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Background 
Despite well-documented individual-level barriers to fistula care access including limited 
awareness, psychosocial deterrents, and contextual factors, less is known about how these 
factors manifest and operate at community level. Social normative community 
perspectives – their knowledge, attitudes and actions in relation to women living with 
fistula – can offer insight into this mechanism. Our study describes changes in fistula 
knowledge and attitudes toward those living with fistula among community members in 
Nigeria and Uganda following implementation of a multi-component intervention 
addressing treatment barriers. 

Methods 
This study adopts a pre-post qualitative design with a comparison site and draws on focus 
group discussions with female and male community members from three sites in Nigeria 
and Uganda. Transcripts were analyzed for passages presenting community knowledge 
and attitudes related to fistula and perceptions of women living with fistula. Summary 
memos were developed and used to compare viewpoints across study sites and time 
points and between men and women. 

Results 
Community members demonstrated basic knowledge of symptoms of fistula and mixed 
understanding of its causes; prolonged obstructed labor and iatrogenic causes were most 
known. Myths and misconceptions around fistula causes commonly relate to incorrect 
biomedical understanding, witchcraft, and promiscuity. To varying degrees, fistula cause 
knowledge increased, and misinformation decreased among endline intervention groups 
with less observed change in endline comparison groups. Awareness that fistula can be 
surgically repaired free of charge at fistula centers varied across study regions, with 
higher awareness among individuals who personally knew someone who experienced 
repair at a center. Although community members at baseline and endline perceive shame 
and stigma as affecting women living with fistula, community attitudes toward these 
women show an increase in empathy at endline in intervention areas. 

Conclusions 
Community empathy and willingness to help women living with fistula, coupled with 
reduction in misinformation regarding fistula, its cause and how to access treatment, is 
an incremental outcome associated with the implementation of a multi-component 
intervention to address treatment barriers. However, findings reveal that social and 
behavioral change happens slowly and that further programmatic research on 
society-targeted approaches emphasizing comprehensive community understanding of 
fistula and stigma reduction is needed. 

Misconceptions and poor awareness about the causes 
and treatments for female genital fistula (hereafter referred 
to as fistula) can impede women from accessing repair ser-
vices. Every year in sub-Saharan Africa, thousands of 

women develop fistula, a preventable and treatable con-
dition that results in uncontrollable leakage of urine and/
or feces, and is often caused by obstructed labor without 
timely or adequate management.1 The most commonly-rec-
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Table 1. Number of total Focus Group Discussions conducted with community members 

Baseline* Comparison Intervention 

Women Men Women Men Women Men 

Uganda 4 4 2 2 2 2 

Ebonyi 1 1 2 2 2 2 

Katsina 2 2 2 2 2 2 

*Baseline focus groups cover both comparison and intervention sites. 

ognized causes of female genital fistula include prolonged 
or obstructed labor (P/OL), iatrogenic or medical error, and 
sexual violence or trauma.2,3 While there are well-docu-
mented factors related to individual awareness and psy-
chological barriers to accessing treatment,4 there is limited 
research about how these factors manifest and operate at 
the community level. Studies exploring community-level 
knowledge and awareness in Burkina Faso, Malawi, Tanza-
nia and Uganda suggest relevance and potential influence 
of shared attitudes and norms5–8 Society plays a critical 
role in facilitating care seeking and shaping community at-
titudes about women living with fistula, subsequently af-
fecting prevailing psychosocial barriers to care.9–11 

The health and social consequences of fistula affecting 
an individual’s quality of life and her psychological state 
can be understood by exploring the scope and influence of 
community awareness of and attitudes on fistula, care op-
tions, and the ways communities relate to women living 
with fistula. Studies rarely move beyond individual-level 
self-reported stigmatization and related unique conse-
quences for women living with fistula12–14 to explore the 
inextricably linked perspectives of their immediate families 
and surrounding communities – the social context that un-
derlies and influences the lived experiences of the stigma-
tized. Few studies examining community-level perspectives 
of social consequences emphasize the dynamics of social re-
striction or isolation, particularly the exclusion of women 
living with fistula from normal community activities or 
gatherings due to their condition.15–17 Social normative 
perspectives are best assessed qualitatively, through focus 
group discussions (FGDs) to understand social issues and 
conventions18; though only very few studies, such as one in 
Malawi, have used this methodology with community mem-
bers to elicit social norms and perceptions of fistula.7 

There is a need to further explore social normative per-
spectives of communities in their knowledge, attitudes and 
actions in relation to women living with fistula, on the one 
hand, and evaluate whether these can shift in response to 
programmatic intervention, on the other. 

In response to this need, our study – which is nested 
within Fistula Care Plus (FC+)'s research-to-action collab-
oration supported by USAID and implemented by Engen-
derHealth with research partner Population Council 
(2015-2021) – implemented a multi-component social and 
behavior change (SBC) intervention to overcome barriers 
to fistula care. The intervention employs several strategies, 
including increasing community awareness through use of 
mass media messaging about fistula symptoms, treatment 
availability, and referral mechanisms in parts of Nigeria and 

Uganda.19,20 The purpose of our study is to describe 
changes in fistula knowledge and attitudes toward those liv-
ing with fistula among community members in Nigeria and 
Uganda following intervention implementation. 

