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Abstract

Fistula-related stigma is common. The absence of a unifying conceptual framework prevents a 

nuanced understanding of the nature of fistula-related stigma, comparison across contexts and the 

ability to contrast with other stigmas. It also hinders intervention development. We conducted in-

depth interviews or focus groups with 60 women who had undergone fistula surgery 6–24 months 

prior at Mulago Hospital in Kampala, Uganda in 2014. Transcripts were analysed for experiences 

and consequences of enacted, anticipated and internalised stigma. Narratives revealed experiences 

with enacted stigma, including gossip, verbal abuse and social exclusion. Women also anticipated 

and feared stigma in the future. Internalised stigma reports revealed shame and low self-esteem: 

self-worth reduction, feeling disgraced and envisioning no future. Consequences included social 

isolation, changes to normal activities, non-disclosure and poor mental health. Refining stigma 

theory to specific conditions has resulted in a more nuanced understanding of stigma dimensions, 

manifestations, mechanisms and consequences, permitting comparison across contexts and 

populations and the development of stigma-reduction interventions. These lessons should be 

applied to fistula, acknowledging unique features: concealability, the potential for treatment, lack 

of community awareness and the social consequences of stillbirth. Reducing fistula-related stigma 

requires timely surgery and supportive care, stigma-reduction interventions and addressing the 

complex societal structures that perpetuate fistula.
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Introduction

Female genital fistula is a debilitating injury resulting in urinary and/or faecal incontinence. 

Most fistulae result from prolonged obstructed labour, with fewer resulting from iatrogenic 

or traumatic aetiologies. As many as 2 million women are living with fistula globally, most 

in sub-Saharan Africa and Asia (Adler et al. 2013; Wall 2006), with up to 100,000 annual 

incident cases (de Bernis 2007). Female genital fistula from obstetric causes results in severe 

physical, psychological and social sequelae (Ahmed and Holtz 2007; Roush 2009; Turan, 

Johnson and Polan 2007). Women commonly experience infections, vaginal and genital 

ulcerations, difficulty walking without assistance and secondary infertility. Neurological 

injury, gynaecological morbidity and orthopaedic trauma also occur.

Women affected by obstetric fistula experience devastating social and psychological 

consequences because of the stigma that surrounds their condition (Alio et al. 2011; Bangser 

2006). Although stigma is a known significant challenge for women living with fistula, the 

incomplete elucidation of the nature, different dimensions and sources of stigma, the 

relationship between stigma and psychological and behavioural outcomes and the factors 

influencing all of these, within a conceptual framework, limits theory and the evidence-

based optimisation of clinical and social services for stigma reduction, preventing women 

affected by fistula from achieving a higher quality of life. Relationship challenges are 

prevalent in women’s narratives of fistula, with frequent citations of divorce, abandonment 

or relegation to secondary wife status where polygamy is common. Other reports discuss 

limitations on cooking or participating in social events or religious rituals (Bangser 2006). 

Verbal abuse is common (Bangser et al. 2011; Mwini-Nyaledzigbor, Agana and Pilkington 

2013). The consequences of stigmatisation include depression, low self-esteem and social 

isolation (Alio et al. 2011; Donnelly et al. 2015).

The lack of application of a robust conceptual framework to women’s experiences of fistula-

related stigma limits our ability to develop a more nuanced understanding of these 

experiences, compare and contrast fistula-related stigma across geographic and cultural 

contexts, contrast with other health condition-specific forms of stigma and, most 

importantly, to inform interventions to mitigate and reduce stigma to improve quality of life. 

In contrast, significant scholarly work refining HIV-related stigma theory has occurred over 

the past decades, resulting in a nuanced understanding of HIV-related stigma dimensions, 

manifestations, mechanisms and consequences (Turan et al. 2017), permitting the 

development and evaluation of stigma-reduction interventions (Stangl et al. 2013). Similar 

interventions are needed to improve the lives of women with fistula, given the burden of 

stigma. Thus, we sought to understand and classify women’s fistula-related stigma 

experiences, employing a fistula-related stigma conceptual framework adapted from the HIV 

literature, within a qualitative study among Ugandan women repaired for obstetric fistula.

Materials and methods

This qualitative study was conducted within a larger study on family and community 

reintegration among women accessing fistula surgery at Mulago Hospital in Kampala, 

Uganda. Women were eligible for participation in the study’s qualitative phase if they had 
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received fistula surgery within the prior 6–24 months, spoke Luganda or English, resided 

within 100 km of Mulago Hospital, provided a telephone number and were capable of 

providing informed consent. Of 45 eligible women, 33 participated; 1 was not interested, 

and 11 were not re-contacted for participation as the research team felt they had reached 

thematic saturation after the 33 participants (Saunders et al. 2017).

Ugandan research staff conducted written informed consent procedures with all participants 

in person. Study staff administered a short quantitative survey to capture age, ethnicity, 

religion, socio-economic status, marital status, educational attainment, pregnancy and 

obstetric history, general health and continence. Women subsequently participated in semi-

structured in-depth interviews (n = 16) or focus group discussions (n = 17; four groups). In-

depth interviews captured women’s experiences living with fistula; in particular, women 

were asked how having fistula changed their role within their family, household and 

community; how it affected their relationships, including how people treated them; and how 

it impacted on their daily activities. Focus groups largely targeted women’s post-surgical 

reintegration experiences (our primary study objective), yet women’s comparisons between 

experiences living with fistula and following repair surgery provided rich data on 

stigmatisation and were included in this analysis.

