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Abstract

Introduction

Cervical cancer is the leading cause of cancer death among women in Malawi. Low aware-

ness of cervical cancer and negative perceptions of screening can prevent women from par-

ticipating in preventative strategies. We sought to explore perceptions and motivations for

screening among women who participated in a cervical cancer screen-and-treat pilot study

in rural Malawi.

Materials and methods

We conducted a qualitative sub-study of a community-based cervical cancer screen-and-

treat pilot study in rural Lilongwe between July-August 2017. From October 2017-February

2018, 17 women who underwent screening using visual inspection with acetic acid (VIA)

and same-day thermal ablation treatment were recruited at their 12-week follow-up visit post

treatment to participate in this qualitative sub-study. Semi-structured interview guides that

explored baseline knowledge of cervical cancer, perceptions, and motivation for screening

were used for in-depth interviews (IDIs). IDIs were conducted in the local language, Chi-

chewa, translated and transcribed to English. Data was analyzed using NVivo® V12.0.

Results

Findings included fatalistic views on cancer, but limited knowledge specific to cervical can-

cer. Misconceptions of cervical cancer screening were common; however, there was a

unique understanding of screening as prevention (i.e., finding and treating early disease to

prevent progression to worsening disease). This understanding appeared to stem from HIV

prevention concepts known to the community. Motivations for screening included desire to

know one’s health status, convenience of community-based screening, and peer

encouragement.
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Conclusion

Despite limited knowledge of cervical cancer and misconceptions of screening, the concept

of screening for prevention, desire to know one’s health status, convenient access, and

peers’ influence were motivators for participation in screening. Cervical cancer screen-and-

treat programs in high HIV prevalence areas should consider utilizing language that parallels

HIV prevention language to communicate the need for cervical cancer screening and treat-

ment and utilize prevention concepts that may already be familiar to women living there.

Introduction

Cervical cancer is the leading cause of cancer-related deaths among women in Sub-Saharan

Africa (SSA) [1–3]. It disproportionately affects low and middle-income countries (LMIC)

where HIV burden is high and cervical cancer screening coverage is low [4, 5]. Malawi has the

highest age-standardized mortality rate from cervical cancer in the world, estimated at 54.5 per

100,000 persons in 2018 [6]. The HIV prevalence rate in Malawi is also among the highest at

10.8% in women aged 15–49 [7]. Furthermore, the national cervical cancer screening program

is challenged by limited infrastructure and poor access to screening and treatment [3, 8, 9] par-

ticularly in rural communities, where 84% of Malawi’s population live [10, 11].

Knowledge of the disease and understanding of preventative screening are also central to

uptake of screening services, which remains limited in communities at greatest risk of disease.

Several studies conducted in SSA have demonstrated low knowledge of cervical cancer screen-

ing among women as the main barrier to uptake of cervical cancer screening [12–15]. Similarly

in Malawi, studies have shown that barriers to screening among women include low knowl-

edge and low perceived susceptibility of cervical cancer, coupled with stigma and misconcep-

tions about screening [16, 17]. In addition to increasing screening access and sustainable

treatment options, it is also essential to understand women’s baseline knowledge, perceptions,

and motivation for screening, to facilitate community interventions that can successfully

reduce morbidity and mortality of cervical cancer.

Malawi currently utilizes the WHO-endorsed screen-and-treat strategy with visual inspec-

tion with acetic acid (VIA) and same-day ablative treatment of eligible VIA-positive lesions

[18]. However, between 2011–2015, the national cervical cancer screening program had low

uptake with high loss-to-follow-up after positive screens: only 27% of eligible women were

screened, and over half of those requiring ablative treatment did not receive it [8]. Challenges

identified included inability to sustain functional cryotherapy equipment for treatment and

difficulty for women in predominantly rural communities to access the facilities where screen-

ing was offered [8]. To address these challenges, in 2017 we implemented a community-based

screening pilot study utilizing thermal ablation (over cryotherapy) for same-day treatment of

VIA-positive lesions in rural Lilongwe District, Malawi [19].

To gain in-depth understanding of Malawian women’s baseline knowledge of cervical can-

cer, perceptions, and motivations for screening, we conducted a qualitative sub-study to evalu-

ate the experiences of women who underwent VIA and same-day thermal ablation treatment

through this community-based study.

