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PURPOSE OF THIS REPORT

We have written this report to document the proceedings of the meeting on obstetric fistula prevention
as a catalyst for safe motherhood, to provide a resource for any person wishing to discover or refer back
to information presented at this meeting and to document some of the recent steps in the global effort

to eliminate obstetric fistula, which we hope will one day be as successful as smallpox and Guinea Worm

eradication.

INQUIRIES regarding this report, the meeting or related topics can be addressed to:

Dr. Anders Seim, Executive Director of HDI:landers@hdi.no

Dr. Rachel Bronzan:|rbronzan@msn.com
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EXECUTIVE SUMMARY

Nearly 50 people from Africa, Europe and the United States convened at The Carter Center in Atlanta,
Georgia, on March 9 and 10, 2010, to share their work and experiences preventing birth-related
mortality and preventing and treating obstetric fistula. National and international agencies, private
foundations, NGOs, representatives of Ministries of Health from affected countries and a representative
from US congresswoman Rosa Delauro’s office were present. This meeting was held, in part, as follow-
up to the October 2005 meeting at which reproductive health experts from four continents outlined
practical recommendations for countries affected by obstetric fistula to follow, to help them prevent
and treat obstetric fistula while more broadly advancing the cause of safe motherhood.

Dr. Bill Foege (Bill & Melinda Gates Foundation and Emory University) started the presentations with a
Keynote Address (presented verbatim in the annex) in which he drew on experiences and lessons from
smallpox eradication and challenged listeners to creatively apply those lessons to the expanding effort
to prevent obstetric fistula.

Some participants presented ongoing projects and work to prevent and treat obstetric fistula. Others
presented updates of the latest estimates of the prevalence of obstructed labor and obstetric fistula, the
current worldwide capacity to repair fistulas, the economic impact of obstetric fistula and trends in
donor funding and their implication for obstetric fistula.

Dr. Don Hopkins (The Carter Center) closed the presentations with his observations, drawing insightful
and useful parallels between Guinea worm eradication and obstetric fistula (this talk is also presented
verbatim in the annex). Finally, a plenary discussion was led by Professor Herbert (Bert) Peterson
(University of North Carolina).

CONCLUSIONS from the meeting:

1. There is enough science and practical experience now to scale up promising interventions.
Obstructed labor is the low-hanging fruit of maternal mortality, and we must act now to
reduce maternal morbidity and maternal and infant mortality from obstructed labor.

2. Prevention of obstetric fistula is highly cost effective.

We need more data on the economic impact of obstetric fistula; this information may be a
valuable tool for generating political will for prevention and treatment.

4. There is a need for standardized indicators / a common language for those working on
obstetric fistula.

NEXT STEPS:

1. Scale up and continue investigating promising interventions. Such interventions include:
a. Community mobilization within a “catalyst approach” system (as piloted in Niger)
b. Maternity waiting areas/homes (as in Ethiopia)
c. Facility-based audits, as a means of improving care within facilities
d. Rights-based initiative approach to empower individuals and communities

Obstetric Fistula Prevention as a Catalyst for Safe Motherhood: Success and Opportunities
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Agree on and start using a few core indicators.

When implementing programs, be sure to collect data that advance the policy discussion

Keep a rapid, results-oriented (catalyst) approach. Develop and maintain the identity of the
group of people and organizations who attended this meeting, a group which is different from
many others in that its members focus their efforts on rapid, results-oriented interventions to
prevent and treat obstetric fistula, whatever the specific methodology used. The group will aim
to meet regularly to share experiences, exchange ideas and maintain momentum while making
every effort to connect with, and improve connections within, the greater global obstetric fistula
community.
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BACKGROUND

Three key elements provide the backdrop for this meeting:

The number of women dying in childbirth has remained essentially unchanged since the late 1960s with
an estimated 500,000 — 600,000 women dying each and every year.' That some poor countries and most
“northern” countries have dramatically lowered maternal deaths underscores glaring inequity, and the
fact that most of these women are dying each year from preventable causes. Prevention has until
recently focused on laudable, essential, long-term solutions like having a midwife at every birth, having
functioning and upgraded hospital services available to all, education for all girls, etc.

The question arises; must the international community be absolutely hamstrung and unavoidably tied to
helpless watching, as another 14 million or more women are killed over the next 40 years while the
world waits for such approaches to have effect? Or can relatively modest investment in additional
approaches save lives and protect women’s dignity by rapidly preventing obstetric fistula and the
obstructed labor mortality that lies behind it? Could interventions to prevent obstetric fistula and
obstructed labor deaths also speed prevention of post partum hemorrhage and eclampsia?

Several diseases have been or are being eliminated or even eradicated using a fairly uniform set of
organizational public health tools combined with very different technologies including vaccines,
helicopters to spray rivers, annual administration of medications to populations, safe or filtered water,
etc. At a global reproductive health policy retreat in 2005, WHO, UNFPA, Ministry of Health
professionals from nine severely afflicted countries in Asia and different parts of Africa, reproductive
health academicians from four continents, three leading bilateral development assistance agencies, US
Centers for Disease Control and Prevention (CDC), and NGOs agreed on a number of recommendations.
Delegates agreed that obstetric fistula can be used to catalyze maternal health. Among other things,
delegates agreed that it is appropriate to use organizational tools from successful disease eradication
efforts to explore rapid prevention of maternal deaths and obstetric fistula.

Varied approaches to rapid prevention of maternal mortality have in recent years been producing
promising results. Different initiatives have been introduced independently of one another. It was
considered reasonable to examine results so far, to consider whether it is time to scale up one or more
of these initiatives.

1

Subsequent to the meeting, as the report was being finalized, Hogan et al. published an article in Lancet estimating global
maternal deaths in 2008 at 342,900 (uncertainty interval 302,100 — 394,300); [www.thelancet.com| Published online April 12,
2010; DOI:10.1016/5S0140-6736(10)60518-1). That number too is packed with huge numbers of preventable deaths.
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OBIJECTIVES OF THIS MEETING

The objectives of this meeting were to:

e Convene individuals and institutions from Africa, Europe, and North America who are working
on different initiatives to prevent and treat obstetric fistula

e Share and compare experiences

e Consider whether results currently being achieved by various initiatives are ready to be scaled
up

e Discuss ways to move this work forward for those initiatives that seem to warrant scaling-up
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KEYNOTE ADDRESS — DR. BiLL FOEGE (GATES FOUNDATION, EMORY
UNIVERSITY)

In his address Dr. Foege draws on lessons learned from smallpox eradication to illustrate what will be
needed for success in eliminating obstetric fistula, and he challenges and inspires listeners to maintain
perspective, to draw others to look the problem of obstetric fistula “in the eye”, and to be tenacious and
optimistic in their efforts to eliminate obstetric fistula. To do justice to Dr. Foege’s eloquent and
inspiring speech, the audio recording is included on the meeting CD. A transcript of the address is
included in Annex 2.

SUMMARY OF PRESENTATIONS

OPENING REMARKS — SARAH DASH, HEALTH POLICY ADVISOR AND LEGISLATIVE AIDE TO
CONGRESSWOMAN RosA DeELAURO

Sarah Dash is a health policy advisor and legislative aide to U.S. Congresswoman Rosa Delauro. Monday,
March 8, 2010 was International Women’s Day. The week before, in recognition of International
Women’s Day, many US congresswomen gave statements which were included in the congressional
record. In her opening comments, Sarah Dash read Congresswoman Rosa Delauro’s statement, which
was inspired by and drawn from Nicholas Kristof’s book “Half the Sky”. The statement reads:

Madam speaker, | rise to draw our attention to a worldwide problem we could do much more to
resolve: obstetric fistulas. Imagine you are 13 years old. You are married against your will to a much
older man and become pregnant. When the baby is due you have no medical care, your body is too
small, the baby gets stuck. You nearly die. But instead, you wake up to learn that it is your baby who has
died, and you now have a fistula, a hole caused by the days of prolonged labor and resulting rotting-
away of internal tissue. You are incontinent and cannot walk. You are shunned by your husband and
your village. It is hard to imagine being so alone. But this is the real story of Mahabouba, a young girl in
Ethiopia, and an estimated 2 million women like her suffer from obstetric fistulas, though we need much
better data on this problem. They have suffered in this unspeakable way because they lacked maternity
care or were married too young or even because their husbands would not let them go to the hospital.
As we mark this day let us raise our voices for these women, let us commit our power and our
compassion to providing lifesaving maternity care and preventing these tragedies. Let us help them to
stand up and bring new hope for their future. Thank you.

RATIONALE FOR THIS MEETING AND THE CATALYST APPROACH TO PUBLIC HEALTH — DR. ANDERS SEIM, HDI

First, what is the rationale for this meeting? This meeting is based on the idea that demonstrably
effective public health tools can perhaps be applied to good effect, to rapidly prevent birth-related
deaths and obstetric fistulas.
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When the Guinea worm eradication effort began applying the “Catalyst Approach to Public Health”?,

3.5 million people worldwide had Guinea worm. In 2009, only 3,210 people in the world had the disease.
This is not a disease of the rich or of developed countries with high-functioning health systems and no
corruption, yet it is being eradicated. In Nigeria, more than 653,000 people had Guinea worm the first
year they counted; in 2008, only 38 individuals had Guinea worm. In 2009, there were 0 (zero) cases of
Guinea worm in Nigeria.

Similarly, lymphatic filariasis (LF) is being eliminated. Populations are treated yearly with medication.
Scaling up, in 2008, 496 million people worldwide received medication to prevent LF transmission. LF
transmission has been stopped in Togo without any high-powered financial support, but with a little
help from their friends (CDC and HDI).

Can we do the same with a biologically non-eradicable disease? Can we organize our work in analogous
ways to save women’s lives in childbirth and to prevent obstetric fistula? A variety of recent initiatives
have had local success, several of which are presented at this meeting. Are any of these approaches
ready to be scaled up?

500,000-600,000 women die in childbirth every year. Obstructed labor and hemorrhage are major
causes. But these are the same figure as in the 1960s. 2 million women are believed to have fistula.
50,000-100,000 women get obstetric fistula every year. Only 3,500 repairs are done each year [2007
estimate, probably closer to 10,000 repairs per year now, see Dr. Arrowsmith’s talk]. We will never
control this problem through treatment alone.

Good people have worked on prevention, but to date prevention has consisted primarily of educating
girls, promoting women’s rights, having midwives for every delivery and prenatal care for every
pregnant woman, updating hospitals everywhere, stopping early marriage. These goals are all good and
appropriate, but they take time. Must we sit on our hands for the next 30 years with nothing happening
as another 14 million women die in childbirth? Or can we do something on the side with relatively
modest amounts of money as we continue with these longer-term efforts?

Every woman who gives birth is at risk of obstetric fistula, and every woman and child is at risk of death
during childbirth. Women can die within a hundred yards of a hospital that would have done a C-section
for free. In Sierra Leone, one woman died of obstructed labor at home even though one wall in her
house was also a wall of the hospital next door.

Availability is not enough, this needs a system.

There was a reproductive health policy meeting hosted by UNFPA, CDC, and HDI at Emory in 2005 to get
policy agreement from UN agencies, bilateral development assistance agencies and universities, to see
whether this kind of approach made sense. One of the conclusions of that meeting was that it does
make sense.

2 Seim AR. Time for an additional paradigm? The community-based catalyst approach to public health. Bull World Health
Organ. 2005 May;83(5):392-4.
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Second, what is the catalyst approach to public health? This has come out of CDC, and the guinea worm
program is one example of its successful implementation. There are eleven elements that are arguably
essential in a community-based catalyst approach to public health.

An organization (one or two people) somewhere in the world, who will keep track of numbers.
Five or ten people who really care

Data manager and program manager in each country

Resident technical advisor in each country

International meeting twice a year — drives the effort with huge efficiency

National program review every year

Annual retraining for village volunteers

A network of supervisors to visit them every month

LNV R WDNPRE

Transportation
10. Course correction mechanisms (science)
11. Mobilization of political support

Criteria for when village volunteers can be used effectively are presented by A. Seim in the May 2005
WHO Bulletin article (see footnote, previous page), while the eleventh element above was accidentally
omitted in that article.

How much would it cost to do for obstetric fistula what has been done for Guinea worm? It might
arguably cost about 5 million USD a year for the catalyst aspects (not for C-sections and ambulances) —
twice the cost of the Guinea worm program to cover 12 African countries. In Niger the cost has been
“guesstimated” to be 22 cents per year per person in the population, $10 per catastrophe avoided. The
cost, the economic loss to the family, is provisionally estimated to be $2 per day, $720 per year for 10
years or however long the woman lives. Should that be sustainable? If so, who should pay for it? We
have the needed technology, and we know what to do. It’s time to stop this river of suffering.

COUNTRY PRESENTATIONS

The following are brief summaries of presentations on specific projects aiming to prevent and treat
obstetric fistula, prevent birth-related maternal deaths, and improve maternal and neonatal health
more generally. PDF files of the slides from most of the presentations are available on the conference
CD.