METHODS 
STUDY DESIGN AND SETTING 

This study adopts a pre-post qualitative design with a com-
parison site and draws on 38 qualitative FGDs made up of 
6-10 male or female community members in each group 
from three sites in Nigeria and Uganda. Data were collected 
prior to and following the intervention in comparison and 
intervention sites (Table 1). Baseline data were collected 
between June and December 2015 in Ebonyi State, Nigeria 
and Central Uganda and between June 2016 and March 2017 
in Katsina State, Nigeria and Central Uganda. Endline data 
(intervention and comparison) were collected in all three 
sites between July and October 2018. Given the similarities 
in content within each study site prior to intervention im-
plementation, this study’s baseline findings include com-
munity attitudes from comparison and intervention areas. 

The three study sites reflect geographic and cultural dif-
ferences representative of Southeastern and Northern Nige-
ria (e.g., Ebonyi and Katsina States) and Central 1 sub-Re-
gion in Uganda (hereafter referred to as Central Uganda); 
they were also selected based on the capacity of fistula re-
pair centers and discussions with key partners and donors. 
The intervention areas (Ikwo, Ebonyi State, Katsina, 
Katsina State, and Kalungu, Central Uganda) and compar-
ison areas (Izzi, Ebonyi State, Batsari, Katsina State, and 
Masaka, Central Uganda) were selected based on similari-
ties in fistula burden and potential structural access to ad-
vanced fistula care. Each study site, for example had ac-
credited hospitals and or referral systems that provide 
comprehensive fistula diagnosis, surgical and follow up care 
and were supported as part of the FC+ interventions. 

DATA COLLECTION 

Male and female community members of reproductive age 
(15-49 years) were identified by requesting volunteers 

• The National Fistula Center at Abakaliki in Ebonyi, 
Nigeria 

• The National Fistula Center at Babbar Ruga in 
Katsina, Nigeria 

• The Fistula Center at Kitovo Mission Hospital in 
Masaka District, Central Uganda 
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through existing community channels to participate in an 
FGD. Per local policy, young women 15-17 years considered 
emancipated minors if married or caring for a child, partic-
ipated in this study. FGD participants were reimbursed for 
transportation costs to the venue up to approximately US$6 
(2,000 NGN or 20,000 UGX). 

FGDs were led by research assistants (RAs) trained on 
research ethics, who held the FGDs in community-settings 
where participants felt open to answer the full range of 
questions, which include sensitive topics. The RAs were 
also trained to listen and observe without displaying opin-
ions or judgement. We conducted at least two FGDs with be-
tween 6 and 10 participants for nearly all respondent cat-
egories; this is in line with common guidelines for focus 
group research and was recently confirmed as providing a 
“comprehensive understanding of issues” in a recent study 
assessing sample sizes in focus group research.21 

DATA ANALYSIS 

FGDs were audio-recorded, transcribed, and translated into 
English (from Hausa, Igbo, and Luganda, as necessary). Af-
ter reading select transcripts, a preliminary coding of the 
data was carried out by the research teams in Nigeria, 
Uganda, and US in phases through an inductively derived 
codebook that was applied first to baseline data and later 
modified and applied to endline intervention data sepa-
rately in NVivo 12 (QSR International (Americas), Burling-
ton, MA, USA). All FGD transcripts were later integrated 
into a combined NVivo 12 Project, re-read, and coded for 
passages presenting community knowledge and attitudes 
related to fistula and perceptions of women living with fis-
tula. Summary memos were developed alongside these 
codes allowing researchers to compare and contrast view-
points across study sites and time points and between men 
and women. These passages and memos were further ana-
lyzed and summarized into tables that presented correct in-
formation and misinformation as well as common themes 
among community member attitudes and perceptions by 
site, time point, and gender. This analysis conveys an over-
all sense of whether each respondent type expressed certain 
knowledge or attitudes related to fistula. This assessment, 
presented in Tables 2, 3, and 4 describes whether or not a 
particular theme readily emerged from the data. 

INTERVENTION DESCRIPTION 

The intervention was created through the research-to-ac-
tion collaboration process and aimed to reduce awareness, 
financial, and transportation barriers that impede women’s 
access to fistula treatment.19 This multi-component SBC 
intervention applied a screening algorithm and dissemi-
nated fistula-related messaging through three communica-
tions channels (mass media and Interactive Voice Recog-
nition (IVR) hotline, community outreach agents, and 
primary health center (PHC) providers); and offered a trans-
portation voucher to improve access to fistula repair cen-
ters. Messaging promoting the IVR hotline included radio 
spots, billboards in community settings, as well as posters 
in PHCs (Figure 1). This model was designed to facilitate 
access to the hospital for fistula diagnosis and repair for 

Figure 1. SBC intervention model to reduce barriers 
to fistula treatment. 

women living with fistula in the intervention areas. While 
comparison areas may have been exposed to media mes-
saging, community agents and PHC providers did not re-
ceive FC+ training on fistula prevention, screening, diagno-
sis, and referral care in these locations. 