Methods

Study design and setting

This qualitative sub-study included women who underwent same-day VIA and thermal abla-

tion in the community-based cervical cancer screen-and-treat pilot study, which was
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conducted between July and August 2017 in 4 villages (Kunthulu, Chala, Chisembwere and

Mpingu) in rural Lilongwe District [19]. The four villages were greater than 20 km away from

the closest hospitals that offered free cervical cancer screening. We aimed to conduct in-depth

interviews with participants who completed both VIA and thermal ablation treatment at their

post-procedure follow-up appointments. We aimed to interview both participants who pre-

sented for their scheduled visits and those who did not present and required tracing to

reschedule.

Prior to initiating cervical cancer screening and data collection for the pilot program, edu-

cation outreach was conducted about cervical cancer screening and provision of same day

thermal ablation to those with VIA positive lesions through community meetings. Women

who presented at the screening site were assessed if they meet the inclusion criteria for the

pilot study. The pilot study population included non-pregnant women aged 25–49 years, with

no history of hysterectomy or lower genital dysplasia or cancer, and who had not undergone

cervical cancer screening in the past year. Visual Inspection using Cyclic Acid (VIA) was per-

formed to those women who provided informed consent. Participants who underwent thermal

ablation after a positive VIA screen were asked to come for follow-up visits at 6 and 12 weeks

post-treatment at UNC Project-Malawi Tidziwe Center, which is located at Kamuzu Central

Hospital (KCH), a public teaching hospital in Lilongwe.

Study participants for the qualitative sub-study

Women for this qualitative sub-study were recruited from the 28 women who underwent ther-

mal ablation and therefore were scheduled to attend a 12-week follow-up visit. We planned to

interview up to 10 participants who attended their 12-week follow-up visit and up to 10 partic-

ipants who missed their 12-week follow-up visit to capture differences in experiences and bar-

riers to care. Those who did not attend the 12-week visit were traced by study staff and their

visits rescheduled. Participants received transport reimbursement both for the follow-up visits

and participation in this sub-study. We ultimately interviewed a total of 17 participants: 10 of

the 18 who attended the initially scheduled 12-week visit, and 7 of the 10 who missed their ini-

tially scheduled 12-week appointments but were successfully traced and agreed to participate

in the sub-study.

Data collection

One-on-one in-depth interviews (IDIs) were conducted between October 2017 to February

2018. The rationale for using IDIs was to better understand, and deeply explore women’s

knowledge, attitudes, regarding cancers in general, cervical cancer and cervical cancer screen-

ing as well as barriers to come for follow up visits. Two separate but similar semi-structured

in-depth interviews guides were used, one for participants who attended their initially sched-

uled follow-up visits (S1 File) and the other for participants who missed these visits (S2 File).

The interview guides contained 7 domains: 1) baseline knowledge of cervical cancer; 2) per-

ceptions of cervical cancer screening; 3) screen-and-treat experience; 4) acceptability of pilot

screen-and-treat program; 5) follow-up challenges; 6) community and partner support; and 7)

attitudes towards self-collection vaginal swabs for HPV testing as alternative screening

method. The IDIs were conducted in Chichewa, the local language by two project research

offers (MT and AT), who are fluent in both English and Chichewa and experienced in qualita-

tive research methods. They were trained about the study protocol and standard operating

procedures (SOPs) related to the conduct of the study. Each IDI lasted an average of 60 min-

utes. The IDIs were audiotaped, translated and transcribed into English for analysis (S3 File).

IDIs were conducted in a private place within Tidziwe Center, Kamuzu Central Hospital. To
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ensure the accuracy of the data collected, the researchers conducted checks of the data col-

lected, and feedback was given to the interviewers on topics that needed further probing and

areas that needed improvement.

Data analysis

We began analysis by reading and re-reading the transcripts concurrently with data collection

to familiarize ourselves with the content and also identify themes that needed follow up. Using

an inductive approach, the team members developed the initial codebook using pre-defined

themes, then continued to add themes from the data during the coding process. Each interview

was then double coded by three coders (FL, AB, JC) using NVivo1 version 12.0. The three

coders had a weekly meeting to review and reconcile all areas of discrepancy until complete

agreement of the coded text was reached. Content analysis was performed using NVivo1 ver-

sion 12.0 and in-code memos between transcriptions were used to assure reliability of coding

and validity of findings. Coders used Microsoft Excel and constructed matrices to summarize

themes and collate them by participant characteristics. All themes were well saturated after 17

IDIs. In this paper, we present findings from analyses of domains 1 and 2.

