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Abstract
Background: Globally, cervical Cancer (CC) ranks the fourth most common cancer in women. In
Tanzania, CC is the leading female malignancy, and a major cause of cancer related mortality and
morbidity among women. Several initiatives have been used to improve awareness on the disease,
nevertheless more than 80% of patients with CC are diagnosed at an advanced stage. This study aimed

to explore knowledge, perception and barriers to health seeking behaviour among women diagnosed
with CC at Ocean Road Cancer Institute (ORCI) in Tanzania.

Methodology: A hospital based qualitative study using in-depth interview (IDI)was conducted between
November to December 2021 at the ORCI. A purposive selection of women diagnosed with late stage CC
was made, and eleven IDI were conducted. The interviews were audio recorded and transcribed

verbatim. Data analysis was done manually using a thematic approach.

Results: The results showed that participants had poor knowledge about CC disease, its causes, risk
factors, preventive measures and treatment options. Women perceived and misinterpreted the CC
symptoms as other non-serious urogenital conditions like fungus and urinary tract infection. In addition,
financial challenges, long distances to health facilities and poor services at primary level facilities were

the barriers to early diagnosis and appropriate care.

Conclusion: Participants demonstrated poor knowledge of the CC disease and at an early stage confuse
the symptoms of CC with those of UTI. The study recommends intensive health promotion efforts and

education on cervical cancer disease and the importance of regular screening.
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Background
Cervical cancer ranks the fourth commonly occurring female malignancy globally following breast, col-

orectal and lung cancers (1), with more than 570,000 new cases and about 311,000 deaths for the year
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2018 (2). The highest burden of more than 80% of en. Therefore, this study aimed to explore the

the cases and deaths is carried by low and middle
income countries (3). The estimated age standard-
ized rate of cervical cancer deaths is very high in
East Africa compared to other regions in the World
(1,4). In Tanzania, cervical cancer is the leading
female malignancy with 9772 new cases and 6695
deaths yearly (4). Among women with cervical

cancer 89.4% are diagnosed with late stage (5)

Cervical cancer has been firmly established to be
caused by persistent infection by high risk onco-
genic Human Papilloma virus (HPV). HPV types
16 and 18, cause more than 90% of cervical can-
cers worldwide (6,7). Cervical cancer in the early
stage is frequently asymptomatic, and can only be
detected by screening methods like Visual Inspec-
tion with Acetic acid (VIA) and Cytology based
technology Papanicolaou Smear (8). For sympto-
matic patients, most common presentations are post
coital bleeding, irregular or heavy menses and ab-
normal vaginal discharge that may be watery or

purulent and malodorous.

Late stage presentation at tertiary care can occur at
different levels from individual level, community
level and health system level. Multiple factors in-
terplay in delayed diagnosis. Social and cultural
factors have been found to contribute to late stage
diagnosis as women preferred traditional medicine
more than modern interventions due to myths and
misconception related to the disease. Despite sever-
al measures instituted by World Health Organiza-
tion (WHO) and the ministry of health of Tanzania
on increasing the awareness and importance of reg-

ular screening for CC among women, the majority

knowledge, perception and barriers for health seek-
ing behaviours of late-diagnosed CC women at
ORCI, Tanzania.

Methods

Study design: A hospital based qualitative study
was used to explore the lived reality and in depth
about cervical cancer disease in relation to
knowledge, perceptions and health care seeking
behaviours. The study was conducted between No-
vember and December 2021 at ORCI, Dar es Sa-

laam, Tanzania.

Study context: ORCI is located along the Indian
Ocean in, Dar es Salaam, and is a specialized can-
cer institute in Tanzania. ORCI has a bed capacity
of around 259 with modern equipment for admin-
istration of radiation, chemotherapy and with quali-
fied healthcare providers for cancer patients and
palliative care. ORCI receives referral patients
from all regions of Tanzania and neighbouring
countries. ORCI serves around 120 — 150 cancer
patients of which 3 — 8 are newly diagnosed CC
daily. According to the 2020 cancer report, ORCI
had 1800 new patients with CC. Therefore, in order
to get late diagnosed CC women ORCI is the best
facility.