NIGER’S MATERNAL DEATH AND OBSTETRIC FISTULA PREVENTION PROJECT — DR. ZEIDOU ALASsOUM, HDI-
NIGER

Niger’s Maternal Death and Obstetric Fistula Prevention Project began on February 1, 2008 in two rural
cantons of Niger, covering an estimated population of 100,000. This project extends the health system
beyond rural health centers by using an innovative community-based approach with villagers as the
main actors. The project uses training, monthly supervision, local FM radio stations and other means to
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encourage the population to participate in life-saving activities including prompt emergency evacuation
- The sun must NEVER rise twice over a woman giving birth!

Almost 600 village volunteers (a woman and a man in each village) were recruited in about 300
localities. They were trained and equipped with educational support materials including a cotton flip-
chart, reporting forms that do not require literacy and a register for monthly supervisory remarks.
Village volunteers report monthly data on new pregnancies, prenatal consultations, deliveries, maternal
deaths and fistula incidence, etc. The aim was to reduce obstructed labor deaths by 75% and obstetric
fistula incidence by 50% within two years, aims that were severely criticized for being overly ambitious.

Results
After 23 months of implementation, the project has achieved the following:

- Obstructed labor mortality was reduced from 11 deaths in 2007 to two deaths in 2008 (one in
April, one in May 2008); no woman has died of obstructed labor since May 2008, i.e. 20 months
so far

- For obstetric fistula there were between 4 and 7 cases in 2007 (uncertainty is based on historical
data collection), 5 cases in 2008 and 3 cases in 2009

- Each month, on average, 93% of villages reported monthly data (Range: 85% -100%)

- Prenatal consultations increased (3205 women in 07, 4272 in 08 and 5392 in ’09)

- Deliveries assisted by a health professional increased ( 666 in ‘07, 880 in ‘08 and 1196 in '09)

- Postnatal consultations also increased (617 in ‘07, 1121 in 08, 1409 in ‘09)

- There is additional, qualitative evidence that the population understands and supports the
project

- Post partum hemorrhage deaths have remained stable and high, reinforcing the need for
expansion to also include this cause of death. The project has secured national ethics-committee
support for a proposed approach and is awaiting final government approval to also address
hemorrhage deaths.

Based on these results, the project is being expanded, aiming to cover 263,000 people in 2010.

DISCUSSION: It was noted that the community chooses the village volunteers, selecting individuals who
are respected by, and who in turn respect, the community. The volunteers must also be permanently
resident in the community and must not travel frequently. Also, 2007 figures, collected retrospectively
through interviews by a physician, are probably not very accurate. In the ongoing system, a physician
conducts a verbal autopsy for every maternal death. Don Hopkins underscored the importance and
success of encouraging villagers to engage in what are fundamentally their own problems —the
approach was highly successful in projects with Guinea worm and trachoma — and the impressive result
that communities move from being unwilling to let their women go to hospital if her husband is away
and cannot give his permission, to actively planning and arranging transportation ahead of time.
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STRATEGIES TO REDUCE MATERNAL MORTALITY IN NIGERIA, INDIA AND MEXICO — JUDITH HELZNER, JOHN
D. AND CATHERINE T. MACARTHUR FOUNDATION

Maternal mortality has been relatively stable over the last 20 years at about 500,000 deaths per year.
However, there are now evidence-based interventions that, if scaled up appropriately, could represent a
major breakthrough in terms of reducing maternal deaths in the years ahead.

Starting in 2001, the MacArthur Foundation expanded its focus to include maternal health. The
Foundation provides support to agents of change (NGOs, researchers) and explicitly focuses on scaling
up these agents’ efforts to influence government policies and systems. Examples include cause-of-death
interventions, personnel changes and targeted advocacy.

Worldwide, about 25% of maternal deaths are attributable to postpartum hemorrhage. Postpartum
hemorrhage can be reduced through 1) prevention, including (a) offering uterotonic drugs such as oral
misoprotstol after delivery in low resource settings, or oxytocin in facilities and (b) active management
of the third stage of labor during deliveries; and 2) management of postpartum hemorrhage when it
occurs — for example, the AntiShock Garment stabilizes patient and provides time for transfer to an
appropriate facility and can prevent up to 60% of deaths from postpartum hemorrhage. Together these
interventions are capable of reducing overall maternal mortality by up to 80%.

About 12% of maternal deaths globally are due to eclampsia — more in Northern Nigeria where a pilot
project by Population Council trained ten hospitals in the use of magnesium sulfate to prevent eclampsia
and showed a dramatic decrease in deaths. The Ministry of Health is now scaling up drug distribution
and training to all states.

Task-shifting to the lowest skilled cadre capable of conducting the task helps allocate scarce human
resources appropriately. In India, the OB-GYN professional society supports training of general MDs in
emergency obstetric care, and the non-profit grantee Action Research and Training for Health (ARTH) is
helping the state of Rajasthan transfer maternal care from MDs to skilled nurse-midwives. This helps
overcome the insufficient number and uneven geographic distribution of OB-GYNs and general MDs,
respectively.

In Mexico (not presented at the time of the talk, but mentioned during discussion in one of the
sessions), budget analysis by Fundar® showed inequity/inadequacy of maternal health federal-level
investments by state in Mexico. Use of that analysis by advocacy NGOs led to $48 million increase in
federal allocation with better distribution to high mortality states, followed by a 300% increase in the
rate of decline of maternal mortality in Mexico. The first regional training on maternal health budget
analysis is being carried out in Africa now.

® Fundaris an independent and non-partisan non-governmental organization based in Mexico dedicated to promoting
substantive democracy by monitoring public policies and institutions through applied research and critical thinking.
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WOMEN’S DIGNITY — CHRISTINE MULINDWA-MATOVU, EXECUTIVE DIRECTOR, WOMEN’S DIGNITY PROJECT,
TANZANIA

Women's Dignity Project, founded in 2002 develops and implements innovative and credible
approaches to use research findings as evidence, to generate public debate and to build strategic
partnerships. Women’s Dignity has conducted several major research studies concerning fistula; the first
one, the Tanzania Fistula Survey in 2001, officially brought the issue of fistula into the limelight in
Tanzania. The research is used to create awareness in the community of the link between maternal
mortality and equity in health, to mobilize the community to utilize services and generate solutions, and
to hold policy makers and service providers accountable. The research is also used for advocacy — to
make policy makers aware that 1) fistula exists and can be prevented and treated, 2) fistula, maternal
deaths and equity in provision of health services are linked and 3) quality service provision is linked to
uptake of services. The community is reached and educated through drama, music, dance, TV, radio,
mobile ads on taxis and other means. Policy makers, stakeholders, journalists and the general public are
also reached through photo exhibits, seminars, workshops and meetings.

Women'’s Dignity is part of various strategic partnerships, is a member of the National Fistula Program
(NFP), is a participant in the UNFPA Campaign to end Fistula, is part of the White Ribbon Alliance
Tanzania and plays a coordinating role for Health Equity Group, which promotes equity in health
through advocacy and empowering communities with information.

Future work will include a greater focus on monitoring and evaluation to measure the impact of
Women'’s Dignity’s work, creation of a data-bank including a fistula database, and regional expansion of
the programme to other countries, starting with Uganda.

BARBARA MAY FOUNDATION IN THE AMHARA AND AFAR REGIONS, ETHIOPIA — DR. ANDREW BROWNING
The maternal mortality rate in Ethiopia is 673 deaths per 100,000 live births according to the 2005
Demographic and Health Survey, but a survey of traditional birth attendants in the Afar region places
the rate at 7500 per 100,000 live births. The Amhara and Afar regions differ significantly in their
geography, but both areas have severe shortages of health care workers, great barriers to
transportation to reach the limited health care and limited public faith in the health system that does
exist. The ‘big five’ causes of maternal death (hemorrhage, obstructed labour, infection, eclampsia, and
abortion complications) can be addressed by preventing the ‘three delays’ that lead to these
complications and death: delay in deciding to get care, delay in reaching care, delay in instituting care.

To solve these problems a three-tiered health network is being established, using traditional structures
to enhance basic obstetric care and improve the three delays and adding emergency obstetric care to
prevent complications from the big five (such as obstetric fistula).

Layer 1: 650 traditional birth attendants in nomadic villages were trained and equipped to identify and
refer high risk pregnant women.
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Layer 2: ‘Waiting areas’ are being built along the road and next to existing government health centers
where ‘high risk’ women can go prior to delivery. These are manned by midwives or health workers who
are able to deliver basic obstetric care and refer to the third layer as needed.

Layer 3: Emergency obstetric care service (EmOC) is being established next to government health
centers and overseen by volunteer obstetricians and midwives (typically from outside Ethiopia) who will
provide the service and train local health workers in EmOC. Patients are retrieved by ambulance after a
referral call is made by radio from the waiting areas.

Difficulties encountered but being addressed include non-acceptance of waiting areas, family difficulties
with the mother being away for an extended period, difficulties identifying ‘high risk’ women, TBAs not
using the system appropriately, the maternity centre being asked to do more than deliveries and
reliance on volunteer obstetricians in the initial phase.

DISCUSSION: It was noted that this is a very powerful approach using a model that is simple and highly
effective. It was also noted that although short and nulliparous women are potentially at higher risk of
complications, identifying ‘high risk’ women has only modest power to predict exactly who will
experience obstructed labor. There was discussion of the utility of utilizing waiting areas for a majority
of women.

TOPICAL PRESENTATIONS

The following are summaries of topical presentations made during the meeting. PDF files of the slides
from most presentations are available on the conference CD.

A GLOBAL OVERVIEW: THE EPIDEMIOLOGY OF OBSTRUCTED LABOR MORTALITY — DR. LINDA BARTLETT,
JOHNS HOPKINS UNIVERSITY

Obstructed labor is the failure of labor to progress due to mechanical causes (mother, baby, or both =
cephalopelvic disproportion (CPD)) and is more prevalent with young maternal age, small or stunted
pelvis from early age at first birth and obesity. Obstructed labor causes substantial morbidity and
mortality. In nulliparous women obstructed labor tends to lead to decreased uterine activity which in
turn can lead to obstetric fistula whereas multiparous women are more likely to go on to uterine
rupture. Obstructed labor mortality is 98 — 100% preventable when risk factors and health system issues
are addressed.

Data are available on the prevalence of obstructed labor and its associated mortality. WHO conducted a
systematic review of the literature to obtain prevalence and incidence data on maternal morbidity and
mortality. There was quite a lot of variability between studies/countries — obstructed labor occurred in
1.1% of labors in developed countries and 5.8% of deliveries in moderately developed countries, with
the lowest prevalence in the least developed countries. This may be due in part to the fact that a greater
proportion of women deliver in facilities in developed countries and obstructed labor may therefore be
more likely to be diagnosed there. The prevalence of obstructed labor was significantly different
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between community based studies (3%) and facility based studies (5%). There was a significant
difference between the countries with the highest and lowest prevalence of obstructed labor, but there
was no significant difference between rural and urban settings. In the 2006 WHO systematic review of
causes of maternal death published in the Lancet, obstructed labor caused 0% of maternal deaths in
developed countries and 4.1% of maternal deaths in Africa (it was the 4" leading cause of maternal
death after hemorrhage, sepsis and hypertension). In Asia, obstructed labor was the third leading cause
of maternal death after hemorrhage and sepsis, and in Latin American it was the third leading cause of
maternal death, resulting in 13.4% of maternal deaths.

There are limited data on the case fatality rate for obstructed labor. In Ethiopia, 9% of those with
obstructed labor die and perinatal mortality is very high (62%). Overall there is a 2-10% prevalence of
obstructed labor among deliveries, it is the 3™ to 4™ leading cause of maternal mortality. Globally,
obstructed labor accounts for about 7-8% of maternal deaths with significant regional differences
(ranging from 4-13% of maternal deaths). These figures are beginning to show signs of declining.

There are many challenges to measuring obstructed labor. It is a clinical diagnosis defined by poor
progress of fetal descent with adequate uterine labor along with objective signs, e.g. molding. Length of
labor is often a proxy indicator of obstructed labor in many studies. It is often hard to determine onset
of labor and to distinguish false labor from cervical dilation, and the rate of spontaneous labor progress
can be slow and still be normal. Medical interventions can affect labor duration. Non-facility-based data
are subject to recall bias.

In the studies in the WHO systematic review there was lack of uniformity in reporting criteria (12 to 18
to 24 hours of labor). Future studies will benefit from more uniform criteria/definitions (and the WHO is
working on this). Prevention strategies to reduce complications include: primary prevention — address
risk factors such as undernutrition and young age at marriage and first birth, secondary prevention —
through detection of long labor, use of partograph, not letting the sun set twice on a woman in labor,
with appropriate referral, and tertiary prevention —to prevent mortality once obstructed labor has
occurred, primarily through C-section.