Ethical considerations

This study was reviewed and approved by the National Health Sciences Research Committee

of Malawi (NHSRC) and the University of North Carolina (UNC) at Chapel Hill Institutional

Review Board. Further approvals were also obtained from the village local authorities and the

Lilongwe District Health Office. All women provided a written informed consent before par-

ticipation in the IDIs.

Results

Background characteristics of participants

Most of the 17 women interviewed were between 30–40 years of age, and the majority had

attended only some primary school (Table 1). Almost all women were married, but 4 (24%)

reported being married in a polygamous relationship. Furthermore, almost all participants

were not employed and had no access to tap water and electricity. All participants interviewed

were HIV negative, and the majority reported that their partners had additional sexual part-

ners (Table 1).

Baseline knowledge and fatalistic perception about cervical cancer

The majority of participants reported knowing very little about cervical cancer disease. The

most common sources of information about cervical cancer were through the radio, from

friends who were screened or through family planning clinics. While most women reported

not knowing specifics about cervical cancer, there was a shared fatalistic view towards cancer

in general.

“I heard nothing [about cervical cancer] before health workers came to our village. I was anx-
ious and afraid since I knew that cancer is a deadly disease and has no cure.” (Participant
#269)

Some derived these fatalistic views from experiences with others in their communities who

were diagnosed with cancer:
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“I have seen an old woman die of cancer. . .she started complaining that her leg was hurting. . .

.by they time she went to the hospital, the leg was already rotten, and the doctors diagnosed it
as cancer. . .so she died.” (Participant #385)

Others described even more personal experiences with loved ones:

“My mother suffered from cancer. She was discharging watery fluids, and they told us that we
delayed seeking health care. I was with her [at [the hospital] until she died. My last born also
died of cancer when he was eight years. The doctors reached the extent of telling me that ‘there
is nothing we can do,’ I went home onWednesday, and the next Wednesday the boy was no
more” (Participant #351).

Both these participants described what appeared to be late presentation of cancer when

treatment options were limited or futile. Therefore, it is not surprising that fear of cancer diag-

nosis was reported among many participants. In addition to decreased survival, many partici-

pants also described worry about prolonged suffering due to cancer and how the debilitating

state of the disease can affect their families. For example, this participant expressed concern

that her children may not receive care and financial support if she was diagnosed with cancer:

Table 1. Demographic characteristics of participants (N = 17).

Age (years) n (%)

20–29 2 (12)

30–39 8 (47)

40–49 6 (35)

50–59 1 (6)

Level of education

No formal 4 (24)

Primary school 12 (70)

Secondary school 1 (6)

Marital status

Married monogamous 11 (65)

Married polygamous 4 (24)

Other 2 (12)

Total lifetime partners

1 partner 6 (35)

2–3 partners 10 (59)

�4 partners 1 (6)

Employment

House wife 10 (59)

Business 1 (6)

Farming 4 (24)

Unskilled labor 1 (6)

Teacher 1 (6)

Running water in home

No 17 (100)

Electricity in home

No 16 (94)

Yes 1 (6)

https://doi.org/10.1371/journal.pone.0262590.t001
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“I am worried that if I am found with the disease (cancer) I shall be in trouble. Even my chil-
dren as well, for it takes some time while you are still struggling with the disease before you
die. . . sure that was my fear.” (Participant #293)

Some shared personal stories of cancer and loss. This participant described losing both her

mother and son to cancer, also touching on the concept of futility in seeking care too late:

“My mother suffered from cancer. She was discharging watery fluids, and they told us that we
had delayed in seeking health care. I was with her at Ethel [Ethel Mutharika Maternity Wing]
until when she died. My last born also died of cancer when he was eight years. . .The doctors
reached the extent of telling me that ‘there is nothing we can do,’ I went home onWednesday
and the next Wednesday the boy was no more” (Participant #351).

Participants also expressed a concern that due to lack of knowledge about cervical cancer,

concerning signs and symptoms can be missed. This suggests that increased education can

perhaps lead to earlier diagnosis:

“I have learned that cervical cancer makes others discharge water and blood from the vagina.