We described the socio-demographic characteristics of participants using Stata v14 software 

(StataCorp, College Station, TX, USA). Transcripts from in-depth interviews and focus 

group discussions were coded using inductive and deductive codes within Atlas.ti software 

and analysed thematically for women’s experiences of stigma across our conceptual 

framework. Thematic analysis occurred concurrent with data collection to assist in 

determining achievement of thematic sufficiency.

Stigma conceptual framework

Figure 1 presents our conceptual framework for fistula-related stigma, adapted from Turan et 

al. 2017 and Turan and Nyblade 2013. In these frameworks, stigma is generally categorised 

into four distinct but interrelated dimensions: enacted, anticipated, internalised and 

perceived community. Enacted stigma refers to verbal or behavioural discrimination directly 

experienced by individuals, including such experiences as name-calling, refusing to touch a 

stigmatised individual or to use items that that individual has used, or any other behaviours 

signifying devaluation. Anticipated stigma refers to an individual’s fears of enacted stigma 

that they may face during the course of their daily lives, generally or in specific contexts. 

Internalised stigma refers to the implications on an individual’s sense of value or self-worth 

due to internalisation of societal attitudes about individuals with their particular condition, or 

experiences of enacted stigma. Perceived community stigma reflects perceptions of 

detrimental attitudes and practices towards individuals with the condition. Although 

perceived community stigma was not specifically assessed in the current study, we include it 

in our conceptual framework. Stigma occurs and is perpetuated by context-specific values of 

conditions, their causes and consequences and the overarching societal power structures 

(Link and Phelan 2001, 2006), represented by social and contextual factors and structural 
stigma within our framework. The framework also includes intersectional stigma to 

acknowledge that the stigma experience is influenced not only by condition-specific stigmas, 
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but also by prevalent stigmas of the other social identities that individuals concurrently hold, 

including but not limited to gender, socio-economic status, and race or ethnicity (Logie et al. 

2011; Turan et al. 2017).

Results

Socio-demographic characteristics of study participants are shown in Table 1. Median age at 

interview was 30, while median age at fistula development was 23. The majority of women 

had not completed primary education (63%). Time lived with fistula varied, with 12% 

affected for less than one year, but 42% for over five years. Most women reported living 

with their husband/partner (76%). Household ownership of assets varied by type, with most 

households having a radio (88%) or mobile phone (88%), and fewer possessing piped water 

(15%), a refrigerator (9%) or a flush/pour toilet (6%).

Stigma heavily featured in women’s narratives of the impacts that fistula had on their daily 

activities and lives. Stigma experiences were classified using three stigma dimensions: 

enacted, anticipated and internalised. We present the consequences of fistula-related stigma 

within a separate section, highlighting the contributions of unique stigma dimensions as 

relevant.

Enacted stigma

Participant narratives revealed a variety of experiences with enacted stigma, ranging from 

gossip and verbal abuse, distancing and rejecting behaviours, to exclusion from family and 

community activities. Many women reported that fistula changed how people in their 

community treated them. Manifestations of enacted stigma originated from different 

individuals, including community members, co-workers, friends and extended and close 

family members.

Gossip and verbal abuse—Overwhelmingly, one major and consistent type of stigma 

reported was gossip, referred to locally as ‘backbiting’. This often occurred indirectly, where 

respondents learned from others what was said about them: ‘I always knew. In fact, some of 

them would come and tell me what they were talking about me in my absence’ (28-year-old 

interviewee). Others experienced backbiting directly. Respondents shared how they were the 

target of verbal abuse by community members: ‘Back in my village, they would even laugh 

and yell at me saying, “look at Mr X’s wife, she is leaking!”‘ (28-year-old interviewee).

Participants reported this verbal abuse as being perpetrated even by family and friends:

[People, including my grandmother and even my siblings, would] come and abuse 

me. They had nicknamed me lunyolo, meaning someone who urinates. (19-year-old 

interviewee)

Your friend could come to your home and tell you how others had been talking 

about you … saying that you leak, you smell offensively and they’re wondering 

which kind of illness you’re suffering from. Others could say you’re rotting, 

because why would you be like that when you sit somewhere you leave the place 

wet. (37-year-old focus group participant)
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At school, my fellow teachers call me ‘damaged’. (37-year-old interviewee)

Distancing and rejecting behaviours—In addition to direct and indirect verbal abuse, 

women with fistula were the targets of a variety of distancing and rejecting behaviours due 

to their condition. Various individuals were named as perpetrators, but primary within these 

narratives were male partners who ‘chased’ (i.e. forced them to leave their marital home) or 

abandoned women due to their fistula:

My husband chased me; his relatives told him, ‘chase that woman, she’s smelling, 

can she cook for us food and we eat it?’ I left that place [the house I built and gave 

birth from]; all this because of fistula. (50-year-old focus group participant)

Women who remained with their partners described the situation as tenuous, at risk of 

dissolution and fraught with interpersonal challenges. Threats of relationship dissolution 

were common, and sometimes contingent on the fistula healing.

For me things changed immediately, [my baby’s] dad wanted to get another wife 

there and then. I told him, if you found me [with fistula from the beginning], get 

another woman. I think he later on thought twice and … he told me that let’s try to 

treat that illness, if it heals, we stay together, if it fails, you go back to your home 

…. (21-year-old focus group participant)

Partners were described as being impatient or frustrated with the situation, particularly 

where they were unwilling to have sex with their wives with fistula. One woman described 

the effect of fistula on her relationship in simple terms: ‘If you’re married, love seriously 

reduces’ (47-year-old focus group participant).