A GLOBAL OVERVIEW: THE EPIDEMIOLOGY OF OBSTETRIC FISTULA — KATIE GIFFORD, UNFPA AND FLORINA
SERBANESCU, CENTERS FOR DISEASE CONTROL AND PREVENTION

(Florina Serbanescu): Obstructed labor is the fourth most common major obstetric complication
worldwide, and the fourth most common cause of maternal death in childbirth, causing an estimated
34,000 maternal deaths annually. The primary complication in the woman who survives is obstetric
fistula. 80-100% of obstetric fistula cases are caused by obstructed labor; other causes of fistula include
symphysiotomy, destructive operative deliveries, operative vaginal deliveries, C-sections and some
traditional practices, such as gishiri cuts. About 4 million women a year suffer from obstructed labor
and, when neglected, this leads to obstetric fistula in about 2.15% of cases — approximately 50,000 new
cases per year.
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Risk factors for obstetric fistula include:

e Reproductive factors
o Cephalo-pelvic disproportion
= large fetus compared to the pelvis
= Malrotation or malpresentation
o Narrow pelvis, short stature
o Young maternal age at birth
e Socioeconomic factors
o Poverty
o Low or no education
o Rural residence
o Early marriage
o Low women’s status
e Health-system related factors
Poor infrastructure
Lack of skilled personnel
Limited hours of operation
Fees

O O O O

Poor quality of care

Africa is the region where the percentage of deliveries attended by a skilled caregiver has increased
most slowly over the past two decades.

Accurate measures of incidence and prevalence of obstetric fistula are lacking; many of the studies to
date are hospital-based studies, yet population-based surveys often result in overestimates (reporting of
urinary incontinence that may be due to other causes) and questions are not validated. There is an acute
need to develop and disseminate tools for surveys, surveillance and research.

(Katie Gifford): Expanding on the presentation by Florina, Katie discussed global estimates of obstetric
fistula prevalence, the obstetric fistula needs assessments conducted to date and what is being done
now to address the data gaps.

According to the World Health Organization’s Global Burden of Disease Estimates (2004), worldwide
there are approximately 4 million cases of obstructed labor annually, with 75% of obstructed labor
occurring in South-East Asia and Africa. Many of the global prevalence estimates of fistula are based
upon the number of women who seek care, and these are likely underestimates. The prevalence is
difficult to assess because women who suffer with obstetric fistula are usually difficult to find unless
they self identify or present for care. Women often face multiple barriers in seeking care, including lack
of awareness of treatment availability, cost, absence of decision-making ability and social stigma, all of
which affect the number of women seen in a facility and therefore the accuracy of fistula prevalence
data. Available data may not be reliable or generalizable because they are often based on small scale
studies, facility-based data collection, or population-based studies with low specificity. Urinary
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incontinence not related to fistula is a likely source of overreporting. Estimates of fistula prevalence
range from 654,000 to 3.5 million with an estimated 50,000 to 80,000 new cases annually.

In 2003, EngenderHealth and UNFPA conducted the first ever large scale mapping of obstetric fistula in
nine African countries. To date, a total of 41 countries have mapped the condition, with variations in
approach and depth of analysis. Individual country assessments provide important information on the
contextual situation: the capacity of the country to provide fistula prevention, treatment and
rehabilitation, perspectives of women, communities and providers. But most data are not nationally
representative and are not comparable across countries.

Some of the key findings that emerged frequently in the country assessments were limited access to
emergency obstetric care, low C-section rates, high number of deliveries at home or with a traditional
birth attendant, low use of antenatal care and family planning, low awareness of the importance of
skilled birth attendance and of the risks of pregnancy and childbirth, poor transport, bad roads and lack
of funds for transport and care.

To address the data gap, UNFPA has worked with partners to support the development of a set of fistula
qguestions within the revised emergency obstetric care facility-based assessment tools. Additionally,
partners including UNFPA developed a standard fistula module for the Demographic and Health Survey,
though to date this has not been validated through clinical examination. The Data, Indicators and
Research Working Committee of the international Obstetric Fistula Working Group has developed a
shortlist of obstetric fistula indicators including impact, policy and social environment, prevention,
treatment and reintegration. Additionally, it is recommended that countries integrate obstetric fistula
into national reproductive health policies and plans. Obstetric fistula indicators should be included in the
Health Management Information System (HMIS) and the national register of maternal mortality. The
Geneva Foundation for Medical Education and Research data collection database is being reviewed to
ensure agreement between its data points and the indicators included in the shortlist. This database
should be employed for collecting data on obstetric fistula.

UNFPA recognizes the data limitations and gaps that exist in the work to address obstetric fistula. It is
essential to have more robust and comparable data for effective program approaches, increased
advocacy and policy level attention.

DISCUSSION: Dr. Don Hopkins stressed that it is best to identify 6 or 7 core indicators that should be
collected, out of the 50-odd proposed. This is in fact being done, and countries or researchers can select
from the other indicators to collect data as needed for specific settings or purposes.

OBSTETRIC FISTULA TREATMENT CAPACITY: GLOBAL STATUS — DR. STEVE ARROWSMITH, WORLDWIDE
FisTuLA FUND

Limited data are available on the worldwide capacity for treatment of obstetric fistula. The prevalence is
essentially unknown (perhaps 4 million women living with obstetric fistula); incidence data suggest
about 130,000 new cases of obstetric fistula occur every year. It is difficult to assess global capacity for
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treatment of fistula — individual treatment sites may have multiple sources of funding and may be
counted twice, and there is probably a significant amount of surgery occurring at non-affiliated facilities
that is not recorded. Eighty surgeons participated in a recent survey of obstetric fistula repair, Pakistan
reports 35 obstetric fistula surgeons, and there were 50 participants at the first meeting of the
International Society of Obstetric Fistula Surgeons (ISOFS); 300 participants at the most recent ISOFS
meeting. A reasonable estimate is that about 10,000 to 11,000 repairs are performed annually,
worldwide. USAID and UNFPA have funded approximately 29,000 repairs since the beginning of their
programs (~2004). There is clearly more capacity than there used to be, but have 520,000 fistulas
occurred in the past years while only 30,000 were repaired?

Dr. Arrowsmith emphasized that prevention and treatment are partnered, and people in both areas
must work together. He highlighted the similarities between the two in terms of the need for data,

accountability, resources and capacity, and declared that there is a moral imperative for the global
community to invest in and improve both.

DISCUSSION: The discussion focused both on the burden of disease (attendees discussed the idea that
the incidence of obstetric fistula is likely closer to 130,000 new cases per year rather than 50,000,
though data are lacking) and on key aspects of training for obstetric fistula repair. It was emphasized
that it is important to pick trainees who are interested and provide close follow-up and ongoing support;
training is a lifelong process not a discrete event. There is hope to develop accreditation guidelines.
ISOFS is about to implement a fistula repair guideline that could be used for accreditation.

CAN OBSTETRIC FISTULA PREVENTION WORK IN UNSTABLE SITUATIONS? — GILLIAN SLINGER, DOCTORS
WITHOUT BORDERS (MSF)

MSF began obstetric fistula repair activities in 2006, in two sites, and has since expanded to nine sites in
five countries. MSF also refers fistula patients for repair to partners (MoH and others) in these countries.
Seven of the projects are fistula camps or campaigns, the other two are on-going fistula projects that
also provide comprehensive emergency obstetric and neonatal care (Abéché, Chad and Jahun, Nigeria).
Four of the nine projects are in stable contexts, five of the nine are in unstable contexts. Obstetric fistula
prevention in unstable situations occurs at four levels, all in concert with partners:

o Level 1 —Prevent the first fistula by providing emergency obstetric and neonatal care
(EmONC) services with skilled attendants through technical support, equipment, training,
and lobbying the MoH; also establish functioning referral and communication system

e |Level 2 —Sensitize communities, women, men, mothers in law, TBAs, leaders

e Level 3 —Employ foley catheter treatment for at risk and fresh fistula cases (many fistulas
will heal themselves with foley catheter treatment); where foley catheter treatment is not
successful or for a vesico-vaginal fistula that is not fresh, use fistula registers to record
patient contact details and contact them when surgical fistula repair is available

o Level 4 — Prevent subsequent fistulas post repair through sensitization, follow-up, focal
points, and maternity waiting homes.
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In 2009, EMONC activities in MSF contributed to prevention of obstetric fistula in stable and unstable
contexts through 51 basic emergency obstetric and neonatal care centres, 54 comprehensive emergency
obstetric and neonatal care centres, skilled attendants at more than 100,000 deliveries and more than
12,000 C-sections.

Challenges include access to skilled attendants, safety of staff and patients, staff retention, likely
disruption of activities if very unstable and maintaining an effective working partnership. But, YES! It is
challenging but POSSIBLE to prevent obstetric fistula in unstable situations.

DISCUSSION: Dr. Andrew Browning noted that in Ethiopia they have a waiting area for all women who
have had previous OF, and the outcomes for these women, after C-section, are dramatically better than
for those women whose husbands prevented their going to the waiting area. As a means of feedback to
the community on these statistics, the team sometimes calls on postpartum women who had C-section
to report to antenatal women in the hospital that they are there with a healthy baby because of the C-
section.

BUILDING CAPACITY FOR ESSENTIAL OBSTETRIC CARE — DR. NYNKE VAN DEN BROEK, LIVERPOOL SCHOOL OF
TROPICAL MEDICINE

Dr. van den Broek presented two approaches to improving maternal and neonatal health in developing
countries. First, baseline surveys in sub-Saharan African countries (including Malawi, Kenya, Sierra Leone
and Nigeria) demonstrated a paucity of both basic and comprehensive essential (emergency) obstetric
care (BEOC and CEOC). Issues identified included de-motivated staff who lacked knowledge and skills to
effectively diagnose and manage obstetric and newborn complications and who were also not
‘empowered’, poor working environment, lack of supportive supervision, and lack of leadership and
team work.

A new life saving skills emergency obstetric care and neonatal care training package (LSS-EOC and NC)
was developed by WHO, LSTM and the Royal College of Obstetricians and Gynecologists and is being
delivered and evaluated in 5 African and 3 Asian countries. The package is a 3-4 day competency based
training utilizing adult education techniques and focusing on the nine signal functions of EOC, 5 main
causes of maternal mortality (including obstructed labour), and complications of C-section. Evaluation of
the training, with pre- and post- training assessments, revealed: participants found it enjoyable and
useful, knowledge and skills of participants were significantly improved, behaviors and practices in
providing care were improved and there were measurable improvements in health outcomes (e.g.
increased use of the partograph with earlier detection of obstructed labor, decreased maternal
morbidity and reduced fresh still births).

A second approach to improving MNH used audit techniques to improve the third delay: delay in

receiving care after getting to the health care facility. The audit cycle: 1) select standards to audit, 2)

measure current practice, 3) feed back and identify necessary changes, 4) implement changes, 5) re-

evaluate practice, and then back to #1. This approach was applied to standards for management of

prolonged and obstructed labour in Kenya and Malawi. There were impressive improvements in the use
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and quality of partographs, and in time to C-section for obstructed labour. The approach is particularly
effective because caregivers themselves become aware of the shortcomings of the care provided in their
system, work to make the improvements, can measure and experience the positive change over a
relatively short period and are ultimately motivated to continue the approach and improve service
delivery and health outcomes in their institutions.

ONGOING RESEARCH AND RECENT FINDINGS ON PREVENTING MATERNAL MORTALITY — DR. MARIO
MERIALDI, WHO AND PROF. BERT PETERSON, UNIVERSITY OF NORTH CAROLINA

Dr. Merialdi: There is an ongoing collaborative effort in maternal health to develop a systematic
approach to address needs that arise in the field. This movement started as a discussion group (with
support from the Maternal Health Task Force), and hopefully others will join. There is a common
denominator to many of the presentations from the first day of this meeting: the need to address
compelling needs from the field. The critical issue is to establish a strong link between knowledge and
action. We heard about research gaps, either in terms of lack of data, or lack of clinical or biomedical
information, but also a lack of information and knowledge on how to implement, in the most effective
way, interventions that we know are effective. The other challenges that we face are the barriers that
prevent the translation of knowledge into action, which often produce implementation bottlenecks. All
these conditions end up creating health system deficiencies. How do we respond to these problems in a
successful way?

Peter Piot, previous director of UNAIDS, told a story of how the HIV/AIDS community evolved, how they
became so successful and were able to generate so much awareness and create so much attention to
mobilize resources effectively. The tipping point was when the community agreed on critical issues,
came to consensus on concrete action. They agreed to treat as many people as possible around the
world. Consensus was not 100%, more like 60-70%, but was enough to present the community as a
unified structure with a common framework and a common objective. This gave the opportunity for
people to join and find their niche in the framework. For example, the Clinton Foundation decided their
role would be doing research to decrease the cost of treatment as much as possible. This was part of the
general framework of making treatment available to as many people as possible. This story is similar to
what we heard in the keynote address yesterday. Coalition, alliances, ultimate objectives — these are
critical and these are exactly what Peter Piot and the HIV community did.

When this group focused on maternal health formed, and we started to think how we could embark on
some sort of road map to do something similar for maternal health, several principles arose.

1. Priorities —they should not be set on the basis of the ideas of individuals or institutions. They
should be set on the basis of what is needed in terms of developing guidelines for action at the
field level — how to implement, how to finance — not just biomedical guidance.

2. Once priorities are set, if the knowledge is not there it should be generated through research. To
be effective, the research effort should be as collaborative as possible — researchers, funding
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agencies, and implementers. This will enable research efforts that will optimize the use of
resources and avoid duplication. The traditional paradigm of one agency funding one group to
answer one research question still has value. But imagine the potential of a community formed
by the best scientists, the most powerful funding agencies who could pool their resources, and
the implementers and policy makers who could direct the research process so it is directly
pointed at implementation. This group is what is here today, as | look around, it is what | see.
Anders brought us here and gave us the opportunity to do something like this.

