

Impact of correct and incorrect
information about BC

Patients’ needs
1 for BC-related
information

Need for accurate BC-related
information

Potential sources of information

Belief that cancer is incurable prevents seeking treatment
Correct information allows early treatment of BC
Self-diagnosis and early referral due to prior information on BC
Myths about mastectomy as a form of treatment

Need for knowledge on risk factors and how to prevent BC
Need for understanding on advanced BC and its implications
The role of health facilities in creating awareness

Information can be shared in the community through printed
material, mass and social media

BC awareness in
the health system

Need for BC awareness among
health care workers

Patients can serve as a support

Potential role of system
3 patients in creating

awareness . .
Patients as ambassadors in the

community

HCWs lack expertise to diagnose BC
Delayed treatment due to misdiagnosis
Need for Improved communication between hospitals

Patients sharing information and supporting each other while on
treatment

Survivors inspire and empower patients to complete treatment
Survivors should educate women in the community

Patients can distribute available material to create awareness
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Thereafter, my breast started swelling. It started slowly and grew into a big
abscess. I informed my relatives, but they ignored me. They said I should just
wait and relax. So, I just stayed at home. (FGD2, Respondent 3)

Several participants narrated how the delay to accepting surgery as a treat-
ment option was affected by myths and wrong information about the mastecto-
my. Concerns that removing the breast would affect fertility or result in death
was a common reason cited by relatives who discouraged surgery.

They (family) disagreed with the advice to remove my breast. They asked me
why I wanted to get my breast removed and whether I was still able or wanted to
have children! They completely did not want me to remove the affected breast.
So, 1 just stayed. (FGDI, Respondent 2)

Some people even tried to scare me, telling me that once I have breast removal
surgery I will die right away. (FGD1, Respondent 1)

On the other hand, there were also positive experiences among patients who
had received information about BC from the radio or other sources. Some par-
ticipants were able to self-diagnose a breast lump and seek medical care while
others described how they conducted breast self-examination regularly, through
which they were able to detect the lumps.

One day I was taking my shower and I touched my breast on this side, where I
found a small tumor. I asked myself how come I had that tumorl With all the
information I had heard, I told myself it could be cancer. (FGD2, Respondent 4)

I used to Iisten to the radio and assess my breasts almost every day. I was real-
ly careful (FGD2, Respondent I)

I already had prior information about it. There were campaigns about breast
cancer. So, when I performed self-screening and found that abnormal breast tis-
sue on me—a tumor—I knew it was cancer. I knew that I just needed to go to
the hospital to seek treatment. I didn’t worry. So, I calmed down. (FGD2, Res-
pondent 4)

Sub-theme 2: Need for accurate BC-related information.

Participants expressed the need for accurate information on BC which would
help their understanding of the condition. Specifically, they wanted to know re-
garding the causes and risk factors of BC and how to prevent it from occurring.

We are just told that this is breast cancer, but what are its causes? (FGD2,
Respondent 4)

I would like to know more about it. In the past they used to say cancer is
passed down genetically through heritage, but I think there is nothing like that
anymore. We have never had it in our family. (FGD2, Respondent I)

What kinds of food do I need to eat to prevent cancer? (FGD2, Respondent 1)

In describing their understanding of advanced cancer and its implications,
participants generally understood that advanced cancer was a worse stage in
cancer, was incurable, or meant that they would die soon. However, among oth-
er participants there was confusion or clear misunderstanding of the concept of

cancer stage.
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The way I understand it...if someone tells you have an advanced stage cancer,
it means it has gone beyond. It means you can’'t be cured. (FGD2, Respondent 4)

You become so worried. You will just need to accept the news. I will simply
tell myself that now I'm nearing my end. I will thank God, and nothing else.
(FGD3, Respondent 4)

...but I don’t know the stage my cancer has reached. I hear other people talk-
ing about stages of cancer: others are in stage 4, others 3, others 2, and others at
stage 1. So, I dor’'t know where I belong, whether stage 4, 3, 2, or 1. (FGDI,
Respondent 8)

One participant believed “advanced stage” meant an improvement in her di-
agnosis, although she admitted she wasn’t very sure about it.