Where women also lived with co-wives, having fistula provided an additional point of 

contention and competition. One woman shared the following experience,

The biggest challenge I got [was] from my husband’s co-wives, they were always 

telling him that if they were him, they would have chased me already. The third 

wife to my husband would always use [the fistula] as a way of abusing me; when 

we would have an argument just like women do, she would remind me that I have 

fistula, just to abuse me. (43-year-old focus group participant)

Another woman described the challenge to living in a polygamous relationship:

My husband had other women so it was really hard for him to enter a smelling 

room yet there was another one which was well scented. (47-year-old focus group 

participant)

Stigmatising behaviours from other individuals largely occurred within the household, likely 

due to the significant self-isolation reported among our participants. Common 

manifestations of enacted stigma within the household included excluding women from 

common sleeping areas, asking them to eat alone, refusing to eat food they cooked and 

refusing to care for the woman:
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[People at home were uncomfortable when I was cooking food. When] I would 

pass by someone, [I] would see this person’s facial expression changing. (51-year-

old interviewee)

We lived with [my sisters and] I had a feeling that even when I cooked for them, 

they wouldn’t eat the food ….[Whenever I cooked], they would say, ‘I will eat later 

at night!’ and I would realise that no one has eaten. (22-year-old interviewee)

Two respondents received exceptionally poor treatment from their siblings:

[My siblings] didn’t care much about me; they felt disgusted with me. At times 

they didn’t want me to do anything … they didn’t want me to cook; they didn’t 

want to eat the food I prepared. I would dine with them [only] when my mum was 

around. When my mum wasn’t around, they would … bring the food to my 

bedroom and say, ‘never mind, just eat from here’. (28-year-old interviewee)

Some of my brothers and sisters wouldn’t drink tea from my house. It was like they 

thought that it was my urine that I would put in the kettle and prepare for them. (35-

year-old interviewee)

Exclusion from community social life—Participants were excluded from events or 

activities due to their fistula. For example, several women reported not being invited to 

participate in community events such as weddings or other gatherings, whereas they were 

invited previously. Other women reported community members having a reduced interest in 

the roles they had previously provided, such as selling things in the market or other informal 

sector services. For example, one woman who had been a hairdresser reported that after the 

fistula, ‘No, they no longer called me to style their hair’ (22-year-old interviewee), also 

reducing her income. Finally, others reported losing the support of friends due to their 

condition:

No one had ever had such a condition before …. I remained [friends] with the 

person who knew the condition I was passing through, but the rest, no …. [My 

other friends did not come close] because [I was] full of urine. (47-year-old focus 

group participant)

I had no one who wanted to invite me for parties. No one could invite me basing on 

the way I was, unless if this person was so close to me. And this person would call 

me for burial, and I would put on like two gomesies (traditional dresses) and I 

couldn’t sit when I reach there, I would stand so that this urine passes out freely 

because if I sat people would talk about me. I never went for any occasion. (30-

year-old focus group participant)

Anticipated stigma

Narratives of anticipated stigma largely reflected women’s fears of enacted stigma including 

backbiting and other verbal abuse and discriminatory perceptions. The following quotations 

reveal something of the stigma anticipations that women held:
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I wasn’t going anywhere …. In the village, I wasn’t moving around because as 

soon as you leave, this person would start talking about you. (50-year-old focus 

group participant)

I feared people imagining things about me, for instance, thinking that I was always 

soaked up even when I was standing up. You know someone who’s always wet is a 

baby, and I didn’t want to be thought of that way, I always wanted to keep my 

dignity. I never told them the truth I also don’t know why. I saw the fistula issue to 

be very abnormal in that even when I recovered it is still shameful, so I always 

wanted to keep it a secret. (39-year-old interviewee)

Internalised stigma

Narratives revealed pervasive shame and low self-esteem among study participants. Some 

women described a loss in their self-worth or self-importance, while others reported feeling 

disgraced, envisioning no future. Participants described themselves as ‘bad’ or ‘outcasts’.

I felt worthless …. I felt ashamed in front of my kids and husband, even to a few 

friends that would come to visit me …. So, I felt fed up of life. (28-year-old 

interviewee)

It’s a very serious problem, let me tell you, even your character changes …. You 

realise that you have no future no matter what, because however much you were a 

friend to someone, discrimination starts …. You yourself you see as not worthy, so 

all in all, you just see that life has come to a standstill, you see yourself as 

worthless. (34-year-old focus group participant)

Particularly poignant were discussions by respondents sharing the shame that they felt when 

their condition became evident to their young children and their feelings that stemmed from 

their children’s innocent questions or reactions to seeing their mothers leaking urine.

[My] children started realising [that I was leaking urine], and saying whenever 

mum leaves a place, she leaves urine. They were whispering this until the 7-year-

old child told me, ‘Mum, you urinate on the bed, so I will sleep with you today 

since you urinate on the bed [like me]’. … I felt bad and ashamed amidst my 

children. (37-year-old focus group participant)

If you have children at home and you get such a problem, you get ashamed in front 

of your children and if they’re still young, they can even back-bite you asking 

themselves if even adults urinate on bed. For him, he can say it jokingly, but as an 

adult you feel hurt because there’s no way you can advise this person that someone 

doesn’t urinate where s/he is seated when you yourself are doing that same thing. 