3. The results of this research should immediately be taken to feed back into guidelines. Wouldn’t
it be nice if we had a system that immediately brought the results of research into guidelines,
and if that system would be recognized and accepted by everyone because it is owned by
everyone?

These concepts appear to form a cycle. Bert is the person who has to be credited for figuring out this life
cycle linking knowledge with implementation.

Prof. Bert Peterson: Credit goes to lots of folks at WHO and others who are here today. It really is a
concept whose time has come.

The single overriding objective, as Dr. Merialdi has said, is to make sure we tackle these challenges with
the best available science. We have to make certain that the science base is continually translated to
action. That translation is where we need to focus additional effort. We have to create a group of us, not
just researchers, but also those in the field who are going to implement this science base, the donors
who are going to help fund it, and the institutions that are going to take it on as their core mission.

A key lesson, mentioned yesterday, from smallpox and mentioned again with respect to HIV is the idea
of building a real, core coalition to make this happen. We need to embrace this for maternal health
including obstructed labor and fistula prevention.

So we’re going to get this core family in place, and guidance is going to be created by us together,
looking at how we’re going to make things happen — for policies and programs and practices. And we
need that guidance to be built on the best available science, so we need a process to make that happen.

We did this for birth control for women with HIV. There was a huge gap in knowledge about what birth
control was safe and effective for HIV positive women. These gaps, that critical interface between what
we know and what we need to know, those are the areas that need to be research priorities. Identify
the gaps to generate the science base.

The medical eligibility criteria for contraception were published in 1996. A few months later, work by
WHO identified an increased risk of myocardial infarction and stroke in women with hypertension who
took oral contraceptives. But it took four years for those risks to be reflected in the second edition of the
WHO medical eligibility criteria. We decided we had a responsibility that went way beyond that. We
established continuous identification of research evidence for updating guidance in a timely fashion. So
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that’s really this cycle that we’re beginning to create together for maternal health including obstructed
labor.

What do we need to do from this point on? Getting the best available science into practice — how do we
do that? What's the action part of that look like? How do we know what we need to know to do the
right thing? Once we’ve got the information, how do we ensure that we get it into action, into practice?
We may want to create a conceptual framework along these. We don’t stop at having the science.
Yesterday we talked about it’s not enough to know what to do, we need to know how to do it. That is
implementation research. We need to create a life cycle for action in maternal health.

THE BiLL & MELINDA GATES FOUNDATION AND MATERNAL HEALTH — DR. FRANCE DONNAY, SENIOR
PROGRAM OFFICER, MAATERNAL HEALTH

The current global momentum presents a unique opportunity for Maternal, Neonatal and Child Health
(MNCH). The overarching themes of the MNCH strategy at the Bill & Melinda Gates Foundation are 1)
focus on critical conditions causing neonatal and maternal mortality, 2) focus on delivery of existing
interventions at home, in the community and at first-level clinics, 3) develop appropriate new
technologies for use at all different levels, 4) enhance interactions between frontline workers and
families/communities (MORE and BETTER interactions with EFFICIENT solutions and EQUITABLE reach)
and 5) implement and evaluate a model of impact comprised of 4 initiatives in several key geographic
locations.

For effective implementation, the Foundation believes the following is needed: develop and introduce
new or adapted interventions, shape demand in the community and improve health practices, enhance
frontline worker capabilities and performance, and advocate for a supportive policy and program
environment. Examples of intervention packages for mother and baby were given, with a specific
example for obstetric fistula. Most practically, kits (supplies for individuals’ use) and checklists (tools
that help ensure essential care practices are performed) can be used throughout the continuum of care
to improve care delivery. Evaluations of these birth kits have demonstrated reductions in neonatal
infection and mortality rates, however it should be noted that these evaluations cannot disentangle the
benefits of kits from those of co-interventions.

PREVENTING OBSTRUCTED LABOR MORTALITY BY INTEGRATION WITH HUMAN RIGHTS PROGRAMMING —
DR. BEN ScHWARTz, CARE

Dr. Schwartz began by noting that when he started preparing his talk he questioned whether a rights-
based approach could actually be effective in preventing obstetric fistula or obstructed labor deaths.
While studying the question and preparing the talk he became convinced that, in fact, a rights-based
approach does have considerable power, even in preventing obstetric fistulas and obstructed labor
deaths.
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International covenants and treaties and national laws declare a right to health for all people, but the
disparity between the requirements of law and the limited enforcement through the courts defines a
critical gap in the effectiveness of health rights in improving health outcomes. CARE takes a rights-based
approach to health, to realize the powerful effect of local action on national policies and practice. This
approach transforms the relationship between the community and the healthcare system; healthcare
providers shift from being those who hold the power based on their education and position to “duty
bearers” and community members shift from supplicants to “rights holders”. CARE works to change
attitudes and beliefs of individuals and communities to empower them as right holders.

In Peru, a triad of interactions between citizens, government, and healthcare providers improved health
system accountability and, consequently, health care delivery; 1) citizens and coalitions (“rights-
holders”) were able to make their political voice heard through ForoSalud, a civil society network with
members elected to regional and national councils that demands participation in social and health policy
design, 2) women trained on health rights, institutional responsibilities and legal framework would
observe services and monitor acceptability, reporting to ombudsmen and 3) local committees that
included healthcare providers and community representatives engaged in oversight and management of
first level facilities. Similarly, CARE organized rights-based oversight of health facilities in Nepal engaging
women in Dabi (pressure) groups to increase awareness of rights, identify and analyze problems,
conduct advocacy, and participate in health facility oversight. CARE facilitated establishment of 25 Dabi
groups, but in 43 other communities such groups developed from within the community.

International movements must be linked with national and local action, and education and support to
change the relationship of women and communities with health systems is critical. While experience in
Peru and Nepal suggest that communities will probably not focus on obstructed labor specifically, they
will work to improve maternal health and the accessibility, acceptability and quality of care which will
reduce obstructed labor morbidity and mortality.

THE EcONOMICS OF OBSTETRIC FISTULA AND CURRENT RESEARCH — PROF. DEBORAH M CFARLAND, ROLLINS
ScHooL OF PuBLIC HEALTH OF EMORY UNIVERSITY

Dr. McFarland discussed the role, generally, of economic analysis in public health work and then
presented the results of a study of the economic burden of obstetric fistula in Niger. The objectives of
the study were 1) to establish the disease burden, in DALYs (disability adjusted life years), of obstructed
labor and its sequelae, 2) to estimate costs to the health system of Niger, 3) to assess how many DALYs
could be averted through preventive measures and 4) to estimate the cost to the Niger government of
implementing these measures. Data were collected through a literature search, meta-analysis of fistula
characteristics from selected studies, and informant interviews and informal focus groups in Niger.
There were an estimated 111,570 DALYs due to obstructed labor and fistula in Niger. One untreated
case of obstructed labor could potentially result in 58.56 DALYs. This analysis was kept quite simple, but
the cost of preventing obstetric fistula included the cost of improving and equipping existing health
facilities to provide C-sections. If the untreated case of obstructed labor were appropriately treated with
a $65 C-section before adverse consequences occurred, the 58.56 DALYs for that woman could be
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averted for only $1.11 per DALY — a highly cost-effective program. Additionally, infrastructure
improvement to prevent and treat obstetric fistula will positively affect the entire health system.
Limitations of the analysis include reliance on poor quality secondary data for incidence, prevalence and
costing data, societal costs are difficult to measure (social burden of stigma, loss of productivity) and
there is inherent simplicity in the modeling approach.

DISCUSSION: Don Hopkins noted that if the analysis were done using an intervention that is simpler and
cheaper than C-section that the savings would be even greater. Katie Gifford noted that this does not
include the cost of reintegration, which could be a very expensive portion of the economic burden of
obstetric fistula. Prevention of obstetric fistula would then be even more cost saving, although currently
probably not many countries are spending much on the reintegration of women after fistula repair.

TRENDS IN THE FOUNDATION WORLD AND IMPLICATIONS FOR THIS INITIATIVE — DR. ANDERS SEIM, HDI
Information for this presentation was pulled together by Becky Castle at Project Resource Group. The
data are from the public domain and the research, funded by the Rockefeller Foundation, looked at the
donor landscape for health systems.

Global health spending totals 5-6 trillion USD annually; 1-2% of global health spending comes from
donors, ~16.7 billion USD. Of the 16.7 billion USD, bilateral agencies, UN agencies, and multilaterals
make up the majority of global health giving. Approximately 1.1 billion come from private nonprofit
organizations. Nearly half of all bilateral giving comes from the US, but Western Europe, Nordic
countries and Japan are key donors as well. A snapshot of the breakdown of health contributions was
shown for Nigeria. Of 390 million USD donated in 2006, 303 million (78%) went to vertical disease
control programs; the amount of donor money that went to reproductive health was too small to
register on the graph.

Looking at private global health giving, nearly 1.1 billion dollars are donated every year and 84% of this
comes from the Bill and Melinda Gates Foundation. The Clinton, Ford, Packard, Hewlett, Buffett and
Rockefeller Foundations make up 60% of the remaining 174 million USD of donor funding.

Individual philanthropists contribute 75% of all philanthropic giving in the US (2008) and there is an
upward trend in international giving. High-net-worth individuals, family foundations and corporations
can play a very important role in start-up. But it takes a large investment of time and money to find and
cultivate them systematically. This is too costly to pursue except for large NGOs with considerable
fundraising staff and in situations where there is a strong, established donor-base of individuals.
Obstetric fistulas may be especially interesting for families and individuals interested in women’s
empowerment.
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There are certain conditions and trends related to donor funding that have important implications for

the future of donor funding.

e Health systems:

O

Fragile health systems in low-resource regions often cannot absorb higher levels of funding
committed in recent years

Donors and policy-makers are seeking ways to strengthen health systems to scale up
programs, but a shortage of health workers is a limiting factor, and HIV/AIDS programs often
are not integrated with other services, including maternal/child and reproductive health

e Health metrics

O

Formation of the WHO-led Health Metrics Network and the Institute for Health Metrics and
Evaluation at University of Washington underscore the movement from assessment of
program effectiveness through simple outcomes (numbers reached, etc.) to more complex
evaluation of impact (decrease in disease prevalence, etc.)

Data are used to drive decision-making and policy development at local, national and global
levels, and to show new and potential donors the return on investment.

In the current economic climate, measurable results will be even more important to
funders.

e Global economy

O

In 2008 and early 2009, a 43% fall in the S&P500 was a harbinger of future giving by
individuals and foundations.

Falling tax revenues may force governments to decrease available grant dollars

Returns on investments in fundraising may be lower and may take more time to secure than
has been the case historically.

Foundations and individuals must be encouraged to help us examine whether approaches work (start-up

funding). But when we go to the next stage, to scaling up, then it’s not reasonable to expect that people

raising money in their homes should raise the money to do this. Between individual philanthropists,

large foundations and government donors there may be opportunities for obstetric fistula funding.

KEY ISSUES ARISING FROM THE PRESENTATIONS — DR. DONALD R. HOPKINS, THE CARTER CENTER

Please see Annex 3 for a transcript of Dr. Hopkins’ insightful reflections on the key issues of the meeting,

the parallels between obstetric fistula and Guinea worm eradication and the four stages necessary to

create change. The audio recording of his talk is included on the meeting CD.
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PLENARY SESSION
PROF. HERBERT PETERSON — CHAIR

This summary of the plenary session aims to capture the main points and ideas of the participants as
they were presented by the participants. Many ideas were put forth without general debate by the
group, therefore the ideas should be considered part of a brainstorming effort rather than a definitive
list of agreed-upon topics to pursue further.

Prof. Bert Peterson led the plenary session and began by asking:

e  Where do we want to be this time next year?

o If we are going to move this field forward, what would we do and how would we do it?

e What are the absolute top priorities, the most important things we could and should do right
now?

Top priorities suggested by attendees fell into three main categories and an ‘other’ category:

1. A need for standardized indicators / a common language
A need to implement effective strategies; we need to ACT NOW to reduce maternal
morbidity and maternal and infant mortality from obstructed labor; put science into action
while indices are being developed/tested

3. A need to define the role of this group and its position within the global obstetric fistula
family — will this group continue to meet separately from the existing groups, and,
independent of that decision, where/who constitutes the home of the global fistula family

4. Other ideas not included above

The following are summaries of the participants’ thoughts and contributions to each of these topics.
INDICATORS

Participants agreed that there is a need for a common language, standardized indices, through which
everyone working on obstetric fistula can communicate. Participants discussed the following:

What exists:

A Campaign to End Fistula working group, led by UNFPA and CDC, has been working to develop
indicators. Florina Serbanescu noted that development of indicators has been laborious. June 2010 is
the deadline for producing a PDF report of the indicators. The short list is available (59 indicators all
categorized). Preference has been given to indicators that are already collected in surveys, so there will
be no or little additional burden to surveys. What is still being developed is the complete description of
indicators with limitations, strengths and cautions about usage. Feedback will be solicited about the
indicators as they are used, to improve them. The indicators will not be put in print, so they can be
continually updated. The best 6 indicators to be used as core indicators have not been selected.
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Sensitivity and specificity of the questions is not fully determined, so there should be caution initially in
using and interpreting the data.