Initially I would attribute such problems to other diseases without knowing what really it
was.” (Participant #245)

Perceptions of cervical cancer screening

Most participants reported that prior to undergoing cervical cancer screening, they had limited

understanding of the screening process. Myths and misconceptions of the screening process

were common, including painful exams, fear of receiving a positive screening result and stigma

surrounding intention of specimen collection by healthcare workers. The perception that cer-

vical cancer screening is painful or uncomfortable appeared to stem from community experi-

ences with family planning procedures or other gynecological exams:

“People were scaring [my sister] that the metal [inserted for screening] is painful.” (Participant
#370)

Another participant reported that she had heard that the screening procedures was using

“spanners” and “pulling the cervix as is the case when doing sterilization.” (Participant #207).
Fear of a positive screening diagnosis stemmed from three main concerns: 1) a positive

screen meant a diagnosis of cancer, and cancer was perceived as fatal (“They think if you’re
found VIA positive that means it’s a death sentence.” Participant #240); 2) treatment involved

removing the uterus (“They would take out the uterus to treat it.” Participant #116); 3) surgical

treatment is risky (“My other worry was that after they have removed the cervix, will I still be
alive? Won’t I end up leaving my children hopeless?” Participant #207). Less commonly men-

tioned, the stigma of a positive screen was also reported and compared to that of HIV:

“It is the same as HIV, when someone has been found with it, instead of encouraging them [to
get treatment], you find that others even ridicule them.” (Participant #395)

Lastly, distrust of healthcare workers was a common theme reported by participants in

their communities. Several participants referred to the ‘blood sucker’ myths that healthcare

workers are vampires who suck the blood from participants for satanic purposes as a barrier to

utilizing healthcare facilities for screening. One participant reported:
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“They were saying if I have cancer signs, they will deliberately make us go to the hospital so
that they can be sucking my blood and eventually I die. . .they say it’s satanic.” (Participant
#269)

Another participant reported that healthcare workers sold the vaginal discharge they collected:

“They say. . .those people who came were collecting vaginal discharge, and they were collecting
from those who had sex. . .[then] they say they sell it at [the hospital].” (Participant #171)

This statement reflects the myths in the community that healthcare workers collect blood,

or in this case, vaginal discharge, to sell to foreigners for satanic rituals.

Understanding prevention through HIV

Despite limited understanding of the cervical cancer and common misconceptions of cervical

cancer screening in the community, participants demonstrated that they understood the need

for screening–that diseases detected early can be treated to prevent fatality.

“I have seen my people dying of cancer, and I thought the earlier the better, I should be
screened and see how I can be assisted rather than being screened when there can be no solu-
tion to the problem.” (Participant #351)

Many participants used the concept of HIV prevention to describe this concept of disease

prevention and the importance of early screening:

“I think such clinics [for cervical cancer screening] are important because cancer is just like
HIV, you need to get tested for you to know your status. It is always difficult when you get
tested at a late stage, but when you get tested in the early stages, it is better and you even
receive counsel.” (Participant #385)

Language from HIV/AIDS campaigns were also used directly. Many referred to wanting to

“know one’s status” through cervical cancer screening, as HIV screening provides HIV status.

However, in this case, “to know one’s status” is used to describe one’s health condition in

general:

“[I went for screening] so that I can know my status. I wanted to know how my body was.”
(Participant #253)

Participants also made direct comparisons of cancer to HIV disease, using AIDS as a gauge

for the seriousness of the disease:

“Cancer is deadly as compared to AIDS.” (Participant #269)

“Cervical cancer is a very deadly disease that everyone is afraid of it more than AIDS.” (Par-
ticipant #233)

Motivation for screening

When participants were asked why they decided to undergo cervical cancer screening, three

main motivation factors emerged: 1) desire to know their health status, 2) availability of

screening services directly in their community, and 3) motivation from peers.
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a. The desire to know their cervical cancer “status”

The most common reason for participating in cervical cancer screening, expressed by over half

of the participants, was wanting to know one’s health status:

“Better to get screened so that you should know your status. . ..I might assume that I am fine,
and yet I have cancer spreading inside of me.” (Participant #207)