(47-year-old focus group participant)

Consequences of stigma

Many women described the significant consequences that stigma imposed on their daily 

lives. These largely fell within the themes of self-imposed social isolation, changes to 

normal household activities, non-disclosure of fistula and poor mental health.
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Self-imposed social isolation—Women shared a preference for limiting their mobility, 

staying at home most or all of the time. This included avoiding social events such as 

weddings, religious services, family gatherings, funerals, etc., even when they were invited.

When I acquired that illness, I spent three years without going to church. [I would 

only attend when the religious] services took place in different homesteads instead, 

but I would feel uncomfortable, [especially] when I had to get close to the Father 

…. I never wanted to be amidst people. Whenever they were about to read bible 

verses, I would excuse myself and go home because I was feeling so ashamed 

because how could the Father call me up and people see my clothes leaking. (24-

year-old focus group participant)

It was me that became hard-hearted instead, because it was me that wouldn’t go 

there to their places for reasons that they would discriminate me. I wouldn’t go to 

their homes. The problem was actually with me and it was because of the sickness I 

was suffering from that caused me not to enjoy hanging out with them; I would 

prefer staying at my home. (35-year-old interviewee)

In addition to self-isolating from community members and avoiding community events, 

women also described how they did not want visitors to enter their homes, even those 

offering some assistance.

At home, everything changed because even if your friend still loved you, the 

moment you heard him/her knocking on the door, you would ask yourself, what has 

brought this person? I always wanted to keep in my room alone without anyone 

crossing my face, I separated from people, I wanted to be alone with my condition 

…. I wanted them to leave me alone because I had distanced myself from people 

and yet I had nothing else to do. Even if it was work you couldn’t do it, even you 

yourself you wouldn’t get the desire, even poverty became too much. You live in a 

very bad state, everything becomes disconnected, and you lose connection with 

people and stay alone in the world. (47-year-old focus group participant)

For me, the time reached when my home was always locked and when you would 

come, it would appear as if there’s no one there, yet I have just locked myself 

inside there. (21-year-old focus group participant)

In relationships where women’s partners accepted them despite their condition, internalised 

stigma exacted an impact. Several women felt that they should sleep alone despite living 

with their partners, an option which was accepted by some but not all. Other women 

personally made the decision to return to their parents’ home instead of remaining with their 

husbands.

Changes to normal household activities—Several participants reported altering their 

household activities due to stigma anticipations. One woman shared that she had stopped 

cooking after developing fistula:

I had a feeling that maybe if I prepare meals, [my family] would somehow feel 

disgusted, [that they] would not eat it because they feel disgusted given my leaking 

condition. (22-year-old interviewee)
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Non-disclosure of fistula—Disclosure of fistula was difficult for many women due to 

stigma anticipations. This led some women to keep their condition secret, even when this 

negatively impacted them or their relationships. Women feared that disclosure would spread 

through the community, resulting in gossip and verbal abuse.

I [only told the health worker and not any other person] because I never wanted to 

be backbitten by people in the village. I kept it to myself because I never wanted to 

be laughed at or a centre of attraction for the people. (30-year-old interviewee)

Several narratives revealed a particular fear that the community’s lack of familiarity with 

fistula could result in its being attributed to HIV, which was more familiar. One participant 

shared her recommendation that fistula not be disclosed in order to avoid people spreading 

rumours:

People say a lot of things so it’s better to keep quiet …. You can even be suffering 

from malaria and people will start saying that you have HIV so if you have the 

chance of not letting some people know, the better. (24-year-old interviewee)

Even for those who did not disclose their fistula to community members, changes in the 

women’s regular behaviours were observed by others and attributed to other reasons. Some 

were felt to be antisocial. One woman noted that women in her community questioned why 

she travelled so frequently, not knowing that it was to the hospital: They conclude that 

maybe I have a lover in Kampala, because they are not aware of my situation’. (28-year-old 

interviewee)

While some women who did not disclose their fistula to important people in their lives did 

so after successful surgery, others discussed persistent stigma anticipations: ‘I saw the fistula 

issue to be very abnormal; even when I recovered it is still shameful, so I always wanted to 

keep it a secret’ (39-year-old interviewee).

Although non-disclosure was protective for several women, it had a lasting impact on 

community relationships for others. One woman described how her decision not to disclose 

currently affected her relationships: ‘Up to now, some people do not trust us because we hid 

so much information from them’ (37-year-old interviewee).

Mental health effects—Fistula-related stigma resulted in severe mental health concerns, 

including depression. Two women shared having contemplated suicide, one stating, ‘All in 

all I felt a lot of pain and I even prayed to God to take my life!’ (28-year-old-interviewee). 

One woman described a failed suicide attempt:

I never thought I could heal, what remained of me was to eat my food and sleep; 

what else could I do? There was a time when I felt like should I get a knife. 

Actually, my husband is the one who found me. If he hadn’t come, I was going to 

commit suicide …. He came from behind, my hand was up here, and he held it, 

then he asked me what I wanted to do. Then I told him you know what, I think my 

life has ended here. I don’t have any future with this illness. (21-year-old focus 

group participant)
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Discussion

Across the dimensions of enacted, anticipated and internalised stigma, this study details 

significant and pervasive effects of fistula-related stigmatisation experienced by Ugandan 

women. Enacted stigma manifestations largely featured gossip and verbal abuse, 

interpersonal behaviours such as distancing, exclusion, relationship dissolution and 

marginalisation from community life. Women’s stigma anticipations reflected their fears of 

the behaviours and experiences described under enacted stigma. Manifestations of 

internalised stigma included low perceptions of self-worth and shame. Stigma 

manifestations across these three dimensions were linked with important behavioural 

consequences, including social isolation from community, friends and partners; altering 

normal household roles; and hiding the fact that they had fistula. These in turn appeared to 

often lead to poor mental health. Although these findings are consistent with those 

documented in the previous literature, our study is the first to apply a robust conceptual 

framework to these experiences. This first step will strengthen the evidence base 

characterising the nature and nuances of fistula-related stigma and can guide intervention 

targets to mitigate stigma and improve health and quality of life among women affected by 

fistula.