CDC has reviewed survey tools that are in existence and has made recommendations on how to collect
data on obstructed labor and fistula at the population level. A lot of the population-based data coming
from DHS surveys are believed to be subject to over-reporting (i.e. for urinary incontinence).

What is needed:

e A common language — standardized indicators (as being developed by the Campaign to End
Fistula working group) and, specifically, a small group of core indicators for universal use

e Feedback on the indicators from those who begin to use them (the working group can then
issue recommendations for modifications to the indicators)

e Of note, there is a call out from DFID to work on measuring maternal mortality at national and
sub-national levels in 6 African countries —there may be a good opportunity to link up with that
effort

e “Know the truth” (as put forth by Bill Foege in his keynote address) — we need baseline
measures of the above-mentioned indices to allow us to demonstrate intervention and program
performance in terms of quality, output and resource consumption.”

e Active surveillance for maternal mortality, maternal morbidity and obstructed labor/obstetric
fistula

e A millennium development goal for maternal health is already defined — perhaps we need a sub-
goal defined for obstetric fistula

e Data sources are not currently available for some of the indicators developed by the working
group (e.g. awareness of pregnancy complications among women who are pregnant and also
policy, treatment and reintegration indicators)

e Define success — what is success, what does it mean, how do we know when we have achieved
it?

e (Qualitative data: good focused social science research into birth cultures and understanding the
cultures/contexts in which the births/complications are occurring

IMPLEMENT EFFECTIVE STRATEGIES

This section includes many suggestions raised in response to the discussion of indicators. While all
present seemed to agree that having appropriate indicators and establishing the baseline for those
indicators are essential for many aspects of our work, there was also a strong sense that we must act
now, using tools we know work and testing new tools we think will work, to prevent and treat as much
obstetric fistula as possible. There is no excuse for waiting; indeed, we have a moral obligation to move
forward to save lives.

* As Bill Foege would agree and as was pointed out at another point in the meeting, none of the successful disease elimination
and eradication programs (smallpox, Guinea worm, etc) had decent baseline numbers when they started. And one cannot
count women dying for a year or more without intervening, in order to secure decent baseline data in a geographic area.
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What we know works:

e Maternal waiting areas/homes probably have enough evidence to start scaling up. A WHO
report on maternity waiting areas highlighted dramatic reductions in maternal mortality with
their use (presented by Dr. Andrew Browning)

e Audit process (presented by Dr. Nynke van den Broek)

e Niger approach (presented by Dr. Zeidou Alassoum)

e CARE and Women's Dignity Project approach — use communities to build accountability to
improve quality

e Toll-free number to call for assistance for a woman in labor (an example from MSF in Chad,
presented by Gillian Slinger)

What is needed:

e Scale-up of the above successful approaches

e Implementation research to tell us how to put this research into action and how to do this
smoothly, quickly and continuously; create a life cycle for action

e A solid review of the evidence base to know the gaps in our understanding.

e Regarding the auditing process — need to think about how to analyze complex interventions and
attribute causality of effect to components within a complex intervention, because in obstetric
fistula work one will always ethically and morally have to offer more than one thing, so the
whole evaluation framework and analysis needs some statistical creative thinking. This could be
a research area in itself, using obstetric fistula as a morbidity marker or outcome measure but
you still need to develop a methodology for evaluation. Obstetric fistula could be a topic within
which to develop a methodology for evaluation.

e A system. As with the Niger approach, more than availability (e.g. of transport or C-section) is
needed. One needs a system (and that system automatically introduces accountability) that
includes logistics, community support, monitoring, data collection, etc. It is necessary that the
personnel, medications, everything is available. The impact is not the impact of a technology,
but it’s the combination of all these things within a system, and the system includes
accountability and data collection.

e More information on how to work with communities to make sure that women are identified
and transferred; what are the strategies to train workers to identify a woman with obstructed
labor, what are the strategies to work with the families themselves to make the idea of going to
a facility acceptable, and then actually transferring a woman to a health facility, and then the
issues at the health facility (equity, quality and speed of care, etc.) — need to scale up each step
that is involved.

e Issue of money for transport (particularly in Africa) — examine the idea of having the hospital
have money for transportation so they can reimburse people for bringing women to care

e (Capitalize on the availability of mobile phones for communication

e Increased use of the partograph
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e Symphysiotomy — Dr. Linda Bartlett presented a review® of symphysiotomy from 2002 that she
felt was compelling with regard to how safe symphysiotomy is compared to C-section; there is
also no scarred uterus that would confer more risk for the next pregnancy. In fact, after
symphysiotomy women end up with a larger pelvis that could be safer for the next birth. Dr.
Bartlett felt symphysiotomy could be ready for a randomized controlled trial to assess safety,
feasibility, acceptability

e At alocal and national level, identify and examine the failures that led 100 women with
obstetric fistula to have that pregnancy outcome

e Look at the cost of the interventions

e Examine the economic burden to the community and the nation

MOVING FORWARD: THE GLOBAL OBSTETRIC FISTULA FAMILY AND THE CATALYST MEETING GROUP

There was much discussion regarding the nature and domicile (if any) of the global obstetric fistula
family, the role of this meeting group within the global obstetric fistula family, whether and to what
degree this meeting group should be folded into existing structures and, to the degree that this meeting
group joins formal obstetric fistula family structures, how to incorporate it and how to manage that
larger structure/family.

Regarding the global obstetric fistula family:

e UNFPA has done a great job of being the convener of the family.

e The family has been a fluid entity. People have joined and worked on things that interest them.

e There is no requirement for membership.

o UNFPA has an obstetric fistula website to provide a central location for resources.

e The objective of the International Obstetric Fistula Working Group (IOFWG) has been to achieve
many of the ends that Mario Marialdi suggested in his talk. There are groups on advocacy,
training, reintegration, etc. The group has also identified a research agenda — it would be helpful
to build on that existing mechanism.

e The Campaign to End Fistula has really helped the community to move forward and it would be
good to know what each of the subgroups has been working on.

And with regard to this meeting group:

e A redundant or competitive structure would not be good.

e Expanding the obstetric fistula community or building on it would mean building on a group that
has already done a lot of work.

e It would be helpful to know what each of the subgroups in the Campaign to End Fistula has been
working on.

e What could this group do to be most helpful at this point?

> Bjorklund K. Minimally invasive surgery for obstructed labour: a review of symphysiotomy during the twentieth
century (including 5000 cases). BJOG. 2002 Mar;109(3):236-48. Review
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e What would be the most important things we could do to contribute to and comprise a family?

e Does a family home need to be created beyond the role that UNFPA has played as convener of
the family?

e Does the work need to be enhanced somehow?

e What is the comparative advantage of this group meeting separately versus joining existing
groups?

Dr. Judith Helzner raised this last point with the following questions and comments regarding this
meeting group. Who are we and how do we relate to these other groups? In the American Journal of
Public Health Jeremy Shiffman applied political science methodology to determine why there was or was
not political will to reduce maternal mortality in selected countries around the world (see paper
included on meeting CD)®. He came up with a number of factors that explain in political science terms
why some countries would have greater attention to and funding for maternal mortality reduction.
Some of the factors identified apply to the ‘sub’-topic of obstetric fistula. There needs to be clarity on
what is the resonating frame (that is, what is the overarching framework within which the issue rests
e.g. poverty reduction or empowerment of women). You need a champion of the cause at various levels
(global level, inside a ministry of health, etc.) to fight for it. There need to be indicators and solutions
that will improve those indicators (so that a politician would be willing to put their reputation on the line
to fight for that topic). There is a need for an institutional home for maternal health — so far there is not
one (like UNICEF for children’s health). What would be the comparative advantage of this group forming
itself as a community compared to the other mechanisms? There are many strikes against us; we have
no home, no champion, multiple resonating frames, indicators not yet in place, not sure we know how
to get the data we need to show improvement. So what is the comparative advantage of this group
meeting versus the other existing groups?

Participants contributed the following examples of unique or important attributes of this meeting group
that might warrant having this group maintain its own identity while engaging with the rest of the global
obstetric fistula family.

e  Christine Mulindwa-Matovu — | think the uniqueness of this group is that each one of us is
making a different kind of intervention. We can borrow from each others’ experiences and apply
them in different settings. We could pick and choose from successful endeavors. | feel the
uniqueness is different from the UNFPA working group — they work toward the broader context
of reducing maternal deaths. | believe that within this group we have that potential to learn
from each other and compliment what we are already doing on the ground (she gave the
example of the Niger project providing helpful ideas for her work)

e Linda Bartlett — We’re here because Anders proposed the catalyst idea — | don’t want to lose
that because clearly it has worked, so, if we can, let’s learn how it worked and then expand that.

e Isabella Danel made a plea to take on obstructed labor and obstetric fistula work beyond the big
picture of maternal health (see below under Other Thoughts and Ideas: Political Will)

® Shiffman J. Generating political priority for maternal mortality reduction in 5 developing countries. Am J Public Health. 2007
May;97(5):796-803.
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OTHER THOUGHTS AND IDEAS

Some other more general points were made regarding what is needed to move forward effectively with

rapid obstetric fistula prevention:

e Seth Cochran —There is a need to put all the things that these organizations have done onto one
‘table’ so that people working at the grass roots level can draw on those resources.

O

O

Gillian Slinger of MSF is the point person for creating the global map of individuals and
organizations engaged in fistula prevention, treatment and rehabilitation/reintegration
activities.

The question was raised, could/will this global map be interactive, and allow individuals
to post their own activities there?

UNFPA fistula website is a central location for many (but certainly not all) activities

e Political will needs to be generated, as noted in Judith Helzner’s discussion of the political

science framework of Jeffrey Shiffman.

@)

Reina Turcios-Ruiz noted that there has been success with gaining political will for
rotavirus vaccine in Africa because a dramatic measurable impact can be demonstrated
in just one year, and that to package aspects of OF as a low-hanging and accessible fruit
would make it enticing and would help gain political will.

Isabella Danel emphasized that obstructed labor is the low hanging fruit of maternal
mortality and she believes it is a special area in maternal health that we need to tackle,
it is a leading cause of mortality and it results in fistula, which has a lot of emotional
impact, and she therefore entered a plea to take this on in a special way, beyond the big
picture of maternal health.

o Development and adoption of a strategy for rapid prevention of obstetric fistula, similar to the

SAFE strategy for trachoma’

e Sharing of experiences and lessons learned on the ground, so that those working in the field can

learn from one another — how, tangibly, do we improve hospitals and train medical providers at

all levels

e Throughout, make certain that communities are involved in all of these processes, rather than

formulating a plan from afar and then imposing it

’ Subsequent to the meeting, Rachel Bronzan suggested “AWARE24” as an acronym to summarize rapid obstructed labor
mortality and fistula prevention: Agitate the Community making them Aware and Alert to the issue, utilize Waiting
homes/areas, promote Attended deliveries, and Refer for Emergency obstetric care within 24 hours.
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CONCLUSIONS

Although the meeting touched on a wide range of topics related to obstetric fistula, there are four main

conclusions from this meeting.

1.

There is enough science and practical experience now to scale up promising interventions.
Obstructed labor is the low-hanging fruit of maternal mortality, and we must act now to
reduce maternal morbidity and maternal and infant mortality from obstructed labor.
Prevention of obstetric fistula is highly cost effective.

We need more data on the economic impact of obstetric fistula and of its prevention; this
information may be a valuable tool for generating political will for prevention and treatment.
There is a need for standardized indicators / a common language for those working on
obstetric fistula.

NEXT STEPS

1.

Scale up and continue investigating promising interventions. Such interventions include:

a. Community mobilization within a “catalyst approach” system, as piloted in Niger —
mobilize communities to address and prevent birth-related deaths and obstetric fistula
themselves, using simple and available resources

b. Maternity waiting areas/homes, as being implemented in Ethiopia — these should be
expanded and explored in different contexts

c. Facility-based audits, as presented by Dr. van den Broeke — audits can improve care
within facilities and help address the ‘third delay’, delay in instituting care

d. Arights-based initiative approach, as implemented by CARE and Women's Dignity
Project, to change attitudes and beliefs of individuals and communities, to empower
them as rights holders in appropriate and conducive settings

Agree on and start using a few core indicators.

When implementing programs, be sure to collect data that advance the policy discussion.