Study participants and sampling procedures

Participants were new and follow up patients who
were recruited at the ORCI OPD. The principal in-
vestigator stayed at the attending rooms with other
clinicians to recruit study participants. Referral
notes and histology results were reviewed to con-

firm the diagnosis and clinical staging. The partici-

are not willing. The latter necessitate the need of pants were left to see the attending clinician first,

understanding knowledge, perception and health

seeking behaviour among late-diagnosed CC wom-

followed on their way out. Introduction was done,

Participants were told the purpose of the study,
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benefits and right to withdrawal from the study.
Those who consented and agreed to participate in
the study were enrolled. Among the approached
women, three declined to participate for unclear
reasons. Nine participants were recruited from pub-
lic clinic and two participants recruited from pri-
vate clinic. Only two participants are from private
clinic because the clinic attends few CC patients,
approximately 0-2 patients per day compared to
public clinic with about 2-7 patients per day. Par-
ticipants were recruited purposively based on the
following criteria; Research team recruited partici-
pants from residential area (rural and urban), repro-
ductive and post-menopausal age, and those with
formal and informal education. Unfortunately, dur-
ing the study period, we missed a participant with a

higher education level.

Data collection: Data collection was done using a
semi structured and open ended interview guide
which was developed by the research team based
on literature review and their experience on quali-
tative study design. The interview guide had two
sections. First section was for the demographic in-
formation which included age, residence, level of
education, marital status, occupation, last normal
menstrual period, parity, living children, date of
diagnosis and clinical staging. The second section
consisted of knowledge, perceptions, and health

care seeking behaviours.

Interviews were conducted in a calm quiet private
room within the hospital and before opening the
discussion, the interviewer explained the key con-
cepts of the study and told the participant to ex-
press freely. While introducing the topic, partici-
pants were told that an audio-recorder will be used
to capture the discussion and they were ensured

confidentiality. The participants provided a written

informed consent form and with the assistance of a
research assistant participant provided the im-
portant demographic characteristics. Each in-depth
interview lasted for about 30-60 minutes. Experi-
enced researcher led the first two interview ses-
sions, other interviews were carried by the princi-
pal investigator and a research assistant. Field notes
were taken by the trained research assistant on the
important verbal and non-verbal events that oc-
curred during the interview. Following completion
of the first two interviews research team meet and
revised the interview guide to maximize infor-

mation gathering.

Data processing and analysis

Transcription of the audios was done in Swabhili
verbatim by the principal investigator. Data analy-
sis was done manually using a thematic approach.
A preliminary code book was prepared by aids of
interview guide, and broad and specific objectives
of the study as well as literature review. Five tran-
scripts which were rich in data were read and re
read by three researchers, developed codes inde-
pendently for each of the transcript, then discussed
the codes and agreed on the proper codes to be
used. Whenever there were differences in coding,
discussion was made, and consensus was reached.
The analysis was a deductive process. Translation
was done during the coding process during sub-
themes and themes generation. Six phases of the-
matic analysis was used which are familiarization
with the data, generating initial codes, generating
themes, reviewing initial themes, defining and

naming themes and producing the report (37)

Themes were searched from the general list of code
book. Some codes formed main themes or sub-
themes, whereas other codes were discarded. Later

themes were re-read and reviewed at the level of
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coded data and theme itself to ensure that all of the
data forms a coherent pattern and the relationship

between themes to reflect the meaning of data.

Ethical Clearance

Ethical approval was obtained from the Muhimbili
University of Health and Allied Sciences Senate
Committee

Research ethics and Publications

(MUHAS SRPC).

Permission to do research was sought from the OR-
CI administration. The purpose of the study and the
right to withdraw from the interview was explained
to the participants of the study. Before data collec-
tion a written informed consent was sought from
the participants. Permission to audio tape the In-
depth interview was sought before the start of in-

terviews.