Subsequent to Goffman’s definition of stigma as a dynamic process of devaluation that 

‘significantly discredits’ an individual in the eyes of others (Goffman I963), a plethora of 

work refining stigma theory has occurred, largely in relation to HIV and physical or mental 

disabilities (Bos et al. 2013; Campbell et al. 2007; Deacon et al. 2005; Link and Phelan 

2001; Parker and Aggleton 2003; Quinn and Earnshaw 2013). The refinement of stigma 

theory in HIV has resulted in a more nuanced understanding of HIV-related stigma 

dimensions, manifestations, mechanisms and consequences (Turan et al. 2017), permitting 

comparison across cultural contexts and population sub-groups and the development and 

evaluation of stigma-reduction interventions (Stangl et al. 2013). In their 2013 review of 

HIV-related stigma interventions, Stangl et al. report considerable progress over the prior 

decade with the vast majority of intervention studies reporting significant decreases in 

stigma (Stangl et al. 2013). While continued efforts are necessary to optimise HIV-related 

stigma interventions development, delivery and measurement, the application and refinement 

of stigma frameworks to this area has encouraged unification of language and concepts 

(Earnshaw et al. 2013; Turan et al. 2017); resulted in the development and validation of 

instruments to measure these concepts (Earnshaw and Chaudoir 2009); and allowed for 

comparison across populations, intervention approaches, targets and contexts (Genberg et al. 

2009; Treves-Kagan et al. 2017).

Some lessons from stigma theory development in HIV and disability research can be applied 

to fistula-related stigma due to similarities in manifestations. Our study found that fistula-

related stigma from the perspective of affected women fits well into the primary dimensions 

of enacted, anticipated and internalised used to frame other condition-related forms of 

stigma (Earnshaw et al. 2013; Holzemer et al. 2007). Indeed, during analysis, we found no 

need to introduce additional dimensions to frame the stigma experienced by our study 

participants. Similarly, the general categories of manifestations and consequences of fistula-
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related stigma identified in this study (social isolation, lack of disclosure, etc.) were not 

unique to fistula (Deacon et al. 2005).

However, differences in the presentation of fistula versus other stigmatised conditions likely 

contribute to disparate stigma experiences. First, the primary presenting symptoms of genital 

fistula in the form of uncontrollable incontinence of urine or faeces are difficult to conceal 

and unpleasant to the woman and others around her. Moreover, in settings where fistula is 

prevalent, women typically have poor access to materials to manage incontinence in a way 

that could mask their condition, commonly padding themselves with cloth to absorb the 

urine, inevitably resulting in an unpleasant odour (Barageine et al. 2015; Mwini-

Nyaledzigbor, Agana and Pilkington 2013; Roush 2009). In contrast, the identification of 

individuals with other stigmatised conditions may be less likely due to concealability; for 

example, the concealment of HIV-positive status is possible in the current era of widespread 

antiretroviral therapy access, as most individuals on treatment have no visible symptoms 

(Brener et al. 2013; Holmes et al. 2017).

Second, despite higher prevalence in particular geographies, female genital fistula remains 

relatively rare, thus community awareness and knowledge of fistula is typically low 

(Kasamba, Kaye and Mbalinda 2013; Omari et al. 2015). Indeed, many study participants 

reported no familiarity with the condition prior to developing it, and not knowing anyone 

else with the condition until they met other affected women at the hospital. Similarly, the 

lack of perceptions of stigma in the community may stem from the relative rarity of the 

condition. Thus, individuals and communities who are ill-informed on the causes and 

curability of fistula may rely on other health-related beliefs to understand the condition, as is 

noted elsewhere (Changole et al. 2018; Kasamba, Kaye and Mbalinda 2013). Indeed, our 

findings suggested some difficulty in community differentiation between HIV and other 

conditions. Furthermore, consistent with other stigma literature, cultural beliefs around 

illness as punishment for certain immoral behaviours have been identified as relevant for 

fistula, with studies reporting perceptions that fistula may occur due to promiscuous or other 

immoral behaviour, or witchcraft (Deacon 2006; Nalubwama et al., forthcoming), putting 

the blame for fistula on the woman (Turan and Nyblade 2013).

Third, the majority of women who develop fistula from obstructed labour experience 

stillbirth (Ahmed, Anastasi and Laski 2016), which may also be stigmatised. While we did 

not capture data describing stigma resulting from infant loss, we did not explicitly probe for 

this information, and it is possible that fistula-related stigma intersects with components of 

infertility-related stigma present in cultural contexts where fistula is prevalent (van Balen 

and Bos 2009). Finally, an individual’s experience of a condition-related stigma will vary 

considerably by the presence and manifestation of structural and intersectional stigmas and 

the available coping strategies (Deacon 2006; Logie et al. 2011).