“I did that [screening] because I wanted to know the condition of my body, you can just be
staying and never be certain you are okay or not. So, this time I thought it wise to go get
screened.” (Participant #293)

Most participants further shared a sentiment that early diagnosis and treatment was impor-

tant to prevent further progression of a disease, and reported this as a motivating factor for

participating in cervical cancer screening:

“I wanted to get early treatment, because we were told that if detected early, you can get
treated on the spot. So that encouraged me to do screening so that I get treated early.” (Partici-
pant #239).

b. Availability of services within the community

Participants also reported that bringing screening directly to their village facilitated their abil-

ity to access services. For example, this participant was motivated to attend screening despite

hearing about fears surrounding a speculum exam:

“For me, I felt that it was a very precious thing being visited by doctors in our village and for
me to know my condition despite the talks by other people who were saying: ‘why should I
have metals inserted into my genital’.” (Participant #269)

Some participants reported to have experienced concerning symptoms such as vaginal

bleeding, backache and abnormal vaginal discharge. They further explained that the nearest

health facilities were located a considerable distance from their villages, and most do not offer

screening services. This participant experienced abnormal vaginal discharge and was con-

cerned this may be a sign of cervical cancer as she had heard about it on the radio; however,

she was unable to find a facility for screening:

“Our hospital is just so small, and they don’t have the equipment to perform such tests. So, we
kept searching for a place where we could get screened. . .When we heard that the service has
come close to us, we just praised God because he had made a way for people to know their sta-
tus.” (Participant #385)

c. Motivation from peers

Lastly, many participants described encouragement from peers who had undergone screening.

They recounted how their peers provided valuable information about cervical cancer, shared

their own experiences with the screening procedures, and the advantages of being screened for

cervical cancer. This was evident through the increased number of women that presented for

screening during the last few days of the campaign as they were waiting to get firsthand infor-

mation and experience from other women in their village. One participant explained:
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“We were wondering "what are we going to face inside [the screening room]. . . later one col-
league comes out and she explains to us everything. Thereafter we all gathered courage and
determined to go in, since we want a healthy life.” (Participant #207)

Discussion

This paper explored baseline knowledge of cervical cancer, perceptions, and motivation for

screening among women in rural communities in Malawi. Overall, our findings demonstrate

lack of baseline understanding of cancer in general and cervical cancer screening among our

participants. The lack of baseline knowledge is consistent with findings from a study con-

ducted in Kenya which showed that almost all participants (91%) had heard of cancer, but

only 29% had heard of cancer specific to the cervix [20]. Similar findings were also reported in

a study in Southern Ghana which showed that 68.4% of the sampled population had never

heard about cervical cancer [13].

Our results further show that many participants shared personal anecdotes of caring for, or

hearing about, family and/or friends who suffered and ultimately died from cancer. This famil-

iarity with and fatalistic view of cancer reflects the high burden and low survival rate of those

diagnosed with cancers in Malawi, as diagnosis is often made at advanced stages. A retrospec-

tive study conducted at NdiMoyo Palliative Care Center in central Malawi revealed that the

median survival time from diagnosis for the 5 top cancers among adults (cervix, Kaposi’s sar-

coma, esophageal, breasts and liver) was 9 months, and the survival rate was especially low for

cervical cancer at 2.9% at 4 years or more [21]. The fatalistic view of prolonged suffering and

inevitable death after cancer diagnosis no doubt cause cancer-related fear that prevent uptake

of cervical cancer screening. This was evidenced in our results where most participants inter-

viewed reported to have never been screened for cervical cancer before the community-based

screening campaign. This is also supported by similar findings from several studies conducted

earlier in Malawi and other countries in SSA [13, 22–25] that demonstrated that knowledge of

cervical cancer was associated with utilization of cervical cancer screening, which is critical in

cervical cancer prevention. There is need for community sensitizations programs to increase

awareness about cervical cancer and importance of screening to facilitate uptake of cervical

cancer screening leading to early detection of precancerous cells. This would likely motivate

women to undergo screening and lead to earlier detection of cervical dysplasia and cancer.