To foster privacy and confidentiality, all interviews
were anonymous and kept confidential. Identity of
the respondents and study subjects was not dis-
closed anywhere during data collection and report
writing. Only numbers were assigned to partici-
pants. Information recorded was not shared to any
third party except for research purpose only and
without exposing the identity of the participants.
Three participants were emotionally and psycho-
logically affected (crying) during data collection,
interviews were stopped and recordings were
paused, to provide emotional support and counsel-
ling and continued when the participant was okay
to do so. The participants were later on linked to

psychologists for further management.

Results
Participant characteristics
Participants had median age of 47 years, range of

27 -62 years. Four were married and seven were

single. Five of the participants were from urban
areas and six were from rural areas. Nine had pri-
mary school education, two had secondary educa-
tion. Ten were unemployed and one was employed
as an office assistant. Following data analysis,
three themes were developed; poor knowledge
about cervical cancer diseases (lack of knowledge
about cervical cancer disease and Myths and mis-
conceptions), inaccurate perceived threat of cervi-
cal cancer disease and symptoms (poor perceived
susceptibility and severity poor perceived benefits
of screening) and Barriers towards health care
seeking behaviors (financial challenges, limited
access to health facilities and poor health care ser-

vices at primary level facilities). Table 1.

Three major themes were generated during analy-
sis, poor knowledge about cervical cancer, inaccu-
rate perceived threat of cervical cancer disease and
symptoms and perceived barriers towards health
care seeking behaviors. Seven subthemes were cre-
ated in which lack of knowledge about cervical
cancer disease and myths and misconceptions came
from themel, poor perceived susceptibility and se-
verity, poor perceived benefits of screening under
theme2.Financial challenges, limited access to
health facilities and poor health care services at

primary level facilities came from theme 3

Participants demonstrated lack of awareness and
knowledge about cancer disease, hence could not
tell anything on the causes, risk factors, preventive

measures and treatment options.

“Honestly, I don’t know about it I have never heard
of that disease anywhere before, and I am really
surprised to find here there are many women with

this disease” (participant 05, 42 years, rural)
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Myths and misconception about cervical cancer
disease and symptoms Poor knowledge about cer-
vical cancer disease symptoms and causes resulted
to myths and misconception. Several participants
believed witchcraft was the cause of the symptoms

as a result of family/ social conflicts.

“I am a second wife to my husband; when the
symptoms started, I knew it was not normal, the
first wife must have bewitched me, and she doesn’t
like me at all. She has tried several times to harm
me... She killed one of my son, now she has decid-
ed to bewitch me with this disease” (participant 08,
46, rural)

Inaccurate perceived threat of cervical cancer
symptoms

Poor perceived susceptibility and severity Poor
knowledge about cervical cancer disease made it
difficult to recognize the danger and threat imposed
by the symptoms. Participants did not perceive a
threat towards the symptoms and they misinterpret-
ed the symptoms to common illness like UTI and

fungus.

“I never thought of getting a bad disease like this
one because at first the symptoms were on and off
and not severe. | thought it was UTI and it would

g0 away.

I was very okay continuing with my activities until
when it started getting worse” (participant 07, 27

years, rural)

Poor perceived benefits of screening

Participants had not been screened for cervical can-
cer before. Most of the participants never heard
about cervical cancer screening. Others heard about

cervical cancer screening, but did not screen as

they did not see the importance of screening be-

cause they were okay.

“When I went to take my medications for HIV, the
health care provider told me to go for screening,
but I didn’t go for that screening as I was not sick
at that time. I didn’t see the need to do

s0” (participant 01, 46 yrs., rural)

Barriers towards health care seeking behaviors
Financial challenges

Participants had no reliable sources of income, the
partners and even the family members gave little or
no monetary support to enhance getting the ser-

vices at the health facilities

“I wanted to go to hospital to check what was
wrong with me, but we didn’t have the money. We
live in the village and doing farming only, we don’t
get much. I told my relatives that I needed help
from them. They started contributing but it took too
long to get enough money” (participant 10, 36

years, rural)

Limited access to health facilities

Participants from rural areas reported a long dis-
tance from their home to health facilities with unre-
liable transport services. They started to seek health

care services when their condition is very bad.