Intervention types and targets differ depending on the dimensions of stigma that are the most 

salient, as well as the identified mechanisms (Earnshaw et al. 2013). For example, coping 

resources and resilience, and treating health problems are strategies for addressing 

internalised stigma, whereas interventions targeting enacted stigma would focus more on 

changing the attitudes and actions of other community members. Some combination of 
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strategies is likely necessary; however, assessment across stigma domains can inform 

optimal resource use. Successful stigma-reducing interventions in the HIV literature have 

included strategies focused on reducing stigma through community or targeted education, 

skills-building, empathy development activities, counselling and support, biomedical 

intervention and policy change (Mak et al. 2017; Ma, Chan and Loke 2019; Stangl et al. 

2013). Similar strategies may be effective for reducing fistula-related stigma with a focus on 

appropriate drivers, facilitators and levels. Further development of the evidence base can 

reveal how improvements to women’s experiences with fistula are achievable through 

stigma-reduction interventions, and the specific mechanisms to use to secure such 

improvements. Likely gains include improved mental health, reduced treatment delays and 

reduced economic impact.

Self-imposed social isolation and non-disclosure were two important behavioural 

consequences of fistula-related stigma among women in this study that can be viewed as 

coping mechanisms for stigma management. While we did not explore the relationship 

between self-imposed social isolation or non-disclosure and treatment-seeking or access, it 

is plausible that women’s efforts to conceal their condition delayed treatment receipt. 

Indeed, Baker et al. report social factors such as stigma and embarrassment as frequently 

reported barriers to obstetric fistula treatment (Baker et al. 2017).

Limitations

The current study has several limitations. Results reveal a broad variety of fistula-related 

stigma manifestations across three dimensions. However, the study design limits our ability 

to identify the relative importance of each stigma dimension with respect to women’s health 

and quality of life outcomes. We were also unable to identify the coping mechanisms and 

resiliencies that enable some women to succeed when challenged by fistula. Further research 

on such mechanisms is needed to inform future programming. Furthermore, our study was 

based at one specialised hospital in Uganda. Further research is also needed to apply this 

conceptual framework to the experiences of women with fistula in the different cultural 

contexts where the condition occurs and to incorporate the experiences of women who are 

unable to access treatment. Finally, our study population did not allow us to explore the 

dimension of perceived community stigma but represented more general beliefs about the 

characteristics or people with this particular stigma as measured at community-level, or 

stigma by association, e.g. stigma experiences due to being a family member or caregiver of 

an individual with a stigmatising characteristic. Subsequent research engaging with these 

issues will be important in order to develop a more complete understanding of fistula-related 

stigma.

Conclusion

Findings from this study of the experiences of Ugandan women affected by genital fistula 

contribute to an increasing literature demonstrating the significant effects that fistula-related 

stigma has on women’s health and quality of life. Beyond increasing efforts to prevent the 

occurrence of fistula, which is paramount, moving the field forward to reduce fistula-related 

stigma and its consequences requires a focus on improving women’s timely access to fistula 
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surgery and supportive care, developing and evaluating evidence and theory-based 

programmes and interventions targeting stigma reduction, and addressing the complex 

societal structures perpetuating this condition and its consequences.

Acknowledgements

The authors thank study participants for their commitment and are grateful to Amy J. Markowitz for editorial 
support.

Funding

This work was supported by the Eunice Kennedy Shriver National Institute of Child Health and Human 
Development of the US National Institutes of Health under grants R21HD075008 and K99HD086232, the Fistula 
Foundation and the US Agency for International Development (USAID) via the Fistula Care Plus Project, 
administered by EngenderHealth under cooperative agreement AID-OAA-A14–00013. The opinions expressed are 
those of the authors and do not necessarily reflect the views of USAID, the National Institutes of Health or the US 
Government.

References

Adler AJ, Ronsmans C, Calvert C, and Filippi V. 2013 “Estimating the Prevalence of Obstetric Fistula: 
A Systematic Review and Meta-Analysis.” BMC Pregnancy and Childbirth 13: 246–260. [PubMed: 
24373152] 

Ahmed S, Anastasi E, and Laski L. 2016 “Double Burden of Tragedy: Stillbirth and Obstetric Fistula.” 
Lancet Global Health 4 (2): e80–e82. [PubMed: 26823218] 

Ahmed S, and Holtz SA. 2007 “Social and Economic Consequences of Obstetric Fistula: Life Changed 
Forever?” International Journal of Gynaecology and Obstetrics 99 (Suppl 1): S10–SI 5. [PubMed: 
17727854] 

Alio AP, Merrell L, Roxburgh K, Clayton HB, Marty PJ, Bomboka L, Traore S, and Salihu HM. 2011 
“The Psychosocial Impact of Vesico-Vaginal Fistula in Niger.” Archives of Gynecology and 
Obstetrics 284 (2): 371–378. [PubMed: 20803210] 

Baker Z, Bellows B, Bach R, and Warren C. 2017 “Barriers to Obstetric Fistula Treatment in Low-
lncome Countries: A Systematic Review.” Tropical Medicine &International Health 22 (8): 938–
959. [PubMed: 28510988] 

Bangser M 2006 “Obstetric Fistula and Stigma.” Lancet 367 (9509): 535–536. [PubMed: 16473133] 

Bangser M, Mehta M, Singer J, Daly C, Kamugumya C, and Mwangomale A. 2011 “Childbirth 
Experiences of Women with Obstetric Fistula in Tanzania and Uganda and Their Implications for 
Fistula Program Development.” International Urogynecology Journal 22 (1): 91–98. [PubMed: 
20798927] 

Barageine JK, Beyeza-Kashesya J, Byamugisha JK, Tumwesigye NM, Almroth L, and Faxelid E. 2015 
““I Am Alone and Isolated”: A Qualitative Study of Experiences of Women Living with Genital 
Fistula in Uganda.” BMC Womens Health 15 (1): 73. [PubMed: 26359255] 

Bos AER, Pryor JB, Reeder GD, and Stutterheim SE. 2013 “Stigma: Advances in Theory and 
Research.” Basic and Applied Social Psychology 35 (1): 1–9.

