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Executive Summary

“I endured 5 days with delivery pains. I was finally transferred to the hospital and the foetus was dead. After 3 weeks, I started to feel constant flows in my vagina, and the odour was very bad. The situation has persisted for 10 years.” 26-year-old woman, Equatorial Guinea

Obstetric fistula is one of the most devastating forms of maternal morbidity and remains a silent tragedy for millions of women in developing countries. Obstetric fistula results in a hole in the vagina and leaves affected women with chronic leak of urine. Many become social outcasts in their community.  This neglected human rights violation, affects the dignity, health and bodily integrity of young women and older women. Majority of affected women live in rural areas, are poor and illiterate.

Responding to this rights violation requires adopting rights based approach, political will and comprehensive care, treatment and rehabilitation.  Health services alone are insufficient to respond to the multiple problems associated with fistula. Deeply embedded cultural and social values, and systems of beliefs, continue to form barriers, which prevent young women from making decisions about their lives and bodies. Changes in social and cultural attitudes, and enabling legislation to protect the rights of the health of adolescent girls, is central to helping women delay their first pregnancy. Most interventions to treat obstetric fistula have focused on surgical and hospital based treatment. However, appropriate rehabilitation interventions such as counselling, skills development and social reintegration is crucial for responding to the physical, mental, social, and economic damage created by the devastating condition.  
In Kano, Northern Nigeria a project supported with funding from the UK government and Big Lottery is making great strides in responding effectively to the needs of young women and girls affected by obstetric fistula.  The project set up in 1998 by FORWARD Nigeria, a sister partner of FORWARD UK have in the past ten years provided surgical repairs, rehabilitation and community re-integration for over 450 young women and women. 
Obstetric fistula is an international development concern and directly linked to the attainment of a number of the Millennium Development Goals set up by the International community.  It is essential that donors invest in tackling the problem of fistula in developing countries. Some of the key areas that will require policy action and international development assistance include the following:

i. Ensure access to skilled care for all pregnant women – 

ii. Improve access to timely obstetric care including emergency care

iii. Enabling legislation to protect and safeguard rights of girls at risk of child marriage
iv. Increase access to compulsory primary school education for girls up to Junior Secondary School level 
v. Replicate integrated health and development projects for women and girls affected by obstetric fistula, 
1. Introduction 

“In an unequal world, these women are the most unequal among unequals.”

Millions of girls and women in developing countries live in shame and isolation, often abandoned by their husbands and excluded from economic and social lives due to obstetric fistula. Obstetric fistula is a preventable but debilitating disability that continues to affect more young women who are physiologically at greater risk of complications from childbirth. While fistula is directly a result of obstructed labour, poverty is overwhelming a major root cause.
 Responding to obstetric fistula is pivotal to attaining the international development goals including the Millennium Development Goals and the International Conference on Population and Development agenda on sexual and reproductive health and rights.

1.1. Definition of obstetric fistula 
Obstetric fistula is an abnormal hole created between a woman’s vagina and bladder and/or rectum, through which her urine and/or faeces continually leak.
 Fistula is an injury in the birth canal that allows leakage in the bladder or rectum into vagina and leaving a woman unable to control her urine and making her permanently incontinent. In majority of cases, it occurs during long and obstructed labour, sometimes over several days without access to essential obstetric care. Often the sustained pressure from the baby’s head on the bladder of the mother damages the soft tissue and leaves a hole known as the fistula. Many victims of obstetric fistula also end up losing their babies, creating further pain and agony for the mother. 

In developed countries, where access to quality emergency obstetric care is the norm, childbirth complications rarely lead to obstetric fistula since women with complications receive prompt emergency obstetric care within a well-functioning health system. This is not the case for majority of poor women affected and at risk of fistula. 
1.2. Prevalence of obstetric fistula

Annually more than half a million healthy young women worldwide die from complications of pregnancy and childbirth. Virtually all such deaths occur in developing countries
. The world Health Organisation (WHO) estimates that, globally, over 300 million women suffer from short- or long-term complications arising from pregnancy or childbirth, with around 20 million new cases arising every year. Problems include infertility, severe anaemia, uterine prolapse and vagina fistula.