Keep a rapid, results-oriented (catalyst) approach. Develop and maintain the identity of the
group of people and organizations who attended this meeting, a group which is different from
many others in that its members endeavor to implement rapid and effective interventions to
prevent and treat obstetric fistula, though applying a variety of specific approaches to do so. The
group will aim to meet regularly to share experiences, exchange ideas and maintain momentum
while making every effort to connect with, and improve connections within, the greater global
obstetric fistula community.
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ANNEX 1 — MEETING AGENDA

Day 1 - MORNING
Chair: Ambassador Barbro Kirkpatrick

8:15 - 8:55
Registration of participants & light buffet breakfast

8:55-09:30
Welcoming remarks
HDI — Ambassador B. Kirkpatrick
Sarah Dash from Congresswoman Rosa Delauro’s office
WHO - Dr. Mario Merialdi
UNFPA — Katie Gifford

9:30 -10:00
Rationale for this Meeting and the Catalyst Approach to Public Health
Dr. Anders Seim, HDI

10:00 -10:30
Keynote Presentation
Dr. Bill Foege, Gates Foundation and Emory University

10:30 -11:00
Coffee Break and Group photo

COUNTRY PRESENTATIONS

11:00-12:00
Niger
Dr. Zeidou Alassoum, HDI-Niger

12:00-12:30
Nigeria, India and Mexico
Dr. Judith Helzner, MacArthur Foundation

12:30-1:30

Lunch
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Day 1 - AFTERNOON
Chair: Ambassador Barbro Kirkpatrick

1:30-2:00
Tanzania, Women’s Dignity Project
Christine Mulindwa-Matovu, Women’s Dignity Project

2:00 - 2:45
Ethiopia, Barbara May Foundation
Dr. Andrew Browning

TOPICAL PRESENTATIONS

2:45 -3:00
A global overview: Epidemiology of obstructed labor mortality
Dr. Linda Bartlett, Johns Hopkins University

3:00-3:15
Coffee Break

3:15-4:00
A global overview: Epidemiology of obstetric fistula
Florina Serbanescu, Centers for Disease Control and Prevention
Katie Gifford, UNFPA

4:00-4:30
Obstetric fistula treatment capacity: global status
Dr. Steve Arrowsmith, Worldwide Fistula Fund

4:30 - 5:00
Can obstetric fistula prevention work in unstable situations?
Gillian Slinger, Médecins Sans Frontiéres

5:00 - 5:30
Building Capacity for Essential Obstetric Care
Dr. Nynke van den Broeke
Liverpool School of Tropical Medicine/Royal College of Obstetricians and Gynaecologists

Day 2

36

Obstetric Fistula Prevention as a Catalyst for Safe Motherhood: Success and Opportunities
Meeting Report




Chair: Ambassador Barbro Kirkpatrick

8:30-9:10
Ongoing research and recent findings on preventing maternal mortality
Dr. Mario Merialdi, WHO and Prof. Bert Peterson, University of North Carolina

9:10-9:35
The Bill & Melinda Gates Foundation and Maternal Health
Dr. France Donnay

9:35-10:20
Preventing Obstructed labor Mortality by Integration with Human Rights Programming
Dr. Ben Schwartz, CARE

10:20 - 10:40
Coffee Break

10:40 - 11:40
The Economics of Obstetric Fistula and Current Research
Prof. Deborah McFarland

11:40-12:00
Trends in the Foundation World and Implications for this Initiative
Dr. Anders Seim

12:00-1:00

Lunch

1:00-1:30
Observations on the Presentations
Dr. Don Hopkins

1:30-3:30
Plenary Session
Prof. Herbert Peterson, Chair

Closing Remarks — Amb. Barbro Kirkpatrick and Dr. Anders Seim
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ANNEX 2 — TRANSCRIPT OF DR. BILL FOEGE’S KEYNOTE ADDRESS

Some time back | fell, had shoulder surgery, and our four year old granddaughter sent me a get well
card. | phoned her and told her how much | liked the flowers she had made and the colors that she had
put on them.

And there was silence and then she said, “But what else?”
And | said, “Well | liked everything. | liked the words, | liked the other things you drew.”
“What else?”

| am glad you’re at this meeting and | hope you leave the meeting asking the question, “What else?”,
because you are at the beginning of a long journey.

And | often tell students the story of the American civil war battle at Chancellorsville. And at
Chancellorsville, Stonewall Jackson, the southern general, did a very clever thing and outflanked the
federal troops and the confederates won that battle. But there was a man from Wisconsin by the name
of Colonel Thomas Allen who inspired his troops with words that the survivors remembered for the rest
of their lives. He said, “When you hear the signal, go at double quick towards the end and don’t stop
until you hear the order to halt.” And he paused and he said, “And you will never hear the order to halt.”
And so you’re going to leave this meeting knowing that you won’t hear the order to halt.

At age 12 | had a paper route and one person on the route was a very slow reader, and so he got the
newspaper only on Tuesday and Friday. And | learned that on the other days | now had an extra paper. If
| would go into the tavern the bar tender was so anxious to get rid of me that he would buy the paper.
Well I've lost half my sight now and | have a new appreciation for that man who could only read two
newspapers a week. And | say that because while our individual vision may change, the vision of public
health just keeps enlarging. There are some things that don’t change at all, that is, the basis of public
health, which is to eliminate premature mortality - not all deaths, premature mortality. It is trying to
eliminate unnecessary suffering and it’s is trying to improve the quality of life.

The other thing that doesn’t change is the basic philosophy behind public health is social justice. Trying
to provide everything we know for everyone. Social justice.

But what is changing? What we’re involved in. So when | started in public health 52 years ago we were
basically concerned with infectious diseases. And then at my time at CDC we saw this gradually change
and so we became involved in chronic diseases and nutrition and occupational health and
environmental health and injury control. And in the ‘60s | ended up working in the relief action during
the Nigerian civil war, and when | came back | presented on what we had done. We developed
surveillance systems so that we knew where the refugees were, and the numbers. We had surveillance
systems on the infectious diseases that they had and we confined ourselves to things we could do
something about. We didn’t just collect information to be collecting information; we had information on
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the numbers of refugees, how much food was coming in, how much food was being distributed, and so
forth.

| presented this at an EIS conference. And the man who started the Epidemic Intelligence Service, Alex
Langmuir, got up after my talk, and anyone that had ever worked at CDC during those days hated that
picture of Alex Langmuir standing up after you had given a talk because he would go right to the heart of
something you had forgotten. And so he stood up and this time he said something different. He said, “I
was opposed to you going to Nigeria to work on the relief action. | didn’t think this was something CDC
epidemiologists should be doing.” But he said, “When | see what you have done with surveillance
systems in the relief action | have changed my mind, and this is only the second time in my life that |

have changed my mind in the course of a talk.”

Well now, public health keeps increasing so that we are now talking about mental health, we are talking
about how to come up with a metric to measure health outcomes, to improve what happens with health
care delivery in this country. So it expands.

And | think of a Nigerian classmate of mine when | was in the school of public health, Yemi Ademola,
who died shortly thereafter during the war in Nigeria. But he wrote in the yearbook, “Nothing is beyond
the interest of public health people,” because we are global, not only in the geographic sense, but in our
vision of life and health and the relationships of everything. So we’re involved in public health, in
redefining what is unacceptable and trying to do something about it, to try to put this in priority order,
to have some perspective.

Now after my shoulder surgery they kept asking me how much pain do you have on a scale of one to
ten. There were some days | might have put that number up fairly high. And then | would think about
Haitians under rubble for days with injuries and | would think, “This is nothing.” Perspective.

And | think back to Saturday, August 8, 1998, 3 pm. | was very frustrated. It was a Saturday. | had my list
of things to do and things were going well and now one of the things | had to do was to pressure clean
the car port. Then | realized that | had loaned out the pressure cleaner, the nozzle was clogged and |
simply couldn’t get it open. And so | had to buy a new nozzle. Six stores, three hours later I’'m ready to
start, I'm back home and there’s a message from Walt Dowdle. And the message tells me that one of
our employees, Louise Martin was among the missing people in the Nairobi embassy bomb blast.

Suddenly you get perspective. You're not having a bad day at all.

Why do | say all of this? Because of the suffering of a woman with a fistula, as you’ve been hearing:
shunned by her family and society, doomed to a friendless existence, unable to find work that provides
for a future, discarded by her husband, required to accept a smell that will not improve, knowing that
there are not better days ahead. This is a ten on the scale of suffering and none of us will know what
that really means.
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My second point, with expansion of public health we keep using the experiences and the skills and the
tools that we have learned with previous things so none of this is lost, we just keep expanding what we
do. Some of us address fistulas periodically; | admire those who have taken this on as a vocation.

| advise students NOT to draw up a life plan, because they can’t possibly know the opportunities that
will present in their lives. Few of us knew anything about fistulas when we went through our training.
But the people in this room were open to figuring out what were the problems of the world and how we
can use our skills. And now you end up frustrated by how hard it is to tell this story to other people,
frustrated by the inability to get resources, frustrated by the inability to comprehend what it means not
only for an individual woman, but then to multiply that by the thousands. Why is it so hard to get the
attention of these problems?

Well, a few years ago we had a tsunami; recently we had an earthquake in Haiti. In both of those cases
we lost someplace in the neighborhood of 200,000 people, and the world responded the way you would
hope it would respond. It was on the news every night. In each case two ex-presidents from the United
States were sent out to look at this. Money came flowing in. This is the way the world should respond.

How long does it take to lose 200,000 children in this world, from preventable problems? One week.

Think of that. So this week we lose as many children as we lost in the tsunami, or in Haiti, but that
happened last week also, and it will happen next week and it will happen every week this year.

Why is it so hard to get attention on these things?

| tell students about grizzly bears, who are very lone animals, except during the salmon run. And during
the salmon run you see these pictures of many grizzly bears along the river.

And the question is how do they get along? And the animal behavioral people tell us they get along by
never looking each other in the eye. Isn’t that interesting?

If they look each other in the eye there has to be a confrontation. They have sufficient peripheral vision
that they know where the other bears are but they never look them in the eye. And | tell students of
public health, “That’s your job. Figure out how to get people to look at these problems because if they
do, there has to be a confrontation. You can no longer ignore it.”

Those of you who are in attendance at this meeting have been doing that. You have been learning how
to get the world to make eye contact. And there are things that can be done, both for repair and for
prevention.

Third, and last point: Are there lessons to apply from previous global public health programs?

| once took a class on creativity, and the instructor gave us one word, asked us to write it down at the
top of the page and then said, “Now think of what’s the next word that comes to your mind, and keep
doing that until you have 50 words on this page.” So everyone did this. Then the instructor said, “Think
of some problem you’re having at work that you’ve not been able to solve, and quite deliberately write
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down that problem and apply it to each one of those words.” And the instructor said, “I'll guarantee you
that you will come up with some new ideas that you’ve never thought of before.” And sure enough after
50 words | had three new ideas that I'd never thought of before.

Why? Because creativity isn’t really thinking outside the box, it’s putting together two pieces of
information you already know in a new way. So in a very real sense you’re thinking inside of two boxes.
It's the same process with humor. Things are funny because two pieces of information come together.
And you have to know both of the pieces of information; if you have to explain a joke it’s not funny, it’s
never funny. But two pieces of information come together in a way that you weren’t thinking of before,
and that’s funny.

And so when Henny Youngman says,”My grandmother is 80 years old and she still doesn’t use glasses,”
you get a mental picture. And then he adds, “...she drinks right out of the bottle”. And now you get a
different picture, and it’s the putting those two together that is funny.

Or if any of you listen to Garrison Keillor, he had the joke program this last weekend. And he said,
“What'’s a transistor? A priest who wears nun’s clothes.” Now, it takes you a minute but see it’s... no one
has to give you new information. That’s what creativity is about. So ask yourself what you could do that
is really creative. | think some of the new technologies, the fact that you have cell phones all over Africa
now, just has to change how you approach this problem.

In Africa, I'll give you an example, in Africa it’s said that a third of the drugs are adulterated, but you
don’t know which third. Two students from Ghana came up with an idea. If you play Lotto here in
Georgia, you pay money and you get a ticket and you scratch off an area that gives you a number. And
now you know whether you’ve won or not. These students said why couldn’t you do that on every vial
of medicine? And when you buy it you scratch off this part, you come up with a number and with a cell
phone you call a particular number, enter those numbers, and now you learn whether that is an
authentic drug or an adulterated drug. Now this is so simple. And they figure, 1.3 cents per vial the
manufacturers could apply it. Well it’s to everyone’s benefit to do this. So it’s using new technology but
in a creative fashion. And there are many ways you could use cell phones when it comes to fistulas.

One other example. | was involved in a discussion of an area where they were trying to figure out how to
get women in during their labor, into the hospital. And so they were talking about having an ambulance
service and by the time they figured out what it would cost to have three or four ambulances, drivers,

an infrastructure to make this work, it’s very expensive.

An alternative is to have at the hospital a fund; you pay any driver that brings in a woman in labor an
amount of money that makes it worth their while and suddenly every vehicle in that catchment area of
the pregnant woman becomes eligible to be “a taxi”. And you know even if you make this $25, a pretty
large sum, or $50, it turns out to be so much cheaper than trying to get an ambulance service. If you
paid $50 to a driver, for $25,000 a year you could handle 500 women in labor.

So, back to creativity. What I’'m going to do is mention some of the lessons that we learned in smallpox
eradication. They’re not all applicable, but what | would like you to do is think in terms of, when you
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hear one of those, what would you do if you put fistula against that, and does it bring any new idea at

all. And it doesn’t have to be right now. If you write it down and it comes to you in three days that’s

great.

Here are some of the lessons from smallpox eradication.

1.