Brener L, Callander D, Slavin S, and de Wit J. 2013 “Experiences of HIV Stigma: The Role of Visible 
Symptoms, HIV Centrality and Community Attachment for People Living with HIV.” AIDS Care 
25 (9): 1166–1173. [PubMed: 23311451] 

Campbell C, Nair Y, Maimane S, and Nicholson J. 2007 ‘“Dying Twice’: A Multi-Level Model of the 
Roots of AIDS Stigma in Two South African Communities.” Journal of Health Psychology 12 (3): 
403–416. [PubMed: 17439992] 

Changole J, Kafulafula U, Sundby J, and Thorsen V. 2018 “Community Perceptions of Obstetric 
Fistula in Malawi.” Culture, Health &Sexuality. Advance online publication, doi: 
10.1080/13691058.2018.1497813

El Ayadi et al. Page 13

Cult Health Sex. Author manuscript; available in PMC 2021 March 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



de Bernis L 2007 “Obstetric Fistula: Guiding Principles for Clinical Management and Programme 
Development, a New WHO Guideline.” International Journal of Gynecology &Obstetrics 99: 
S117–S121. [PubMed: 17880979] 

Deacon H 2006 “Towards a Sustainable Theory of Health-Related Stigma: Lessons from the HIV/
AIDS Literature.” Journal of Community &Applied Social Psychology 16: 418–426.

Deacon H, Stephney I, and Prosalendis S. 2005 Understanding HIV/AIDS Stigma: A Theoretical and 
Methodological Analysis. Cape Town, South Africa: Human Sciences Research Council Press.

Donnelly K, Oliveras E, Tilahun Y, Belachew M, and Asnake M. 2015 “Quality of Life of Ethiopian 
Women after Fistula Repair: Implications on Rehabilitation and Social Reintegration Policy and 
Programming.” Culture, Health &Sexuality 17 (2): 150–164.

Earnshaw VA, and Chaudoir SR. 2009 “From Conceptualizing to Measuring HIV Stigma: A Review of 
HIV Stigma Mechanism Measures.” AIDS &Behavior 13 (6): 1160–1177. [PubMed: 19636699] 

Earnshaw VA, Smith LR, Chaudoir SR, Amico KR, and Copenhaver MM. 2013 “HIV Stigma 
Mechanisms and Well-Being among PLWH: A Test of the HIV Stigma Framework.” AIDS & 
Behavior 17 (5): 1785–1795. [PubMed: 23456594] 

Genberg BL, Hlavka Z, Konda KA, Maman S, Chariyalertsak S, Chingono A, Mbwambo J, Modiba P, 
Van Rooyen H, and Celentano DD. 2009 “A Comparison of HIV/AIDS-Related Stigma in Four 
Countries: Negative Attitudes and Perceived Acts of Discrimination towards People Living with 
HIV/AIDS.” Social Science & Medicine 68 (12): 2279–2287. [PubMed: 19427086] 

Goffman E 1963 Stigma: Notes on the Management of Spoiled Identity. Englewood Cliffs, NJ: 
Prentice-Hall.

Holmes KK, Bertozzi S, Bloom BR, Jha P, Gelband H, DeMaria LM, and Horton S. 2017 “Major 
Infectious Diseases: Key Messages from Disease Control Priorities” In Major Infectious Diseases, 
edited by Holmes KK, Bertozzi S, Bloom BR, and Jha P, 3rd ed. Washington, DC: World Bank.

Holzemer WL, Uys LL Makoae A Stewart R Phetlhu PS Dlamini M Greeff TW, et al. 2007 “A 
Conceptual Model of HIV/AIDS Stigma from Five African Countries.” Journal of Advanced 
Nursing 58 (6): 541–551. [PubMed: 17484748] 

Kasamba N, Kaye DK, and Mbalinda SN. 2013 “Community Awareness about Risk Factors, 
Presentation and Prevention and Obstetric Fistula in Nabitovu Village, Iganga District, Uganda.” 
BMC Pregnancy and Childbirth 13: 229. [PubMed: 24321441] 

Link BG, and Phelan JC. 2001 “Conceptualizing Stigma.” Annual Review of Sociology 27 (1): 363–
385.

Link BG, and Phelan JC. 2006 “Stigma and Its Public Health Implications.” Lancet 367 (9509): 528–
529. [PubMed: 16473129] 

Logie CH, James L, Tharao W, and Loutfy MR. 2011 “HIV, Gender, Race, Sexual Orientation, and 
Sex Work: A Qualitative Study of Intersectional Stigma Experienced by HIV-Positive Women in 
Ontario, Canada.” PLoS Medicine 8 (11): el 001124.