I was thinking that when you are told that your cancer has reached an ad-
vanced stage it means you are improving. In my opinion, I think it refers to my
Improvement after receiving treatment. That is why the expert says you have
reached an advanced stage. That is according to my understanding. I m not sure
If I m right or not. (FGD3, Respondent I)

Sub-theme 3: Potential sources of information.

Most participants spoke about the role of mass media in creating awareness
and disseminating information about BC. The television, SMS messages via phones
were among the frequently cited sources. Others talked about printed media in
the form of brochures and books as important sources.

1 think it is through media because media carries everything. I just propose
the media. You could send information to TBC for it to broadcast so that every-
one can understand. (FGDI, Respondent 5)

I also think that mass media can be used. In addition, we can also use tele-
phone to what to do and where to access the services. (FGDI, Respondent 6)

I think maybe through written and printed materials... (FGD2, Respondent 5)

You could broadcast some programs on radio... (FGD3, RespondentI)

One participant described how information learnt over the radio helped her
practice breast self-examination.

I had access to the information through the radio. Because I use the minibus
to and from work every day, and they switch on the radio. Once I heard that in-
formation, I developed the behavior of examining my own breasts every morn-
ing. (FGD 2, Respondent 1)

Participants also recognized that health facilities have an important role in
creating awareness about BC, either directly from the facility itself, or through
participating in mass media campaigns.

A doctor or a health expert could be invited to a radjo station to talk about the
disease... They also need to insist on seeking early treatment to optimize the
chances of getting cured. (FGD3. Respondent 1)

But we also need to consider other channels. Such as the hospitals themselves.
When we disseminate the information through hospitals, everyone going to the

hospital will be able to access the message and understand where to seek assis-

DOI: 10.4236/abcr.2023.123006

69 Advances in Breast Cancer Research


https://doi.org/10.4236/abcr.2023.123006

N. Dharsee et al.

tance. (FGDI, Respondent 2)

Fliers, Give them to healthcare facilities and people will get them from there.
(FGD3, Respondent 3)

Theme 2: BC awareness in the health system

This theme describes challenges and opportunities at the health system level
in creating awareness about BC. It has one main sub-theme.

Sub-theme 4: Need for BC awareness among health care workers

Many participants expressed concern about the lack of expertise in diagnosing
and managing suspicious breast lumps among health care workers in lower-level
facilities. They expressed how a lack of equipment, knowledge and information
contributed to misdiagnosis, sometimes due to a belief of other (e.g. hormonal)
causes of the symptoms, and sometimes due to a lack of expertise (e.g. patholo-
gy, surgery) to diagnose the lump, which led to unnecessary delays in referral
and treatment.

Having noticed that, I decided to go see the doctors for advice. But when they
asses my situation they always said I didn’t have a big problem. They said it was
Jjust hormonal imbalance that caused the tumor. So, they allayed all the fear from
me that it was nothing to worry about, just hormonal imbalance. That made me
to wait for a long time before seeking proper treatment. (FGD2, Respondent 5)

I was admitted but they could not diagnose the problem... So, they told me
they were not able to diagnose the problem. (FGDI, Respondent 4)

Had my cancer been diagnosed early enough and initiated into treatment
right away, I would have been home now fully recovered. But I was diagnosed
late. a health expert should help you move to a better treatment option until you
find a solution to your problem. That would have helped a lot. (FGDI, Respon-
dent 1)

Participants also spoke about the need for improved communication between
hospitals to smoothen the referral process and care. They expressed how workers
in general facilities avoid accepting cancer patients who are under treatment.
They described how a lack of complete documentation and communication be-
tween referring and receiving facilities poses unnecessary stress and burden to
the patients.

Usually, they are afraid of treating us. I think this is because we don’t have
close relationships with the local healthcare facilities in the areas where we come
from. (FGD2, Respondent 5)

I think that things should be handled differently: there needs to be improved
two facilities as far as logistics are concerned. (FGDI, Respondent I)

Theme 3: Potential role of patients in creating awareness.