Fistula is widespread in Sub-Saharan Africa and parts of Asia, where conservative estimates indicate that more than 2 million young women live with untreated obstetric fistula.  It is also estimated that between 50,000 and 100,000 new women are affected annually.
 However, these figures are underestimated due to lack of adequate data collection systems especially in rural areas. The prevalence is estimated from numbers of women seeking services and do not capture the true extent of the problem of fistula. The fear and stigma attached with fistula combined with the general lack of knowledge of treatment make many victims fail to access needed services. 
1.3. The nature of obstetric fistula

“I feel shame. They laugh at me. They turn their lips up, and others leave the moment I enter to take tea with them.” A 54-year-old woman, from Singida, Tanzania

Obstetric fistula results in the loss of women’s dignity, livelihood and social live. The majority of women are ostracized from their homes, rejected by their husbands and social networks, leaving them isolated, poor and outcasts. They are “effectively excluded from community life, and may be ridiculed or even blamed for what has happened to them.”
 In many African communities, a childless woman cannot attain adult status, so fistula has devastating effects on their confidence, dignity and mental wellbeing, particularly those who have lost their babies.
Majority of women affected by fistula are from vulnerable and marginalised communities and this compounds their physical, psychological and social consequences. The social stigma attached to women with fistula is very similar to women living with HIV and AIDS. This means that the care and support they will require to rebuild their lives goes far beyond the initial medical repair. Affected women and their families need understanding and support to enable them to adjust to their new and changed circumstances and to repair their shattered lives. 
Living with fistula often results in other health problems. While the chronic urine and or faeces causes’ strong unpleasant smell and lead to genital infections and sores, their lack of access to basic facilities including water often compounds this situation. Many women and girls are maimed from nerve damage and foot drop. Over 90% of women affected by fistula can be cured with one operation and can resume an active and fulfilling life, including having further children.

Many women with fistula do not know that their condition is treatable. They are more likely to live in rural areas with no access to health care services. Even when women succeed in accessing treatment, fistula operations are not prioritized as emergencies. Many health facilities lack the capacity to care for women for a prolonged period. Currently, very few hospitals or surgeons offer fistula-repair services because of lack of facilities, capacity or trained staff.
Tackling obstetric fistula and the root causes should be a key concern for the international development community keen to ensure the attainment of the Millennium Development Goals. While fistula is linked to attaining MDG 5 on maternal health, its consequences directly influence the MDGs on poverty and hunger, universal education and child health.
2. The socio-economic and cultural context of obstetric fistula

2.1. Lack of access to emergency obstetric care 

In resource-poor countries, the vast majority of women who die, or develop fistula during childbirth, do so because of lack of essential health care. Access to basic obstetric facilities for antenatal care and safe delivery is usually difficult. In rural settings where health centres able to provide basic emergency obstetric care may be 70 KMs away, there is often no easy or affordable form of transport for women in labour.

Even if a woman manages to access these facilities, they may be required to pay costs such as surgical gloves, dressing and drugs. For a poor family, the costs of an emergency caesarean section can be astronomical. A recent study in rural Tanzania estimated the average cost of an emergency caesarean section at US$135, compared to the average family annual income of US$115. Clearly poorer families will be unable to afford such costs.

2.2. Sexual violence and surgical causes of fistula:  

Although most cases of fistula stem from obstetric complications, in a small number of cases fistulas result from non-obstetric factors. Sexual violence and rape is increasing associated with fistula especially in conflict areas. Some complications from unsafe abortions; surgical trauma and gynaecological cancers and/or related radiotherapy treatment can also create fistulas.
2.3. Poverty

While the immediate causes of obstetric fistula are obstructed labour and lack of emergency obstetric care, poverty is an important underlying cause. Women who suffer from obstetric fistula tend to be impoverished, malnourished, lack basic education and live in remote or rural areas. Two epidemiologic studies of fistula have found that over 99% of women undergoing repair were illiterate.
 Like many other women in remote areas of poor countries, most women who develop untreated fistula give birth at home, without assistance from skilled birth attendants. Poverty also is a major barrier to accessing maternity care because of lack of funds to pay for hospital fees and food costs. In terms of accessing treatment services poor women are also unable less likely to have access to information on services, less likely to be allowed on public transport in order to access treatment due to their situation. 
2.4. Early child marriage and childbirth

In many rural communities early child marriage and childbearing, and large families, are the norm. This may also be directly a result of poverty. Early child bearing contributes to higher risk of obstructed labour and fistula. Fistula formation is more likely to follow a first labour and often these girls and women may have been the victims of forced marriages and may be undernourished and underweight, thus compounding further this risk.  Young wives are often under pressure to demonstrate their fertility early in the marriage. They are therefore less likely to use contraception, access specialist services or have the decision-making powers on sexual issues. Many young mothers also are either prevented from going to school or stop their education after they get married.

