
Negotiating Disrupted Lives – Living with Obstetric Fistula in Ethiopia 
 
The thesis explores how women who live with fistula construct, negotiate its 

meanings, and seek orientation in life across various contexts – ranging from their 

remote home villages in Fogera to Ethiopia’s dedicated fistula hospital in Addis 

Ababa and in Bahir Dar town. The thesis examines the women’s stories about their 

predicament and its development and how these stories intersected with more widely 

shared narratives in their society – such as about gender and the life course, and 

about disease causation and cure – as well as with outsiders’ narrations about fistula 

and fistula patient.  

 

I conducted a multi-sited ethnography, following the illness trajectories of the women 

in various situations, sites, and contexts. The account is based on life stories of forty 

women, narrated to me during repeated extensive interview sessions, everyday 

conversations, and ethnographic observations from the main arenas in which these 

lives took place – home, marital village, and the fistula hospitals.  

 

The women’s stories were stories about disruption and how they negotiated their 

disrupted lives and the change to their everyday lives in family, community, and 

hospital contexts. In line with the overall emphasis on narratives told by women 

suffering from fistula, the thesis is built up chronologically, beginning with the first 

occurrence of sickness and the initial experience of suffering and social exclusion, 

progressing through processes of health seeking and search for explanation, and 

ending with the women’s experiences at the fistula hospital, as well as during their 

subsequent stays– in the case of women whose treatment was not successful – in a 

specialized village for long-term fistula sufferers. 

 

The thesis focuses on the disjunction and rupture associated with fistula – when 

taken-for-granted social narratives are ruptured – as the women wrestle with gender 

ideals and expectations that are at odds with their life situation. Fistula caused 

massive disruption in the lives of women affected by it. The disparities between 

cultural ideals and lived experiences resulted in irreversible discontinuities between 

their own life experience with the sickness, and the societal narratives of gender, that 

they themselves had been socialized to live up to, and that their kin and affine 



expected them to perform according to. This departure from the gender norm left the 

women affected by fistula marginalized in social life and resulted in divorce and 

extreme poverty.  

 

The women’s departure from body norms also caused stigmatization. The women 

were shunned, degraded, and considered “less than human.” The smell of urine and 

the visibility of the leaking accounted as major factors for social exclusion of the 

women from domestic and public spaces. Their family and kin were also potentially 

subjected to stigmatization because they were associated with the women who 

carried the stigmatizing mark. The family members of the women established new 

social boundaries, separating the women with the leaking from their kin in everyday 

life to prevent contamination and stigma from spreading to the entire family. In 

addition, the women experienced being excluded from public spaces, such as public 

wells, through ostracism, gossip, and finger-pointing. The women described their 

post-fistula abject status in society with the often-used phrases: “I am below the living 

and above the dead” and “I am less than a human being.” 

 

The thesis focuses on how the women made sense of their suffering and negotiated 

their experience of living with the leaking by drawing on existing moral idioms such as 

zar, curse, Buda (evil eye), and on socio-economic explanations. By drawing upon 

the zar narrative, the women maintained their social relationships in a zar cult group 

and expressed their frustration in a socially acceptable manner. In contrast to the 

therapeutic and socially creative function of zar, Buda and curse narratives were less 

socially constructive, exacerbating rather than improving the women’s isolated 

position. This storytelling had different therapeutic ramifications, and they changed 

depending upon contexts, convenience, and experience. The women further added 

another meaning to their suffering by voicing structural and political critiques. The 

victims were keenly aware of the structural conditions lying behind their sickness, and 

they identified unequal access to health services and poverty as inherent problems 

causing their suffering. Fistula thus may be seen as an expression of structural 

violence, as a fundamentally unjust social order, with unequal access to assets vital 

to survival. The women further added another meaning to their suffering by resisting 

fistula agencies’ narratives on early marriage. The women and Fogera people’s 

narratives brought to the fore issues of inequality and development, whereas 



international development planners’ narratives aimed at increasing the people’s 

awareness of early marriage as a harmful practice and as a moral issue. In this 

context, dominant narratives propagated by international fistula agencies diverted 

attention from issues of social and medical justice by putting the blame on “culture.” 

The dominant narratives worked largely against the better intentions of international 

development actors, to blame the victim and to perpetuate early marriage custom in 

Fogera.   

 

New meanings of illness and life were enacted when women with fistula encountered 

patients in the Addis Ababa Fistula Hospital and one of its outreach centers – the 

Bahir Dar Hamlin Fistula Center – and met and engaged with many other women 

suffering from the same condition as them. In the hospital setting, they forged new 

social relations, which somewhat resembled a self-help therapy-managing group. 

The narratives exchanged among the women within the hospital setting amended 

normalizing ideologies of gender and reproduction prevalent in their communities, 

and they facilitated agency. The storytelling among the women in the hospital played 

a fundamental role in the (re)construction of the women’s selves and enabled them to 

challenge their sense of discontinuity and loss created by the leaking. 

 

 