ETHICS APPROVAL 

Ethical approval for this study was granted by the Popu-
lation Council’s institutional review board (Protocols #694 
and #733) in New York, USA. In Nigeria, ethical approvals 
were received from the National Health Research Ethics 
Committee of the Federal Ministry of Health, Kano State 
Health Research Ethics Committee, and Ebonyi State Re-
search Ethics Committee State Ministry of Health, and in 
Uganda, from Makerere University College of Health Sci-
ences School of Medicine Research Ethics Committee. 

RESULTS 

A total of 337 respondents participated in the FGDs and 
participants were evenly split between male and female 
community members. The majority of participants were 
married with a minority of approximately 10 percent un-
married (single or widowed). Among participants, commu-
nity attitudes shifted to varying extents with respect to fis-
tula-related knowledge, barriers, care-seeking options, and 
support for women living with fistula. Communities’ under-
standing of fistula symptoms sustained over the implemen-
tation period in both comparison and intervention sites. 
Awareness of early marriage and pregnancy as indirect 
causes of fistula were maintained while causes of traumatic 
fistula were rarely described over time. While ambiguity 
around some fistula causes persist, there was an overall re-
duction in misconceptions across all sites at endline, and 
particularly intervention areas. Increased awareness about 
care options are reflected in that communities perceive fis-
tula centers as the ideal treatment venues and fewer com-
munity members describe traditional medicine as the 
“best” option at endline. At endline, communities in inter-
vention sites consistently report empathy, compassion, and 
willingness to help women living with fistula socially and 
instrumentally in care-seeking. Cross-country, site-spe-
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cific, and gendered nuances are further explored the re-
maining sections. 

KNOWLEDGE OF FISTULA SYMPTOMS AND CAUSES 

WHAT IS FISTULA? COMMUNITY UNDERSTANDING OF 
FISTULA SYMPTOMS 

Generally, community members in all sites at baseline and 
endline knew that fistula is associated with childbirth and 
involves the bladder and urine, but the association with 
leaking of feces was better known in Central Uganda than 
in either Katsina or Ebonyi (Table 2). Overall, most respon-
dents describe fistula as being a damaged or “busted” blad-
der that leads to leaking urine. Men and women in Cen-
tral Uganda were aware of the ‘uncontrollable’ aspect of the 
leaking from fistula in all three groups while Ebonyi and 
Katsina showed more mixed comprehension of this factor. 

AWARENESS OF DIRECT AND INDIRECT CAUSES OF 
FISTULA 

The three primary direct causes of fistula include P/OL, ia-
trogenic or medical error, and sexual violence or trauma. 
Community awareness of these direct causes of fistula var-
ied by site and cause (Table 3). 

Although there was some variation in awareness of P/
OL as a main cause of fistula, the overall level of under-
standing was sustained across respondent groups and time 
periods. Across all three sites, women generally were more 
likely to mention prolonged labor as a cause of fistula, how-
ever community men in Central Uganda and Katsina showed 
some awareness of prolonged labor causing fistula. P/OL 
was not explicitly described by any of the endline inter-
vention women in Uganda despite women’s groups showing 
some knowledge of this in the baseline and endline compar-
ison groups. 

“It depends on the time the woman takes when she is in 
labor, […] when they take long, the baby keeps on pressing 
the bladder or the large intestine and they end up getting 
damaged and […] leaking the urine and feces.” – Kalungu, 
Central Uganda, Baseline FGD, Community Women. 

“Some of the challenges women face is that people don’t 
assist her to the hospital on time during labor, once it gets 
prolonged it leads to fistula.” – Katsina, Nigeria, Endline 
Intervention FGD, Community Men. 

Iatrogenic causes were cited by baseline women in all 
sites and men in Central Uganda, who understood that 
health provider interventions could inadvertently lead to a 
woman developing fistula. The main examples include: ce-
sarean sections, episiotomies, and dilation and curettage (a 
procedure to ensure all biproducts of pregnancy have been 
removed from the uterus; often used following incomplete 
miscarriage or for abortion). 

None of the baseline or endline comparison groups cor-
rectly identified sexual violence or rape as among the 
causes of traumatic fistula. Notably, only one man from 
endline intervention groups in Ebonyi correctly described 
that violent sex or rape can cause fistula. 

In addition to direct causes, there are several situations 

or conditions that could be considered indirect causes of fis-
tula. The three main indirect causes that emerged from the 
FGDs were early marriage/pregnancy, late or poor-quality 
maternal health care, and improperly managed deliveries by 
traditional birth attendants (TBAs). 

Baseline awareness of the role of early marriage and 
pregnancy in young women elevating the risk of fistula was 
consistently high in groups of community men and women 
in Central Uganda and Katsina (Table 3). These same re-
spondent groups, plus the community women in Ebonyi in 
the endline comparison sites expressed similar awareness 
related to early marriage and fistula. The endline interven-
tion data showed that this knowledge was mostly sustained 
following implementation. Despite endline intervention 
groups of women not explicitly mentioning early marriage 
as a potential cause, they did mention that young girls are 
susceptible. 