The third theme covers participants views about the role patients can play in
creating awareness about breast cancer in the community.

Sub-theme 5: Patients can serve as a support system.

Participants spoke about how BC patients can provide support to other pa-

tients by providing relevant information in their cancer journey. Social media
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such as WhatsApp groups was mentioned as a potential platform to connect and
communicate.

As we know, the world has become a small village. We can create a WhatsApp
group for those of us who have been treated at this hospital. So, in case one of us
finds any hints about cancer, they can post it that there. (FGD3, Respondent I)

So, you can also use us as your ambassadors to send messages to others. Once
we leave this place, we can meet two or three other women and we will share in-
formation with them. That is how we disseminate information. (FGDI, Respon-
dent 8)

Sub-theme 6: Patients as ambassadors in the community.

Participants also recognized their roles as potential advocates for cancer in the
community. They spoke of how they could share printed information, visit
neighbours and family to raise awareness about BC. They asked to be given cop-
ies of printed material to take back to their villages for distribution.

...whoever gets cured, whoever feels better, thanks God, needs to educate
others in her community using the books or other materials... whoever visits me
at my house, I will show her the book for her to read and understand. (FGD3,
Respondent I)

When I'm on my way home, before boarding the ferry, I could wait for 30
minutes during which time I can distribute the flyers to my fellow passengers or
those who just arrived from. People will read and understand the message...
(FGD3, Respondent 1)

But for us who have had cancer, we need to get copies of the book because we
are here. You can just give us copes of it for us to read and educate other mem-
bers of our households. With education, we can be able to notice if someone is
showing symptoms of cancer or else and be able to help take the person to the
hospital. (FGD3, Respondent I)

4. Discussion

Trustworthiness of the study

For qualitative studies, trustworthiness is assessed by using four criteria; cre-
dibility, transferability, confirmability and dependability [9]. We ensured credi-
bility by including participants with MBC from different backgrounds, and data
collection by authors who have vast experience in interacting with patients with
BC. To enhance transferability, a thick description of the study context is pro-
vided so that findings can be transferred to a site with a similar context. Authors
with different educational and professional backgrounds participated in the
study process to enhance confirmability. All presented themes and sub-themes
are supported by codes and quotes. Dependability was enhanced through good
documentation of the research process that can be traced.

Themes

This paper focuses on the themes that were generated in relation to informa-

tional needs of women with metastatic breast cancer. We found that patients had
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many unmet informational needs particularly in relation to diagnosis, treatment,
and risk factors of BC, which is in keeping with studies done elsewhere. Davinia
et al, in an assessment of patients with MBC in their first year after diagnosis
found that most participants had high informational needs, and were most in-
terested in information about treatment and disease [11]. In a systematic review
of studies on health information seeking behaviour of breast cancer patients,
Ravangard found a high level of unmet informational needs, and also a high de-
gree of dissatisfaction with information provided by care providers [12]. Other
studies have repeatedly demonstrated the needs for information among BC pa-
tients across their cancer journey and even as survivors [13] [14] [15], and oth-
ers have shown association between having informational needs met and satis-
faction with care [16].

A major impact of having access to information in our settings is to help pa-
tients make decisions about treatment and seek early medical intervention. We
found that the availability of accurate BC-related information was very impor-
tant to our participants, and a lack of correct information was believed to con-
tribute to delays in seeking treatment. This is often because there is generally a
low level of knowledge about cancer in the community. A study conducted in
Mwanza, Tanzania by Chao et a/ found similar experiences among women in
their perspectives for BC control. On a scale from 1 to 10, women self-rated their
knowledge of BC to be very low (Median 3; IQR 1 - 4). Only 13.7% said they
knew breast cancer symptoms, and 23.6% reported self-examining their breasts.
Fear of losing a breast was the most commonly listed barrier to seeking care [17].