Know the truth. That is why we have surveillance systems. We didn’t have to wait with smallpox
to have a perfect surveillance system to begin working. You work with whatever you have. But
we improved it until the efficiency of surveillance in smallpox literally became 100% at the end,
that we knew about every case. So what does that mean with fistulas? How best to find
patients, respond to their needs, mobilize the resources and monitor results? And ask how could
you use surveillance systems to monitor prevention? How to get women in labor seen? What is
working to reduce the toll? That is the reason for surveillance, to know the truth, and once the
truth is known it helps you figure out what to do next.

Clear-eyed management. And we heard Anders say that, yes, science is important; we have to
have science in order to know what to do. But the basic skill needed in public health is
management. You have to have people that can see the big picture, the parts, and figure out
how to solve a solution for each of those parts.

Choose ultimate objectives. In prevention that of course requires surveillance to demonstrate a
reduction in cases. What will that take and how do you implement it? And you're going to start
out with a very primitive system and you’re going to gradually improve it. | like the approach
that you're taking here, where people have now had some experience in different countries and
you’re getting together to pool your knowledge and figure out what could you put together to
improve what each one of you will be doing in the future. And when you’re looking at
objectives, choose ultimate objectives. Choose the last mile objectives because that’s the way
you know what the first mile should look like. If you’re leaving Atlanta for San Francisco, it
makes a great difference if you know that the last mile is San Francisco. Otherwise you go in any
direction.

Choose strategies and tactics that will most effectively achieve those objectives. And we're so
fortunate that we’re going to be hearing over the next two days early experiences that you have
had with testing these different strategies and tactics. Avoid certainty. Richard Feinman the
great physicist, in a talk in 1963, said, “The Achilles heel of science is certainty,” to be certain
you know what you’re talking about. He said, “Even in physics, where our facts seem to be much
better than in other areas,” he said, “every fact is certain only within some margin of error.
Nothing is absolutely certain.” And he said, “We spend our lives trying to disprove some of these
rules in physics.” But then he went on to talk about you know certainty is the Achilles heel also
for religion and for politics and for everything. So avoid certainty. Proceed in this process as the
learning, not the learned.
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Coalitions. You can’t do anything in this world alone. And Gandhi once said that in terms of, he
said to seek interdependence with the same zeal that you seek self reliance. And then he went
on to say, “Because there is no alternative.” You simply have to do things as a coalition.

Gary Wills wrote a book about the Gettysburg address and he reduces the Gettysburg address
to one lesson. He said, “These two hundred seventy-two words...” and, by the way, we almost
didn’t hear the Gettysburg address because Lincoln was sick that day. By the time he got on the
train to go back to Washington he was so sick that he couldn’t do anything. He was put to bed
when he got back to Washington and we don’t hear about him for two weeks. Do you know
why? Lincoln had smallpox. And Don Hopkins can tell us about that because it’s in his book. So
he was in the early prodrome of smallpox. What if he had this 24 hours earlier, we may not have
heard the Gettysburg address.

But Gary Wills... what we learn about the Gettysburg address is “those 272 words changed the
United States from a plural noun to a singular noun.” Now that sends chills up my spine. That’s
what coalitions are. They bring people together into a singular approach — many different
tactics, but a singular approach. You’re not fighting each other. You’re trying to figure out what’s
the best way to do this. You're combining [inaudible] your talents and your experiences. And the
first need is for that clear vision of that last mile. You will need to learn to suppress individual
egos. And | think this is one of the greatest lessons of smallpox eradication, that to get a
coalition that worked you had to suppress egos so that people were all getting their satisfaction
out of an outcome, and that’s what made them excited and happy, it was not a turf battle. And |
think back to our experiences with smallpox in India, and we lost our national and corporate
identities. We became really a unit aimed at the eradication of smallpox.

Next point. Continuous quality improvement needs to be built in right from the beginning. Not
something that you wait for a year or two to add. And think of this early and think of it often.
And in India what we did, in every endemic state we actually had a meeting of the field staff
once a month, that’s how fast we were getting feedback. And you talked about having a
meeting every six months. Figure out what it really takes in order to get continuous quality
improvement. It may not take a meeting. It may take a reporting system that’s back and forth
with such speed that you can improve between meetings.

Choose allies. From where? Well, government obviously is the single biggest ally that you can
get. That’s where the resources are, that’s where you can get differences. And Anders
mentioned Guinea worm in Nigeria, and Don Hopkins will remember, | think Nigeria may have
been reporting less than 10,000 cases of Guinea worm a year. Until Don and others organized a
look, house by house, and at one point in time what did they find? 700,000 people with Guinea
worm. This got the attention of the Nigerian government, and if | recall this correctly the
Nigerian government put up $1,000,000 in order [comment from audience not heard]...
$2,000,000, okay, $2,000,000 because now they’re part of the coalition, they see the size of this
problem. They know the truth. So, bring truth to power.
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But also look at corporations. | don’t know if you read the New York Times article on Witty the
head of GlaxoSmithKline. That’s the kind of person you need. He is so passionate about
improving health in Africa, this is the kind of person you need to be part of your coalition. And |
might say that actually Merck and GlaxoSmithKline and Pfizer and other corporations, they’re
becoming the latest chapter in global health, changing everything. And it used to be people
wanted to stay away from them because of their profit motive. | tell you these people have
something to offer.

In Botswana we’ve had a coalition with the Gates Foundation, Merck, Harvard, the government
of Botswana. Ten years ago you could not mention AIDS in Botswana. And when | was there
people said, “It’s a radio disease.” | said, “What does that mean?” They said, “We talk about it
on the radio but we never talk about it between ourselves.” And sure enough if you went to a
funeral no one said, “This person died of AIDS.” And | once made rounds in Botswana at a
hospital where 90% of the patients were AIDS patients. The word was never used. We heard
that this person had tuberculosis, this person had this or that chronic diseases; no one ever said
anything about AIDS. We later went to a room off the ward, and | asked the medical officer in
charge, “How do you come to work every morning? What are you doing for your own mental
health?” And | immediately regretted the question, because he sat there and stared. And he
didn’t say anything. And there’s his staff, and I’'m embarrassed now, what I've done. And
suddenly tears start flowing down his face. And then he said, “I've never told anyone this
before. I’'m one of four sons. My three brothers have died of AIDS. | don’t have a choice.” And in
Botswana where they wouldn’t talk about AIDS ten years ago, the rate of HIV positivity in
newborn children has gone from 40% to 4% in this decade. Think of that, from 40% to 4%.
Because of a coalition that actually works.

And people now can go to testing stations and get their HIV status. And when | was there a few
years ago | went to a testing station and there was a couple from the university, and | asked
them why they were there. And it turns out they were there because of a soap opera on the
radio that was so powerful in telling people what to do about AIDS, and the storyline was so
powerful, that the majority of people in Botswana were listening to this every week. And
because of that, they came in for testing. And they told me they had never had sex, but they had
agreed that they would get tested before they did. Now, the difference in ten years. So, it’s
powerful to get these coalitions and to get corporations and governments as part of the
coalition.

Church groups. At the beginning of the AIDS epidemic it was difficult to get church groups. It’s
not difficult any more. You can get church groups very much involved.

There’s an organization that started out in Senegal called Tostan. And Tostan, someone

mentioned Nicholas Kristof, and | told Nicholas Kristof about Tostan and he included a whole

chapter in his book on Tostan because it’s one of the great demonstrations of the power of
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empowerment. It started in one village in Senegal where a woman was simply trying to talk to
women about how they could have more power if they organized with other women in the
village. She didn’t even try to guide them on what they should be doing with that power, but
they said they did not want to have genital cutting for their daughters the way they had had it.
And they went to the chief and he said, “Well, we can’t stop that or our young women will not
be marriageable to surrounding villages.” These women would not give up. And finally the chief
agreed to get, | don’t know, seven other chiefs together. And the women persuaded these seven
chiefs for all villages to stop, the seven villages to stop genital cutting. Now that’s pretty
powerful in itself, except this has now moved like an infectious disease from woman to woman
and village to village and includes millions of people in Africa. There must be half a dozen
countries that are now involved in this. And I’'m willing to predict that the problem of genital
cutting in the world is being solved and that we’ve already passed a tipping point, not because
of a Cairo declaration or anything else UN agencies or other groups have done, but because of
women getting some power in one village and having this spread out. Get hold of that group
and see what they could do to help to reduce the obstetrical problems.

And then | would think of the global health groups. You know a decade ago global health was
still not a place where people had much confidence. And when | started out in global health and
wanted to go overseas people advised me not to do that, they said, “You’ll ruin your career”,
that you cannot come back and get back into the main stream of a career.” There wasn’t really a
track for global health at that time. Everybody that got into global health did it on their own in
different ways. You certainly could not have thought of global health research. And now
everything has changed, in ten years, and | think this is mainly because of Bill and Melinda
Gates. Everything has changed and now there are research projects in global health, there are
career tracks in global health. And if you go to the school of public health here in Atlanta, the
Rollins School of Public Health, it started with a global health track and the other tracks,
epidemiology and statistics and so forth, were not very pleased. They said that’s soft science
and we deal in hard science. Global health is now the biggest recruiter of students in the entire
school of public health. And so the students come in for global health. You’ll find the same thing
if you go to medical schools, students want to go into global health. Everything has changed.
You can now get allies in global health that you could not have had ten years ago. But we have
to learn how to tell the stories. And we heard such a powerful demonstration this morning.
What are some other lessons?

First, smallpox eradication did not happen by accident. Stephen Hawking in his book A Short
History of Time says the whole history of science is the gradual realization that things do not
happen in an arbitrary fashion, that this is a cause and effect world. Fistulas will not disappear
by accident.

Number two, every public health decision ultimately requires a political decision. And the

lesson that follows is, learn how to get the right information to politicians at the right time that

they make good decisions. It took me a long time to learn this. | used to get so frustrated with
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political decisions. And one day my deputy, Bill Watson, at CDC said, “You know you’re being
very arrogant. If the politicians made a bad decision it’s because you did not get the right
information to them at the right time for them to make a good decision.” So that was the
second step in my understanding the political process. The third and most important is to realize
how labor intensive that really is. You have to get information to them but they keep turning
over. And so | don’t miss an opportunity now when | talk to students without saying some of
them should think about going into politics. It’s a much shorter cut to get these people who are
trained in public health into politics rather than to keep training politicians.

And | told a group yesterday of public health people meeting in Atlanta for sexually transmitted
diseases, 1200 of them, and | was saying to think about going into politics. And | said that the
idea that power corrupts and absolute power corrupts absolutely is something we credit to Lord
Acton. Lord Acton plagiarized that from Isocrates who 2000 years ago said exactly that. But it’s
in our lifetime that that statement was improved by a man by the name of Paul Warnke, who
said, “That may all be true, but the most corrupting of all is the fear of loss of power.” And isn’t
that what we’re seeing in congress right now? On the one hand, people who are willing to sell
this country out because they fear losing the next election. And on the other hand people who
say, “We’re not going to run again because we don’t like working in a cesspool.” And so that’s
the place we’ve gotten ourselves into. The political impact, though, is so important, you have to
figure out how to make the case and when you get your allies, corporations and universities and
so forth, get allies that know how to use their political impact.

And the smallpox program was marked by a tenacity that was very spectacular. And that’s what
you need to do. You have to inspire people to tenacity that they don’t in fact lose heart when
this takes a year, five years and ten years, that they’re preparing something for the future.
When | talk about tenacity | often quote Mae West who described one of her suitors as being so
tenacious she said, “He’s the kind of man you have to marry to get rid of.”

Not only tenacity, but optimism. People often say if you’re an optimist it’s because you don’t
understand what’s going on. Well the fact is that you can know the truth and it can be very
discouraging and you have to be an optimist. And | tell students when you are hiring people,
sure there’s a time when you need cynicism, and there is a time when you need reality, and
whenever you need that contract out for it, but don’t get those cynics on your staff because
they ruin the environment of your office. And so, get positive people who are working on this.
It’s hard for me to imagine that people who are not positive would work on fistulas, so | think
you have a head start on that. And while the objective in smallpox eradication was global, the
work was always local. And that’s the way it will be with fistulas. You have to know the culture
and you have to understand what’s happening here in order to make the difference.

Finally, evaluation was the key to finding the deficiencies. And we used to use the mantra of the
American Management Association, and we repeated this hundreds of times. You get what you
inspect, not what you expect. Know the truth.
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Finally let me quote from a book by Gregory Burns, it’s called Satisfaction: The Science of Finding True
Fulfillment. And he says, “Happiness and pleasure are passive emotions that come from things that
happen to you. Our notion of happiness is by and large due to genetics and luck. But satisfaction is a
positive emotion you experience because of things you make happen yourself.” This group is going to
feel a lot of satisfaction in the future.

So while the lessons are many, what’s the greatest gift of smallpox eradication? Well you have to go
back to the very first lesson, and that is it’s a cause and effect world. And it’s the demonstration, once
again, that the coordinated action of dedicated people can plan a rational future. This does not have to
be a world of plagues and disastrous governments and conflict and fistulas and uncontrolled health risk.
It's possible to plan a rational future and we should settle for nothing less. We should settle for nothing
less.