Ma PHX, Chan ZCY, and Loke AY. 2019 “Self-Stigma Reduction Interventions for People Living with 
HIV/AIDS and Their Families: A Systematic Review.” AIDS & Behavior 23 (3): 707–741. 
[PubMed: 30298241] 

Mak WWS, Mo PKH, Ma GYK, and Lam MYY. 2017 “Meta-Analysis and Systematic Review of 
Studies on the Effectiveness of HIV Stigma Reduction Programs.” Social Science & Medicine 
188: 30–40. [PubMed: 28704645] 

Mwini-Nyaledzigbor PP, Agana AA, and Pilkington FB. 2013 “Lived Experiences of Ghanaian 
Women with Obstetric Fistula.” Health Care for Women International 34 (6): 440–460. [PubMed: 
23641897] 

Nalubwama H, El Ayadi AM, Barageine JK, Byamugisha J, Kakaire O, Obore S, Mwanje H, and 
Miller S. Forthcoming. “Perceived Causes of Obstetric Fistula and Predictors of Treatment 
Seeking Among Ugandan Women: Insights from Qualitative Research.”

Omari J, Wakasiaka S, Khisa W, Omoni G, and Lavender T. 2015 “Women and Men’s Awareness of 
Obstetric Fistula in Facilities in Kisii and Nyamira Counties, Kenya.” African Journal of 
Midwifery and Women’s Health 9 (1): 12–16.

El Ayadi et al. Page 14

Cult Health Sex. Author manuscript; available in PMC 2021 March 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Parker R, and Aggleton P. 2003 “HIV and AIDS-Related Stigma and Discrimination: A Conceptual 
Framework and Implications for Action.” Social Science & Medicine 57 (1): 13–24. [PubMed: 
12753813] 

Quinn DM, and Earnshaw VA. 2013 “Concealable Stigmatized Identities and Psychological Well-
Being.” Social and Personality Psychology Compass 1 (1): 40–51.

Roush KM 2009 “Social Implications of Obstetric Fistula: An Integrative Review.” Journal of 
Midwifery & Women’s Health 54 (2): e21–e33.

Saunders B, Sim J, Kingstone T, Baker S, Waterfield J, Bartlam B, Burroughs H, and Jinks C. 2017 
“Saturation in Qualitative Research: Exploring Its Conceptualization and Operationalization.” 
Quality & Quantity 52: 1893–1907. [PubMed: 29937585] 

Stangl AL, Lloyd JK, Brady LM, Holland CE, and Baral S. 2013 “A Systematic Review of 
Interventions to Reduce HIV-Related Stigma and Discrimination from 2002 to 2013: How Far 
Have We Come?” Journal of the International AIDS Society 16 (3 Suppl 2): 18734. [PubMed: 
24242268] 

Treves-Kagan S, El Ayadi AM, Pettifor A, MacPhail C, Twine R, Maman S, Peacock D, Kahn K, and 
Lippman SA. 2017 “Gender, HIV Testing and Stigma: The Association of HIV Testing Behaviors 
and Community-Level and Individual-Level Stigma in Rural South Africa Differ for Men and 
Women.” AIDS & Behavior 21 (9): 2579–2588. [PubMed: 28058565] 

Turan B, Hatcher AM, Weiser SD, Johnson MO, Rice WS, and Turan JM. 2017 “Framing Mechanisms 
Linking HIV-Related Stigma, Adherence to Treatment, and Health Outcomes.” American Journal 
of Public Health 107 (6): 863–869. [PubMed: 28426316] 

Turan JM, Johnson K, and Polan ML. 2007 “Experiences of Women Seeking Medical Care for 
Obstetric Fistula in Eritrea: Implications for Prevention, Treatment, and Social Reintegration.” 
Global Public Health 2 (1): 64–77. [PubMed: 19280388] 

Turan JM, and Nyblade L. 2013 “HIV-Related Stigma as a Barrier to Achievement of Global PMTCT 
and Maternal Health Goals: A Review of the Evidence.” AIDS & Behavior 17 (7): 2528–2539. 
[PubMed: 23474643] 

van Baien F, and Bos HM. 2009 “The Social and Cultural Consequences of Being Childless in Poor-
Resource Areas.” Facts, Views & Visions in ObGyn 1 (2): 106–121.

Wall LL 2006 “Obstetric Vesicovaginal Fistula as an International Public-Health Problem.” Lancet 368 
(9542): 1201–1209. [PubMed: 17011947] 

El Ayadi et al. Page 15

Cult Health Sex. Author manuscript; available in PMC 2021 March 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Figure 1. 
Conceptual framework for fistula-related stigma.
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Table 1.

Sociodemographic characteristics of study participants.

Study Participants

n = 33

n %

Age (median, IQR) 30 (24–37)

Age at Fistula (median, IQR) 22.5 (18–28)

Time Lived with Fistula

 <12 Months 4 12.1

 1–2 Years 13 39.4

 3–5 Years 2 6.1

 More than 5 years 14 42.4

Living Situation

 Alone 2 6.1

 Husband
a 25 75.8

 Young children only 1 3.0

 Adult children
a 1 3.0

 Other
a 4 13.2

Educational Attainment

 None 2 6.1

 Some primary education 19 57.6

 Completed primary education 12 36.3

Occupation

 None 11 33.3

 Vendor/shopkeeper 4 12.1

 Farmer 11 33.3

 Other 7 21.3

Primary Source Financial Support

 Self 11 33.3

 Husband 21 63.6

 Other 1 3.0

Household Assets

 Piped water 5 15.2

 Flush/pour flush toilet 2 6.1

 Electricity 10 30.3

 Radio 29 87.9

 Television 13 39.4

 Mobile phone 29 87.9

 Refrigerator 3 9.1

Living Children (median, IQR) 2 (1 −3)

Notes.
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a
with or without young children.
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