“R9: When these girls get married, most times early, you 
see that it is easy for them to contract Fistula. […] R5: I 
know someone more like a daughter to me who was given 
out for marriage at an early age, once it came for her to 
give birth, she had complications, and these have resulted 
in Fistula.” – Katsina, Nigeria, Endline Intervention FGD, 
Community Men. 

Mismanagement of delivery by TBAs was mentioned as 
a cause of fistula in nearly all of the baseline sites and the 
endline comparison sites; this issue was not described in 
the endline intervention groups. The indirect cause of de-
layed or poor-quality care was mentioned by baseline men 
in all sites, however only endline comparison men in Cen-
tral Uganda mentioned this. This topic reemerged among 
endline intervention women in Ebonyi and Katsina as well 
as men in Central Uganda and Ebonyi. 

MYTHS AND MISCONCEPTIONS RELATED TO CAUSES OF 
FISTULA 

Myths and misconceptions related to causes of fistula most 
commonly related to incorrect biomedical understanding, 
witchcraft, and promiscuity. Other inaccurate perceptions 
about the causes of fistula included: bumpy roads, poor hy-
giene, and religion (the will of God), among others. Mis-
information was common among all respondent groups 
(Table 4). 

Misunderstanding of the biomedical causes of fistula in-
cluded a wide variety of factors. Although use of forceps 
during delivery was strongly thought to be a direct cause 
of fistula among Central Uganda baseline women and men 
and endline comparison men that fistula, this factor is not a 
significant contributor to fistula cases,22 and was not men-
tioned by the endline intervention groups. One incorrect ia-
trogenic cause commonly reported among women (and not 
men) across all three study sites and persisting endline in-
tervention was the belief that the birth attendant (midwife, 
doctor or TBA) caused damage with their fingernails during 
vaginal examinations. Other medical misconceptions that 
linked fistula to pre-existing conditions include infections, 
fever, stroke etc., too many pregnancies (especially close to-
gether), and holding in urine for an extended time and these 
varied across respondent groups (Table 4). 
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Table 2. Community members’ knowledge of Fistula and its symptoms, as explicitly mentioned in qualitative group discussions 

Central Uganda, Uganda Ebonyi, Nigeria Katsina, Nigeria 

Pre-
Intervention 

Non-
Intervention 

Post-
intervention 

Pre-
Intervention 

Non-
Intervention 

Post-
intervention 

Pre-
Intervention 

Non-
Intervention 

Post-
intervention 

Correct knowledge* 

Associated with 
childbirth 

Women ✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓ 

Men ✓― ✓ ✓ ✓ X ✓ ✓ ✓ ✓ 

Uncontrollable 
leaking 

Women ✓ ✓― ✓ X ✓ ✓ X ✓ ✓ 

Men ✓ ✓ ✓ X X ✓ ✓ ✓ ✓ 

Leaking of urine 
Women ✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓ 

Men ✓ ✓ ✓ ✓ ✓― ✓ ✓ ✓ ✓ 

Leaking of feces 
Women ✓ ✓ X X X X X X X 

Men ✓ ✓ ✓ X X X X X X 

Damage to the 
bladder, urinary 

tract, or 
intestines/

colon 

Women ✓ X X X ✓ ✓ X X X 

Men ✓ X X ✓ X ✓ X X X 

* ✓: Topic freely expressed, X: Topic not freely expressed by respondents, ―: Some lack of awareness/knowledge in groups’ responses 
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Table 3. Community comprehension of direct and indirect causes of fistula 

Central-1, Uganda Ebonyi, Nigeria Katsina, Nigeria 

Pre-
Intervention 

Non-
Intervention 

Post-
intervention 

Pre-
Intervention 

Non-
Intervention 

Post-
intervention 

Pre-
Intervention 

Non-
Intervention 

Post-
intervention 

Direct Causes of Fistula* 

Prolonged/ 
Obstructed 

labor 

Women ✓ ✓ X X ✓ ✓ ✓ ✓ ✓ 

Men ✓ ✓ X X X X ✓ ✓ 

Iatrogenic/
Provider error 

(cesarean 
section, 

abortion, etc.) 

Women ✓ ✓ ✓ ✓ ✓ X ✓ X X 

Men ✓ X ✓ X X ✓ X ✓ ✓ 

Sexual violence/
Trauma 

Women X ✓ X X X X X X X 

Men X X X X X ✓ X ✓ X 

Indirect Causes of Fistula 

Early marriage/
pregnancy 

Women ✓ ✓ X X X X ✓ ✓ ✓ 

Men ✓ ✓ ✓ X X ✓ ✓ X ✓ 

Mismanagement 
of delivery by 

TBAs 

Women ✓ X ✓ ✓ ✓ ✓ X X X 

Men X ✓ ✓ ✓ ✓ X X X X 

Delays in care 
seeking/ 

Poor care 
seeking (ANC 

and labor/
delivery; 

inaccessibility of 
health centers) 