“It takes about 5 hours, and fare of 5000 to 10,000
to reach to a small hospital, it is very far, we don’t
have any facility nearby, there is small shop selling
medicines nearby, we normally go there to get

medicines”

Poor health care services care at primary level
facilities

Participants stated that they went to primary health
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facilities multiple times and there was misdiagnosis
of the symptoms and improper treatment was giv-

en, without improvement

“I had unstopped bleeding and the doctors said the
ultrasound showed there were some dirties in my
womb though they tested for pregnancy and it was
negative. They said I should be evacuated; 1 was
evacuated three times at diff erent facilities. I lost a
lot of blood and I lost consciousness too...
(Silence). I could have died” (participant 03, 35

years, urban)

Discussion

This study aimed to explore knowledge, perception
and barriers for health seeking behaviour among
late-diagnosed cervical cancer women at ORCI,
Tanzania. The study generates three themes which
are poor knowledge about cervical cancer disease,
inaccurate perceived threat of cervical cancer dis-
ease and symptoms, and barriers towards health

care seeking behaviours.

In this study, knowledge of cervical cancer is lack-
ing in all participants. Understanding of cervical
cancer symptoms, causes, risk factors, prevention
and treatment options can have a positive impact
on the behaviours and can help these women to
seek necessary services. Poor knowledge on cervi-
cal cancer causes, risk factors, prevention and
treatment options has been found in other studies
done in South Africa by Harries J et al (18), Nige-
ria by Ndikom C et al (39), in Ghana by Binka C et
al (40) and in Uganda by Mwaka AD et al (20).
Tanzania (41-43).

Results from this study suggest perceptions that
had low impact on the individual level but also at

the community level. The participants did not per-

ceive themselves at risk of getting the disease, and
when the symptoms started they did not think it
could be serious or a threat to their health. The
symptoms were compared to common diseases
which are known to them which might have been
caused by poor knowledge about the disease and
the complications thus making the decision to seek
health care not of urgency, leading to disease ad-
vancing and poor treatment outcome. The commu-
nity seemed to lack support or involvement in these
women probably due to low knowledge of the dis-
ease leading to stigma and embarrassment towards
these women. Similar findings were found in other
studies. (16,21,23,26,48).

Participants went to seek health care services when
the symptoms worsened. Health seeking practices
were influenced by poor knowledge of the disease,
lack of individual decision making, financial chal-
lenges, stigma from the community, limited access
to health facilities showed to impact health seeking
behaviours. These findings are similar from previ-
ous studies (16,21,23,26,48), which found poor

health care seeking behaviours

The findings showed the majority of the partici-
pants attended lower facility levels for health ser-
vices in which they had multiple consultations, in-
adequate assessment and management. This could
have been contributed to inadequate knowledge
about cervical cancer disease and its management
among primary health care providers. The findings
are similar from other studies done in Nepal, Bang-
ladesh, South Africa, Eswatini, Zimbabwe, Mala-

wi, Ghana, Rwanda, and Uganda.

Limitations of the study
This study included limited number of participants

to explore the participant’s own detailed percep-
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tions and in depths. Findings cannot be used for
generalization Only one group of participants was
involved. The study did not involve family mem-

bers and health care providers to get their in depths.

Conclusion

Cervical cancer is preventable and can be cured if
detected in early stages. Knowledge and awareness
about cervical cancer symptoms, causes, and risk
factors, preventive measures like screening and
treatment options and complications of the disease
should be clearly and well explained to the commu-
nity and health care providers through health edu-
cation promotion and awareness. Controlling cervi-
cal cancer needs an active involvement of health
care providers, leaders in different aspects, the
community, policy makers and different stake hold-

€r8S.

Recommendations

Health education messages through media and
meetings promoting screening for early detection
and primary prevention Outreach activities and ad-
vocacy to educate the primary health providers
about cervical cancer disease and the proper man-
agement and early referral Advocacy of cervical
cancer victims to their respective communities An-
other study should be conducted to explore
knowledge and management of cervical cancer dis-
ease among health care providers at the primary

level facilities.
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