Our participants reported many myths and misconceptions of cervical cancer screening,

including fear regarding removal of uterus and instruments used to conduct pelvic exams, as

well as distrust in healthcare workers and suspicion of specimen collection. These barriers

demonstrate inadequate understanding of the screening procedures that providers need to be

aware of and which need to be addressed when giving health education messages. These find-

ings are consistent with findings from other studies conducted in Uganda, which also found

myths and misconceptions related to cervical cancer screening, such as removal of their ova-

ries and/or uterus and cutting off of some flesh [26]. The ‘blood sucker’ myth that several par-

ticipants referred to has been propagated in Malawi for generations and has led to fatal

incidences of hysteria and mob violence in recent years [27]. Collection of vaginal discharge

for satanic purposes has been incorporated into the myth. It is therefore important that such

myths and misconception are taken into consideration when designing and implementing cer-

vical cancer screening services within similar settings in the country.

Despite limited knowledge of cervical cancer, fatalistic views towards it, and misconcep-

tions of screening, the concept of screening for prevention, desire to know one’s health status,

convenient access, and peers’ influence were motivators for participation in screening. Most of
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our participants demonstrated a keen awareness of the concept of preventative care, that

screening detects early, often asymptomatic disease that can then be treated to prevent serious

health consequences. This understanding was echoed in almost all participants, consistent

with another study conducted in the country [14]. Language and the concept of screening to

“know one’s status” appeared to be borrowed from HIV campaigns [28] to describe the impor-

tance and acceptance of screening as routine health surveillance. While HIV/AIDS was used

directly as a gauge for deadly disease in describing the fatalistic views of cancer, it was also

used to draw parallels for the need for routine screening, prevention, and early treatment, even

among our participants who were all HIV negative. Another study in Malawi found that HIV-

infected women reported increased self-perceived risk for cervical cancer, which acted as a cue

to action for screening [14]. But in this study, HIV educational activities appeared to have also

taught HIV-uninfected women about the importance of health screening of all types. Further

work may seek to better understanding this unique and successful health messaging in settings

where HIV prevalence is high and HIV education is widespread.

The study also revealed that some women participated in our screening program because

they felt at risk for cervical cancer or experienced concerning symptoms, such as abnormal

vaginal bleeding and discharge, having the screening done within their communities. This

finding about perceived susceptibility to cervical cancer is similar to findings from a study con-

ducted in southwest Ethiopia and studies conducted in Kenya, which found perceived suscep-

tibility for cervical cancer as the main factor that Increased cervical cancer screening

utilization [26, 29–31]. Other participants on the other hand, expressed gratitude that the cam-

paign “brought the services close to their homes” (Participant #385, age 39) and created an

opportunity for women to overcome some of the challenges they face, including transport cost

and waiting time at health facilities. Long travel distance to health facilities is a known barrier

to screening in SSA [32, 33]. Lastly, many participants also reported being encouraged after

hearing about screening from peers and community members who underwent screening. Par-

ticipants themselves reported eagerness to take their screen-and-treat experiences back to the

community and share them with others to counter the stigma and misconceptions of screen-

ing. Furthermore, peer support and the importance of interpersonal relationships in promot-

ing screening and prevention is well documented in the literature [14, 15, 34].

Our study was limited by the fact that it only included the views of women who participated

in the community-based cervical cancer screening, and we did not explore perceptions of

women who did not undergo screening and thermal ablation. Nevertheless, our participants

reflect similar demographic characteristics as women living in rural Lilongwe where uptake of

cervical cancer screening is low due to similar challenges.

Conclusion

Our study demonstrated that women who underwent the pilot community-based cervical can-

cer screening program in rural Lilongwe, Malawi had limited knowledge about cervical cancer

screening. However, despite rumors and misconceptions, women were motivated to undergo

screening because they wanted to know their health status. Cervical cancer screening and

treatment within the community was also seen to help reduce fear, dispel misconceptions

within the community, and provide convenient access for screening, which motivated partici-

pants to go for screening and educate others in the community about its importance. The posi-

tive views of community-based cervical cancer screen-and-treat by the study participants

creates an opportunity for the Malawi Ministry of Health to scale it up, although it will require

a collaborative effort with funders and implementing partners to reach these rural communi-

ties. Finally, cervical cancer screen-and-treat programs in high HIV prevalence areas should
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consider utilizing language that parallels HIV prevention language to communicate the need

for cervical cancer screening and treatment and utilize prevention concepts that may already

be familiar the community.
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