Women X X X X X X X ✓ ✓ 

Men ✓ ✓ ✓ ✓ X X ✓ ✓ X 

* ✓: Topic freely expressed, X: Topic not freely expressed by respondents, ―: Some lack of awareness/knowledge in groups’ responses, TBA – traditional birth attendant 
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Table 4. Myths and Misconceptions associated with Fistula 

Central-1, Uganda Ebonyi, Nigeria Katsina, Nigeria 

Pre-
Intervention 

Non-
Intervention 

Post-
intervention 

Pre-
Intervention 

Non-
Intervention 

Post-
intervention 

Pre-
Intervention 

Non-
Intervention 

Post-
intervention 

Myths and Misconceptions* 

Pre-existing 
conditions (e.g. 
infection, fever, 

strokes, 
paralysis) 

Women ✓ ✓ ✓ X X X X X X 

Men X ✓ ✓ ✓ ✓ ✓ X ✓ X 

Holding in urine 
for an extended 

time 

Women X ✓ ✓ X X X X ✓ X 

Men X X X X X X X X ✓ 

Non-violent, 
consensual, 

sexual 
intercourse 

and/or 
promiscuity* 

Women ✓ ✓ X X ✓― X X ✓― ✓ 

Men X ✓ ✓― ✓― ✓ X X X ✓― 

Use of forceps 
during assisted 

delivery 

Women ✓ ✓ X X X X X X X 

Men ✓ X X X X X X X X 

Damage caused 
by manual 

examination/ 
fingernails 

Women ✓ ✓ ✓ X ✓ ✓ ✓ ✓ X 

Men X X X X ✓ ✓ X X X 

Related to 
multiple 

pregnancies, 
especially close 

together 

Women X X X X ✓ ✓ ✓ ✓ ✓ 

Men X X X X ✓ X ✓ X ✓ 

Witchcraft/ 
local belief 

Women ✓ X X ✓ X X X X ✓ 

Men X X X X X ✓ ✓ X X 

Sex between 
grown men and 

girls/young 
women 

Women ✓ X ✓ X X X X ✓ X 

Men X X X X X X X X X 

Big baby Women ✓ X ✓ X X X X X X 
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Men X X X X X ✓ X X X 

Miscellaneous 
(bumpy roads, 
spontaneous, 
poor personal 

hygiene, 
hormones, 
falling etc.) 

Women X ✓ X X ✓ X ✓ ✓ X 

Men ✓ ✓ X X ✓ X X ✓ ✓ 

* ✓: Topic freely expressed, X: Topic not freely expressed by respondents, ―: Some lack of awareness/knowledge in groups’ responses 
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Cultural misconceptions were not highly prevalent; how-
ever, causes like witchcraft or God’s will were more promi-
nently and freely offered as causes of fistula in the baseline 
groups (Central Uganda women, Ebonyi women, and 
Katsina men) ( ). There was an observed, subtle reduction in 
unprompted discussions of bewitching as a cause of fistula; 
the endline intervention groups that mentioned witchcraft 
did so following probing questions about cultural beliefs. 

“Some think its witchcraft. […] This is a result of igno-
rance. But if she was sensitized and understands that that 
is a disease that can be treated in hospital, she would have 
come early. But because she was not educated, she will 
think its witchcraft.” –Central Uganda, Uganda, Endline 
Intervention FGD, Community Women. 

In Central Uganda, baseline groups (men and women) 
not only described women with fistula seeking herbal treat-
ment, but they posited the use of herbs as potentially caus-
ing fistula by “softening the internal system.” In Ebonyi, local 
herbs are described in the context of an old preventative 
practice in their community. A man from a baseline group 
described women, “in ages before […] drinking local herbs 
prepared by the traditional birth attendant” leading her to 
“deliver safely, without any complications.” When 
prompted about whether there are any cultural or tradi-
tional beliefs related to causes of fistula, the endline com-
parison women in Ebonyi described that one might think 
that their fistula was caused by a failure to perform a tradi-
tional rite. 

Promiscuity or sexual appetite as causing fistula was 
commonly mentioned in male groups (Table 4). These per-
ceived incorrect causes include: adultery, heightened fe-
male sexual appetite, unmarried women having affairs, 
women having sex with many men, having sex with a man 
who has a large penis and young girls having sex (not re-
lated to early marriage). Although there was rarely mention 
of these causes in the baseline groups, the endline com-
parison groups in all three sites mentioned misconceptions 
about voluntary sexual behavior and only endline interven-
tion male groups mentioned such causes. 

“Many women, both widows and others, in our villages 
here… some women are not married to one man, the 
woman may be sleeping around, when it gets out of hand 
it can cause problem, this man will go, another man will 
go again, it can cause problem, something will spoil… her 
[bladder] will burst” – Ebonyi, Nigeria, Endline Compari-
son FGD, Community Women. 

“Women who are not married that are having affair with 
different men can have this fistula” – Katsina, Nigeria, 
Endline Intervention FGD, Community Men. 