2.5. Harmful traditional practices

Harmful traditions such as female genital mutilation (FGM), particularly type 3, which is the more extensive form, may increase the likelihood of gynaecological and obstetric complications, including prolonged labour and result in fistula.  In parts of Northern Nigeria, girls can experience fistula as a direct result of a tradition of making an incision made in the vagina of young wives.  Although there are few reliable statistics available, these practices may increase the likelihood of such complications by up to seven times.
 

Some local customs on maternity care limit women's access to specialist obstetric care. In cultures, a woman is expected to give birth at home, sometimes with no help, or with the help of traditional midwives. Other customs expect a woman to deliver her first baby at home. A health care provider in Kenya reported that “because of the cultural requirement to deliver the first baby at home, Chepchumba…aged 14 laboured at home with the traditional birth attendant [for] 2 days…they walked…another 2 days to the hospital…and delivered a stillbirth and…developed sepsis and [fistula].”

3. Strategies for responding to obstetric fistula: the role of prevention, treatment and rehabilitation 

Responding to obstetric fistula should part of a national strategy of tackling maternal health and wellbeing. Fistula is no longer a death sentence for women, because this debilitating disability is treatable through reconstructive surgery. This means that majority of women can have the opportunity to live a full life and even bear children. However, most women will require comprehensive emotional, social and economic support and reintegration after treatment before they can effectively rebuild their lives. Obstetric fistula “treatment goes far beyond repairing the hole in a women’s tissue. Skills training, small grants for start up business, counselling, community awareness- raising and supportive group homes are also an integral part of the healing process”.
 

A comprehensive approach to tackling obstetric fistula should encompass responding to the root causes of this social and health problem. This should include preventing the occurrence of fistula and repeat fistula through access to skilled medical care for pregnant women including access to emergency obstetric care as well as improved access to family planning services. Improving access to skilled maternity care should focus on tackling the “three-delays”, i.e. a delay in deciding to seek care; a delay in reaching a health-care facility, and a delay in receiving adequate care at the facility.

Prevention strategies should aim at delaying the age of marriage and first pregnancy. Child marriage is still not firmly on the international development agenda and should be seriously considered as an essential strategy in preventing obstetric fistula primarily because younger mothers have a higher risk and disproportionately affected by fistula. Tackling FGM and other traditional rites in relation to maternity should become part of the multi-pronged community awareness-raising programme. 
At the international and national levels, there is now interest in tackling this problem. In 2003, UNFPA initiated a global Campaign to End Fistula. This campaign is a partnership with multi-agencies and individuals in 40 countries with the aim to make fistula rare by tackling prevention, treatment and rehabilitation. This has increased the range of services on obstetric fistula in developing countries. This is also new interest from medical professional bodies to respond to fistula. In 2006 the International Federation of Gynaecologists and Obstetricians Congress in Malaysia, fistula was featured prominently in the plenary sessions. The support of the medical professionals is central to meeting the high demand for fistula repair. 
Models of fistula service delivery identified by the World Health Organisation are as follows:
· Stand-alone fistula centres:.
· Fistula centres within existing general hospitals or maternity units
· Fistula repair within the Urology or obstetric department of general hospitals
· Satellite fistula-repair units linked to a fistula centre
· multilevel/multitier national systems for fistula care – 
· fistula repair camps managed by national mobile teams.

However, the costs of repairing fistula remain beyond the reach of many communities.  The average cost of fistula treatment can be as much as $300.00 according to UNFPA. This means that the majority of poor women living in rural areas will be unable to access treatment without government support. With the majority of women living on less than $2 a day, fistula repair will be impossible without donor support. 

A strategy for obstetric fistula prevention and treatment should be an integral part of a national maternal and neonatal health strategy of every country, particularly those with high prevalence rate of fistula. Rehabilitation intervention programmes should aim at targeting the following:
· Pre-operative rehabilitation: many women affected with fistula need preoperative rehabilitation to overcome infections caused by neglected leakage of urine and faeces, or to build up their strength sapped by malnutrition.