One of the themes emerging from this study was the contribution of the
health system to delays in treatment. Participants highlighted the need for BC
awareness among health workers, describing how lack of knowledge and exper-
tise could lead to delays in providing treatment. This is a commonly encoun-
tered situation in LMICS, as described by Jedy-Agba et a/ In this comprehensive
systematic review of studies describing stage at diagnosis in BC patients in sub-
Saharan Africa, the authors confirm that most patients were diagnosed at a late
(stage III/IV) stage. Among the factors discussed that contribute to delays are
poor knowledge among health workers, (through misdiagnosis, with false reas-
surance of patients and sometimes inappropriate treatment, such as antibiotics
for presumed mastitis). In addition, dysfunctional referral pathways in fragmented
health systems contribute to patients presenting at oncology centres with ad-
vanced cancers [3] [18].

Myths associated with BC treatment and fear of mastectomy featured impor-
tantly in our study, and has been documented by other authors [7]. For African
women, accepting the surgical removal of a breast is still a difficult choice to
make. Odigie et al who looked at psychosocial effects of mastectomy among
Nigerian women, showed that 67.9% of their study population felt inadequate as
a woman because of the mastectomy, and 38.3% were divorced or separated

from their husbands 3 years after primary breast care treatment [19].
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Many participants in our study recommended the use of mass media for dis-
seminating information about BC. They also noted the role of the health care
system for this purpose. Other authors have reported similar findings [20]. A
study among women with BC in Lebanon found that the doctor was the major
source of information for patients followed by media (radio and television) [13].
This increased community knowledge and awareness is expected to contribute
towards reducing the stigma of the diagnosis and increasing earlier presentation
by improving the health seeking behaviour of communities [21].

As part of the solutions facing challenges with informational needs, partici-
pants in our study showed enthusiasm to serve as patient advocates and ambas-
sadors in the community. They felt motivated to create awareness in the com-
munity about the presentation of BC and to serve as witnesses for having sur-
vived its treatment. While this may be relatively underdeveloped in our setting,
the role of patients as ambassadors and advocates is now well established in
western countries, and there exist a number of platforms to support this cause.
Websites of a variety of institutions dealing with cancer provide information and
link patients with support groups [22] [23]. Moreover, there are opportunities to
train and empower patients to take on these roles in which they can be effective
ambassadors for change in the community and within the health systems, such
as the National Breast Cancer Coalition (NBBC) Advocacy Training, and the Un-
ion for International Cancer Control (UICC) Cancer Advocates Program [24]
[25].

Patients themselves can benefit from taking on advocacy roles by obtaining a
sense of purpose and feeling empowered to make a difference in other patients
cancer journeys as documented by a young patient with MBC [26]. As docu-
mented by Ganz, “At any step along the diagnostic and treatment continuum
(Figure), there are important points where patients can benefit from active ad-
vocacy. The past experience and knowledge of physicians, nurses, and social
workers position them to take on this role” [27]. A qualitative study by Dvadze
et al. on BC advocacy in Low and Middle Income Countries concluded that
“Cancer survivors and advocates are valuable sources of information and po-
werful resources for advancing cancer control, yet a lack of trust, knowledge
gaps, stigma, and limited organizational capacity and resources hamper their ef-
forts to improve cancer care and outcomes in their communities. When sup-
ported and provided with accurate information and opportunities to network,
advocates are better equipped to pursue evidence-based programs, advocate for
appropriate solutions, and hold their governments accountable to the commit-

ments”.

5. Study Limitations

Our study was conducted with a small sample in one cancer centre in Tanzania;
hence the results of this study may have limited generalizability. However, we

note that our participants came from different regions across Tanzania, and
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their situation and circumstances are like those of many settings in LMICS, and
particularly in Africa; therefore, these findings may be transferrable to other

similar settings.

6. Conclusion

Patients with MBC in Tanzania have many unmet informational needs in rela-
tion to their disease. Accurate BC-related information is important in allowing
early detection and diagnosis, and there is room for education and sensitization
to cancer diagnoses in the health system. At the community level, provision of
information through established media platforms and the use of patient advo-
cates to provide support and increase awareness may help to improve accepta-
bility of diagnoses and secure social support, enabling early referral and treat-

ment of patients.
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