COMMUNITY PERCEPTIONS AND PREFERENCES OF 
FISTULA CARE OPTIONS 

Topics related to traditional and cultural beliefs and prac-
tices emerged in the context of fistula care options and care 
seeking. Although nearly all the groups highlighted limi-
tations of local remedies and herbs, traditional healers or 
“witch doctors” were described as being often sought out 
to treat or prevent various health problems, including fis-
tula. Respondents from the Central Uganda groups men-

tioned traditional medicine more readily than the commu-
nity groups from Katsina or Ebonyi and there was a slight 
reduction at endline in the overall reporting of care seeking 
from traditional healers or local herbs for fistula treatment. 
One man from a Central Uganda endline comparison group 
explained that in their community, very few people initially 
seek treatment at hospitals; often they will go to the “witch 
doctor” and use local herbs which will only slightly improve 
the condition. In Central Uganda, baseline groups (men and 
women) described women with fistula seeking herbal treat-
ment, but this did not emerge in endline comparison or in-
tervention areas. Use of herbs and traditional healers were 
also described as contributing to delays in seeking medical 
attention and some of the women express that these local 
herbs can make the condition worse, rather than treat it. 
The men described women as being “easily duped” by tradi-
tional healers but they went on to clarify: “there is no local 
herb that heals fistula.” 

Participants in the Katsina groups also expressed a his-
torical cultural preference for traditional healers among 
some in their communities, but respondents suggested that 
women will seek treatment from traditional healers due to 
a lack of money. 

Respondents often cited lack of money as a primary rea-
son for seeking traditional healers in the endline interven-
tion periods and they concurred at all time points and sites 
that poverty was the most significant barrier to prevention 
and treatment of fistula; this barrier explored in detail else-
where.23 Male and female respondents in Ebonyi described 
traditional medicine as a more-affordable alternative to 
hospital treatment). As observed in Ebonyi groups, endline 
comparison, and endline intervention Katsina women’s 
groups described traditional treatments as being a way to 
save money and the perception that traditional medicine 
worked better than western. One endline intervention 
women’s groups in Katsina emphasized that women contin-
ued to pursue traditional treatments for conditions like fis-
tula, not due to a lack of money, but because “they believe 
that the traditional methods will work for them.” 

Awareness that fistula can be surgically repaired free of 
charge at fistula repair centers in each of the study regions 
varied. Individuals within discussion groups were more 
likely to know about the fistula centers and that fistula can 
be repaired with surgery if they personally knew someone 
(sister-in-law, neighbor, etc.) who had experienced fistula 
and been repaired at the fistula center. In addition, indi-
viduals who had heard radio or tv announcements were 
aware of the free repair services available in their region. 
In Katsina, we saw that awareness of the National Fistula 
Center at Babbar Ruga increased among men and women in 
the endline intervention groups compared to the baseline 
groups. The endline comparison groups in Katsina did not 
see as much increased awareness which is likely due to the 
reduced exposure to the project intervention. 

ATTITUDES TOWARD WOMEN LIVING WITH FISTULA 

PERSISTENT STIGMA BUT INCREASED EMPATHY AND 
WILLINGNESS TO HELP WOMEN WITH FISTULA 

Communities perceived that women living with fistula feel 
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immense shame due to their condition but variably de-
scribed how shame manifests and influences women’s be-
havior. Men and women in all study sites talked about 
women being afraid of stigmatization, hiding their condi-
tion from others and embarrassment at the odor from fis-
tula. Stigma was thought to be caused by several factors: 
bad smell surrounding her and her home, abandonment by 
family, fear of judgement from others (i.e., “they will think I 
loved many men”) and feeling that she is alone with fistula. 

“If you have vaginal fistula, one cannot comfortably inter-
act with people. Wherever you are you have to be isolated, 
feeling ashamed.” – Katsina, Nigeria, Baseline, Commu-
nity Women. 

“Her health challenge may disgrace her in the presence of 
people, it will be shameful, the person will say that it is 
better for her to stay at home.” – Ebonyi, Nigeria, Endline 
Comparison, Community Men. 

“[Women with fistula] are stigmatized because of the 
smell. She has no say at home. In fact, she doesn’t know 
what to do and even her family members do not know 
what to do for her, so she is left there helpless.” – Central 
Uganda, Endline Intervention FGD, Community Women. 

Stigma was commonly associated (by some men and 
women in all sites) with impeding women living with fistula 
from seeking medical attention. Interestingly, some partic-
ipants in baseline and endline comparison women’s groups 
in Central Uganda described the opposite effect; that shame 
and stigma surrounding the smell of their condition encour-
ages care-seeking. 

“The way we are seated here, if I am a fistula patient a 
bad smell would be coming out of me and it would make 
me feel uncomfortable among people; it pushes me to get 
treatment” – Central Uganda, Endline Comparison FGD, 
Community Women. 