· Post-operative rehabilitation: this essentially helps clients to overcome the psychological trauma of rejection by their families and communities.
In “no-cure” cases, where the fistula is too complex for repair or the incontinence is permanent, the patient requires special rehabilitation, accommodation with access to medical care, and opportunities to help them become economically stable.
4. FORWARD Nigeria Project on Obstetric Fistula –case study
In Nigeria, a woman has a 1 in 18-lifetime risk of dying form complications of childbirth; and the studies show that Nigeria may have one of the highest fistula prevalence rates in Africa. An estimated 400,000 to 800,000 women suffer from fistula in Nigeria, with 20,000 new cases added each year.
 

The FORWARD Nigeria project in Dambatta, Northern Nigeria was set up to improve the health and socio-economic status of women affected by obstetric fistula. FORWARD Nigeria a sister organisation to FORWARD UK was set up by Rahmat Mohammad. Dambatta, is in Kano State where according to UNFPA; fistula is particularly severe. Dambatta had a disused structure built specifically for obstetric fistula intervention in the mid-1980s by the government of Kano state. The UK Department of International Development (DFID) funded the first three years of the project. Donations from local and international philanthropic organisations, FORWARD UK as well as from local and state governments have helped to sustain the project. In 2004, the project received a four-year grant from the Big Lottery UK to improve service delivery for maternal and child health and to raise awareness about HIV & AIDS and other sexually transmitted infections in Kano and Jigawa States 
The FORWARD project provides a holistic approach to responding to obstetric fistula by providing surgical repair and rehabilitation. The postoperative care includes skills development to help women improve their physical and economic well-being and addressing prevention, and community integration for women. The girls stay in the centre for six months. At the end of their stay a graduation ceremony is organised which brings together prominent members of the community and families of the clients.  The project operates a residential rehabilitation centre and provides the following services: 
I. Counselling from peers and professional, surgical treatment, and appropriate pre-operative and postoperative nursing care;

II. residential rehabilitation where activities are coordinated and managed to educate and train women on income-generating skills; and 
III. physical and psychological rehabilitation at the centre and subsequent reintegration of women into their communities, with 12-month of follow-up and re-assimilation monitoring
Other rehabilitation activities literacy and vocational education and income generation activities such as soap and pomade making, sewing, knitting, and cap making, livestock rearing and animal husbandry as well as trainings on small business management. The training takes place daily at the centre and periodic workshops are held to train facilitators and staff. Follow-up visits are conducted after 2 to 3 months of their graduation in their community to monitor their integration into their communities, their general wellbeing and their income generating activities. To date over 450 women and girls have benefited directly from the services of FORWARD Nigeria project and over 800 have benefited from the preventive programmes. The project aims to involve communities in the social rehabilitation and social reintegration. Past clients are encouraged to engage in community programmes and also to undertake outreach programmes and mentor new clients. 
Ms Shriti Vadera former Parliamentary Under Secretary for DFID visited the project in 2007. The project receives visitors all year round including researchers, medical students and policy makers.
1. Recommendations for policy makers in the UK
Obstetric fistula is a health rights violation with social root causes in poverty and gender discrimination. Political commitment is central to ending this silent tragedy. An enabling policy environment should aim to prioritize the needs of vulnerable groups by providing treatment, care and rehabilitation services as well as tackling issues pertaining to prevention, reduction of stigma and improving dignity and rights.
Specific recommendations that the UK government should explore to introduce in international development assistance should include the following: 
i. Access to skilled care for all pregnant women – Skilled care before and after birth, and particularly during labour, can make the difference between life and death for women and their babies, and can help to prevent obstetric fistula. 

ii. Improving access to timely obstetric care is the most important first step that can be taken to prevent fistula from occurring. Hospitals should provide maternity waiting areas for women at risk of obstetric fistula recurrence to facilitate monitoring for appropriate interventions if necessary.
iii. Enabling legislation to protect and safeguard rights of girls: Changes in social and cultural attitudes, and enabling legislation to protect the rights of adolescent girls. This includes tackling child marriage and introducing a minimum age of marriage to 18 years. Access to sexual and reproductive health services including contraceptive services is important to delay early pregnancy and increase space birthing.

iv. Increase access to compulsory primary school education for girls up to Junior Secondary School level should be devised to delay age of marriage, thus delay childbirth; 
v. Integrated health and development projects for women and girls affected by obstetric fistula, which will address all aspects of treatment and rehabilitation, skills development and economic opportunities as well as social reintegration. This should adopt a multi agency approach in collaboration with community organisations, key community gatekeepers, policy makers and statutory agencies.
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