Thank you.
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ANNEX 3 — TRANSCRIPT OF DR. DON HOPKINS” “KEY ISSUES ARISING FROM THE
PRESENTATIONS”

Good afternoon. You can hear me okay, | think. I'm here now not because you need to see me but I'd
like to be able to see you and this is easier for me to read my notes from here than when I’'m sitting
down. | have really enjoyed this conference and I've been thinking to myself going through this very
special experience how much like the early days of some programs, including smallpox and Guinea
worm in my experience, this has been. And | certainly hope after the Guinea worm program is over to be
able to write up that story to describe the various things we went through and if | had done that already
| would have been able to save myself a lot of time here. I’'m going to make some observations very
much in the spirit of somebody who is standing, sitting outside of this subject area looking in. And you
can tell, as you may have earlier today when | completely misinterpreted one of Deb McFarland’s slides,
that this isn’t my area. But there are certain things that are in common. Sociologists say that in order to
create change, such as we are trying to do, that there are three or four stages. The first stage is to
describe the problem. The second stage is to show that there is a solution to the problem. Third stage,
show that the solution to the problem can work in the field. And in the fourth stage, add leadership. I'm
going to walk through those very briefly in the context of this.

In terms of the problem, we’ve heard of obstetric fistula, a terrible clinical problem, huge disparity
between northern countries more or less and southern countries in that respect, perhaps the largest
such disparity of any disease problem or condition. About 2 million people affected in an uncertain
number of countries, numbering in the dozens, so not just a terrible problem but a big problem. And
thirdly, we’ve heard in the course of the discussions yesterday and today that however big the problem
is now, however bad it is now, it’'s getting worse because we’re falling behind. The capacity to mend
people with obstetric fistulas is much less than the incidence of new people coming on board with
obstetric fistulas. And the range | picked up was somewhere between about 2 million people estimated
per year already, prevalence, with between 50,000/100,000 new cases per year, capacity for perhaps
10,000 surgeries per year on people. So, big problem, terrible problem, the world is falling further
behind in regard to that problem.

In terms of solutions we’ve seen some examples here, clearly not exhaustive, but some examples that
several effective solutions exist to the problem and have been demonstrated, and the one I’'m most
familiar with is the one of HDI that we’ve heard about in Bankilare, Niger. In a population of about
100,000 people, an 89% reduction of obstetric fistula over two years, 100% reduction in [obstructed-]
birth-related deaths over two years. With those kinds of numbers if we think of, instead of the kind of
intervention that was applied in Bankilare, if that were a vaccine people would be very, very excited
about it, a vaccine with that kind of effect. I'm especially pleased personally, as well, that many of the
village based health workers working in this are people who earlier worked in the Guinea worm
eradication program.

But in addition to the existence of effective solutions that we’ve seen illustrated here, we’ve seen also
manifest and testimony given to the broad impact of the solutions, especially the prevention
interventions. And just to mention three: reduction in maternal mortality, increase in provision of
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reproductive health services, reduction in fetal and infant deaths. So we focus on obstetric fistula but
have this much broader impact in the process of going after that single condition.

But in addition to effective solutions [and] broad impact, there’s also serious economic impact. Some of
it we heard reflected by Deb McFarland earlier today. And | put together most of these notes last night
and | would still say that to me, looking at the, for example, as we heard yesterday, relative costs of
treating people with obstetric fistulas as compared to costs of preventing people from getting obstetric
fistulas in the first place, to me that’s the wrong comparison. And that among several things that Deb
talked about this morning, | think one of the most powerful things economically to talk about, to push
people on, is to think about, challenge people in regard to; it’s of course important how much it costs to
mount this intervention but get people to realize that it’s also costing something NOT to mount the
intervention. In other words it’s costing a lot not to do prevention or treatment for obstetric fistula in
this case. And that one of the comparisons, one of the economic hammers we want to acquire as soon
as we can is to be able to, with some authoritativeness, allow people to compare what is it costing to
continue neglecting this problem as compared to what it would cost us to deal with it.

So that we have a solution, and we’ve shown to a degree solutions, several solutions work in the field.
What about the leadership component? And here’s where | want to spend the rest of these few
minutes. | have just thought about some aspects of leadership or elements of this approach where |
think leadership is very important.

One is the need to define the overall goal. And these are more or less in chronological order, not
necessarily in order of importance. You need all of these. | wouldn’t suggest leaving any of them out.
But, defining the overall goal in the global context, to the best of our knowledge, how many countries, in
how many countries can obstetric fistula be said to be a significant problem? What's that global
context? Bill Foege spoke yesterday about establishing ultimate objectives. What's the desired
outcome? Surely it is to reduce, whatever the size of the problem is now, it’s to reduce it significantly,
maybe to reduce it to zero. And in establishing that global context, remember the Millennium
Development Goal #5 as part of that context.

Secondly, apart from defining the overall goal, articulate certain strategies. And we heard yesterday |
thought very cogently and very powerfully, the idea that this problem demands, the solution to this
problem demands an approach that incorporates prevention and treatment. It’s not either/or, it should
be both. We also heard the importance of increasing partnerships, starting with Bill Foege yesterday
morning, increasing collaboration. We heard that the Campaign to End Obstetric Fistula is already
engaged [with] about 25 partners in 47 countries. | thought when | was getting tired last night of how
this Campaign to End Obstetric Fistula might in English be called End Obstetric Fistula, in which case the
acronym could be EnOF or Enough! But that was a product of when | was tired.

We also heard in terms of strategies the importance of engaging women who are survivors of obstetric
fistula as counselors. And we heard this morning again the importance of local rights, mobilizing local
people to understand what their governments and others should be providing them, to understand
what they can do for themselves better, to understand that they don’t need to tolerate at least some of
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this misery, that it’s possible to get rid of some of this burden. And one of the advantages of this, in one
sense, of the obstetric fistula problem, is sort of like the tag line that’s used in some advertisements for
dentistry: that you don’t need to floss all of your teeth, just the ones you want to keep. In terms of
obstetric fistula, everybody has a mother, many people have a sisters, a lot of people have aunts, nieces,
cousins who are female, etcetera. This problem, in certain countries, affects everybody including
legislators and people who might be inclined to neglect other problems, but this is something that
affects everybody. And once you begin mobilizing, and starting, if necessary, with the women, it’s easier
to mobilize around it.

Still on strategies: | underscore indices. And in my personal experience this is just a very powerful tool
that you neglect at your peril. And | spoke a little about this yesterday. Dupont Corporation has the
motto that “What gets measured gets done”, which is a powerful motto. It was mentioned yesterday of
a number of indices put together and that within that a core number of indices — and | would just say all
of my personal and professional experience says go with a few indices, go with indices that are focused
and go with indices that are standardized. Each country is free to develop different or complimentary
indices in much more detail, you need much more detailed indices to run programs, but in order to
judge how the overall initiative is going, to have some sense as to how the overall thrust in a given
country is going, you need a handful of indices. And | would assert if you're getting into even nine or ten
indices that’s already too many. And you have to be ruthless in that regard. There’s freedom to develop
a number of indices in addition to that, but focus on a few indices that will need to be refined in the
course of the initiative, they will need to evolve, but keep them few in number. And have them cover
key services, and as you get more sophisticated, perhaps track key times, but few in number, focused
and standardized. | also mentioned yesterday, this does at least four things. One of the most important
things it does is to focus attention of programs on the areas that are most important, if those indices are
well chosen, on the outcomes that are most important to the efficacy of the program. It also serves
secondly as a powerful motivator: friendly, constructive competition. You can show progress. You can
show lack of progress, to shame those who need to be shamed where there’s lack of progress. And in
that regard | like to refer to what | call the “Disney principle”. Those of you who have been to Disney
World or Disney Land, you know, particularly in the summer, the lines can be very long. But people
tolerate those lines provided two things are true: one, the line is moving, and secondly, nobody is
cutting into the line in front of you. And so in formulating indices, you want indices that will move with
effort, that will move faster with greater effort, because that’s what you’re trying to unlock. And that’s a
very powerful thing. It will also, | told Bill Foege yesterday after his talk, that my formulation of this
business of how do you use data is, that | use in talking to students is, that our job in public health is to
use our data, among other things to make the right people uncomfortable. You want to motivate the
decision makers and have ministers of finance, for example, to understand that it’s not just money down
a rat hole going to the ministry of health, it’s not just “well, this money can be better used for something
else”. The framework you want to covey is, “If this money is not spent on this program, these are the
consequences, and those consequences, you can imagine them, might affect your aunt, your sister,” etc.
And finally, focused, few standardized indices can be attractive to donors because it also allows them to
see movement as a result of their funding.
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Next topic is just in terms of the overall issues. Now I've talked about finding a goal, and mostly what
I've talked about is different kinds of strategies and things to think about, including indices. Assess the
problem. And you remember someone showed yesterday a graphic, | think it was our good doctor from
the London school, a table with red spots showing where different services were available in different
clinics. The [practical use of these] plots is, where there’s space, to fill those spaces, to get those spaces
filled. That was one of the most powerful tools we used early in the Guinea worm eradication program
as well, so that you could see at a glance where there are holes. And it was mentioned yesterday also of
the fistula survey and inventories of services; assess the problem, assess the capacity to deal with the
problem. Scaling up is clearly a very important aspect, issue in this initiative as well, and you cannot
know how much you need to scale up if you haven’t assessed the problem, if you don’t have an overall
goal as well for where you want to go. And | would just say, somewhat related to this, that | think one
consideration might be made to perhaps publishing a summary of this meeting in Lancet or something
like that, and certainly the global initiative should consider an annual summary, report card of some sort
using a few key indices, but also some prose in WHO'’s Weekly Epidemiologic Record, for example, to
show year to year what the progression is and provide a forum for encouraging and shaming, as
appropriate.

Program reviews, where you get together a few countries to learn from each other, to challenge each
other, has also been a very powerful tool. We've used it at The Carter Center in the Guinea worm
eradication program, in river blindness program, trachoma program, and we even partnered with WHO
year before last in Benin republic to apply it to six countries, their Buruli ulcer programs. And | can tell
you in each one of those experiences in the beginning — well, in the beginning with Guinea worm we
didn’t have Power Point yet, it was overheads, and things like that — but the point is the data are going
to be terrible in the beginning. In this instance you’re further along already, it’s going to be better. But it
will get better. And there is nothing so motivating as knowing you’re going to have to present again next
year, and country Y had a much better presentation than my country did, as a powerful motivator for
content, and not just for the nature of the presentation. And | would note, it occurred to me right off the
bat here, you’ve already got significant activity going on in East Africa, in Tanzania, Ethiopia and Uganda
on this issue of obstetric fistula. You also have, on seat in Ethiopia right now, a minister of health, very
capable, about five years in place now, for whom maternal health is one of his highest priorities. The
other one is malaria. And so | can easily imagine getting together at least those three countries in East
Africa at least once a year or so to compare notes and learn from each other and stimulate each other.

Advocacy is clearly another very important issue that | would mention here, and say that in regard to
advocacy, success is best. And in that regard, the example we heard, again, of HDI, | mention that
because I'm familiar with that one, is a very powerful example for advocacy. But in advocacy, also
remember, you need that economic club of some estimation of how much more it’s costing country X or
the world to neglect this problem compared to how much we estimate it would cost to address this
problem.

And my final point in regard to these sorts of issues is the increasing and refining of the evidence. That’s

been referred to several times here. This has to be refined. We’ve got some already but it needs to get

better. As Bill Foege said yesterday, | think he phrased it in terms of not being satisfied, ever, or feeling
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you have all of the answers. And | would only add that in regard to improving the evidence base, such
improvements need to be targeted, that was mentioned this morning, and it needs to be timely: the
faster the better with due attention to the quality. And in looking at aspects of evidence that could use
refining, we referred earlier to economic benefits, but some issues mentioned yesterday that | just
flagged as examples here, the issue of targeting all women versus women at high risk, or women
thought to be at high risk. And there’s a parallel in the malaria area where in many instances priority
attention was given to pregnant women and children under five compared to getting long-lasting
impregnated bednets to the whole community. The latter, it turns out, is much more effective in that
instance. But we need data. We need data also on this problem of subsequent fistulas and the role that
they play. The issue of using foley catheters to increase healing in a large percentage of people with
relatively smaller fistulas is something else where more data could be useful.

And almost finally | just want to say how pleased | have been to have been a part of this, and the fact
that we have had, especially, our colleagues from Niger here, participating in it, not just the experiment
in Bankilare, but contributions to the discussions here.

And finally, finally | want to tell you that Bill Foege didn’t tell you all of the story about President
Abraham Lincoln and smallpox yesterday. The part he left out was that when Lincoln came back to the
White House with his smallpox he held cabinet meetings while he was ill with smallpox because there
was delay in the proper diagnosis. In fact they had to bring in a professor from Johns Hopkins who made
the correct diagnosis, finally, of the president. But at that time the White House was open to the public,
and people were milling around, would be milling around seeking jobs, mostly, and Lincoln put up with
this but he was clearly perturbed by it, to a degree. So at one point he said to one of his assistants,
whose name was Nicholai, he says, “Nicholai, you know there’s one good thing about this”, this being
me having smallpox. “What’s that Mr. President?” “I now have something that | can give everybody.”
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