Although shame and stigma were perceived as being 
ubiquitous for women living with fistula in all study groups 
across time points, community attitudes toward these 
women showed an increase in empathy for these women 
following intervention implementation. The endline inter-
vention group compared to baseline and endline compar-
ison groups showed an enhanced desire or willingness to 
provide psychosocial support to women living with fistula. 
Prior to the intervention, only Central Uganda men ex-
pressed – from a practical, non-emotive standpoint – the 
idea that if his wife has fistula, a husband should help fa-
cilitate her access to care. The endline comparison groups 
in Ebonyi and the women from Central Uganda discussed 
supporting women with fistula beyond logistics and enter-
ing into the realm of psychosocial support; they encouraged 
women not to feel ashamed of their sickness and promote 
the idea that women with this condition could still be active 
members of their communities and that communities 
should not fear them. Although endline comparison groups 
were not directly exposed to the community- or PHC-based 
health messaging included in the intervention, they may 
have been within range of radio messaging. In endline in-
tervention groups, this emotively emergent community 
support was more apparent. All three men’s groups spoke 

about how these women should not feel ashamed of their 
condition and describe how men can be more “proactive” 
by advising women and spreading awareness. The women’s 
groups in Katsina and Central Uganda most clearly demon-
strated the presence of empathy among community women 
for women living with fistula by offering consolation, over-
coming the sense of loneliness, and a non-blame attitude. 

“Any person that is suffering fistula should not be 
ashamed, she should hurry and go to those that will treat 
her, she should forget about money, she should inform you 
people and she will be treated free.” – Ebonyi, Endline In-
tervention FGD, Community Men. 

“I [would] console her and give her advice and also en-
courage her to put shame aside and [tell] her she’s not the 
first, […] there are very many other people with the same 
situation. […] So, I tell her to be strong and go to the hos-
pital so that she can [be] cured.” – Central Uganda, End-
line Intervention FGD, Community Women. 

VARIED EXPOSURE TO AND AWARENESS OF 
INTERVENTION COMPONENTS 

Community-level exposure to the barrier reduction inter-
vention was evident to varying degrees in Ebonyi, Katsina, 
and Central Uganda. Unsurprisingly, endline intervention 
groups seemed to have the most exposure and awareness of 
various intervention components. Radio was a commonly-
mentioned source of information about fistula, its treatabil-
ity, the existence of a hotline, the availability of free repair 
services and how to get a voucher for free transportation 
to the treatment facility. Posters at health centers and in 
communities were also mentioned as sources of knowledge 
about the fistula hotline. Groups mention that this informa-
tion was also shared through community health agents and 
health providers. Several groups described ways in which 
knowledge of fistula, the hotline, treatment, and the trans-
portation voucher spread within their communities beyond 
the strategies used by the intervention. Word-of-mouth, 
TV, and social media are common additional channels for 
information to organically spread. 

“I have never seen this number, but I have heard that a 
number exists. My wife went to visit her friend and she was 
given a number that she could share with other women, 
so they could call to seek information and also where to 
get treatment in case this form of illness is to ever arise 
around them.” – Katsina, Nigeria, Endline Intervention 
FGD, Community Men. 

“When a person deep in the village gets that voucher, she 
will get free transportation and goes to be treated. Now 
that influences her to make a decision to go.” – Central 
Uganda, Uganda, Endline Intervention FGD, Commu-
nity Men. 

“[Our community health agent] said that if we see anybody 
that is suffering [from fistula], we should bring the person 
to him so that he can call the driver of the vehicle to come 
and take the person to the hospital, even if the person does 
not have phone, that he will use his phone to call them.” – 
Ebonyi, Nigeria, Endline Intervention FGD, Community 
Women. 
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To some extent, women’s knowledge of the intervention 
was higher than men; though overall, all endline interven-
tion groups showed mixed awareness of the hotline and the 
availability of vouchers. 

Most community members in the endline comparison 
groups were not aware of the transportation voucher, the 
fistula hotline and did not report learning about fistula or 
these interventions from their community health agents. 
The few individuals in the endline comparison groups who 
expressed awareness of either the transportation voucher or 
the hotline, had learned about them from radio messaging 
or from posters but did not seem to understand these com-
ponents fully. 

DISCUSSION 

This study demonstrated that implementing a multi-com-
ponent intervention can lead to incremental improvements 
in community knowledge of fistula causes, signs and treat-
ment options, as well as in expressed empathy toward 
women living with fistula. Exploration of knowledge and at-
titudes toward fistula across a diversity of men and women’s 
perspectives in three distinct sociocultural and geographic 
settings have general implications for SBC programming. 
While few differences exist across settings, overall patterns 
of shifting community perspectives demonstrate the need 
to reduce misinformation, as a step toward fistula-related 
stigma reduction. 

CHANGES IN INTERVENTION AREAS 

Exposure to a multi-component intervention incorporating 
SBC strategies can advance the slow process of changing 
community-wide perceptions of stigmatized conditions like 
fistula. This intervention aimed to improve community 
knowledge of fistula and attitudes toward women living 
with it; our study found modest improvements in both. The 
most consistently-expressed attitude stated by community 
members about women living with fistula is their tendency 
to be isolated (by choice or not) from families and commu-
nities and their decision to seek care is affected by their 
mental state and sense of self-worth that stems from the 
condition’s associated-shame and stigma. Our finding is 
consistent with similar research in other settings.15,24 Al-
though shame continues to deeply affect women living with 
fistula, the notable shifts in community members’ attitudes 
toward supporting these women and mitigating shame, fol-
lowing exposure to the SBC intervention, are promising. 
Prevailing opinions highlight the need for community 
members to provide instrumental and psychosocial support 
to women living with fistula, including the encouragement 
and information to help them seek treatment. 

DIFFERENCES AMONG MEN AND WOMEN 

Knowledge and awareness of fistula causes, symptoms, and 
treatment options did not vary widely between men and 
women respondents, though women tended to have slightly 
more correct information on these topics compared to men 
and men were more likely to incorrectly associate fistula 
with female sexuality. An exception to this trend is that 

men generally were more likely than women to talk about 
early marriage and early pregnancy as causing fistula; this 
cause was also more prominently mentioned in Katsina and 
Central Uganda where early marriage for girls and young 
women is more common.25,26 The tendency of women 
demonstrating more correct information may be attributed 
to the linkages between women with fistula, the community 
agents, health facility workers who provide ANC and coun-
selling within the intervention. 

TRADITIONAL CARE 

Cultural beliefs and use of traditional or alternative medi-
cine were described as playing a role in causes of and treat-
ment for fistula by all respondent groups – suggesting the 
need for continuous SBC interventions in both Nigeria and 
Uganda – however the details of these practices varied. 
Poverty and the perceived cost of medical treatment for fis-
tula lead women to seek traditional alternatives, ultimately 
causing a delay in the reparative care. Tradition or cul-
ture are not perceived as barriers to seeking medical care 
for fistula, but rather traditional medicine serves as an af-
fordable alternative to hospital-based care; poverty is the 
predominant barrier for seeking fistula treatment.23 Our 
study showed, across all sites, the belief that fistula can be 
caused by witchcraft or evil spirits was less prominent com-
pared to prior regional work in Nigeria, Uganda, Ethiopia 
and Malawi.6,7,14,27 Future programming should strive to 
identify which cultural beliefs are prominent in a particular 
setting and tailor the health messaging accordingly. 

PROGRAMMING IMPLICATIONS 

Through this study, we underscore the importance of un-
derstanding community perspectives and intervening at 
community level with interventions aimed at increasing 
community awareness and understanding as a means of 
mitigating stigma. While community perceptions indicate 
an expectation that women living with fistula feel stigma-
tized, the normative attitudes towards women with fistula 
were far more supportive than stigmatizing. Men and 
women are increasingly aware of and open to supporting 
women living with fistula. Though community-based 
strategies have been explored in addressing other stigma-
tized conditions,28,29 we recommend further exploration of 
these approaches for fistula. Future efforts should aim to 
build on this positive trend in community norms around 
stigma to ultimately improve care-seeking and access to 
reparative services and improve wellbeing of those who 
have experienced fistula. Exposure to the community-inte-
grated intervention in Ebonyi, Katsina and Central Uganda 
provides one example of such a strategy. However, due to 
the nature and reach of mass media, there was likely some 
cross-contamination into the endline comparison sites in 
our study. The intervention aimed to spread awareness and 
increase knowledge of fistula, its symptoms, its causes, as 
well as where and how to seek treatment by employing mul-
tiple routes of communication – community-based agents, 
PHC providers and mass media. In designing the interven-
tion, we had posited that any single one of these com-
munication channels is inadequate to increase community 
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knowledge and awareness when implemented separately. 
This intervention was designed to use all three together to 
maximize the saturation of community knowledge of fis-
tula, treatment options and the transportation voucher to 
improve women’s access to reparative services. From the 
results of the FGDs with community members, we learned 
that community members tended to cite one to two of the 
three communication channels as being a source of their 
knowledge on fistula. Radio and community agents (specifi-
cally Village Health Team members in Central Uganda) were 
the most commonly recognized aspect of the overall inter-
vention. These findings support the notion that no single 
communication channel is sufficient to improve community 
knowledge on its own. 

LIMITATIONS 

Limitations of this study fact include that we were unable 
to ensure a true control group due to cross-contamination 
from radio messaging. Additionally, as a nested study, the 
primary target population for the intervention was women 
living with fistula rather than the communities they live 
in. Furthermore, its direct intervention effects cannot be 
claimed given the complexity of the SBC intervention, the 
difficulty of measuring normative perspectives, and the 
slow process required to meaningfully shift community at-
titudes over time. These findings could also be subject to 
social acceptability bias, or when respondents are hesitant 
to admit to a stigmatizing attitude (toward women with fis-
tula) if they feel it would reflect negatively on them. In or-
der to minimize this as much as possible, the local study 
team was familiar with and trained in now to navigate cul-
tural norms in each setting. Future studies assessing com-
munity attitudes and norms should consider longer study 
periods that will allow for longitudinal qualitative ap-
proaches that follow up with intervention exposure over 
multiple points in time. 

CONCLUSIONS 

SBC happens slowly at community level; it relies on grad-
ual, sustainable cultural and behavioral modifications to-
ward the desired outcome. This multi-component interven-
tion contributed to increases in community empathy, 
compassion, and willingness to help women living with fis-
tula. This—coupled with reduction in misinformation re-
garding fistula, its cause and how to access treatment—is an 
important intermediate point in the path toward compre-
hensive community understanding of fistula and stigma re-
duction. 
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