Email from GiveWell to Dr. Wall, 8/13/09

Thank you for taking the time to speak with us on Tuesday. I have read the documents you have sent. My understanding is that based on your experience you believe that dedicated fistula surgery centers better serve fistula patients than general hospitals and that the Worldwide Fistula Fund's expansion activities are currently focused on building a few such dedicated centers. Is this correct? 

I have the following questions about this issue:

--Do you have evidence that there are qualified surgeons who are ready to work on fistula if the facilities are provided?

--Do you have evidence that women receive higher quality care at dedicated facilities than at general hospitals?

If you think it would be better to discuss these questions on the phone, we'd be happy to schedule a time to talk.

On another note, would it be possible to get a copy of the Worldwide Fistula Fund's budget, broken down by program activity?
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We are working to develop dedicated fistula facilities, either as specialist centers, or in some cases where a dedicated facility is not feasible or warranted, to develop specialist capabilities at existing hospitals where we can provide specialist services, training to upgrade practitioners who are there already and improve capabilities.

 

Your second question seems rather odd to me.  We are not just “building facilities,” we are establishing fistula centers with a “whole person” approach to care.  The care of fistula patients is much more than “fixing the hole;” there has to be provision of ancillary services that go beyond surgery.  We would never “build a center” and then look for somebody to run it.  Provision of surgeons and staff training are part of the package from the outset.  Although some other groups have built centers and then looked around to find a way to run them (I could give you some hair-raising examples—there is a magnificent fistula hospital in Ghana without doctors, nurses, or patients…), it makes no sense from a strategic planning perspective.  We develop the surgical capabilities in tandem with the centers.  That is the only way that makes sense.  If you have the capability to train a surgeon, you can develop the surgeon’s skills along with the clinical facilities.

 

The third question also seems rather odd to me.  This is a basic principle that applies to all surgical services:  greater volume and greater experience inevitably lead to improved outcomes.  That is why you are better getting your gynecological cancer treated here at Washington University than you are getting it treated at your community hospital in, say, Meade, Kansas or Bolivar, Missouri.  Aggregation of patients into specialist settings is what enables people to do research, to tackle more complicated cases, to see the full spectrum of disease, etc.  More experienced surgeons do better than less experienced surgeons and the creation of specialist facilities always drives things in this direction.  So, Yes, there is ample evidence that specialist fistula centers do a better job than general hospitals that are also having to cope with appendicitis, typhoid bowel perforations, road traffic accidents, etc.  That does not mean that “all” fistulas must be repaired at a specialist center, but since only a minority of fistula cases are “simple” fistulas, a specialist center will have a better overall success rate even allowing for the more complex “mix” of cases.
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--Do you have evidence that there are qualified surgeons who are ready to work on fistula if the facilities are provided?  

·         If there is anything that is “universal” about the world of fistula care, it is the lack of evidence.  It is natural to desire that our clinical care be based upon reasonable scientific data, that our understanding of the issue be founded upon sound epidemiology and cultural anthropology, and that our programs be designed on the basis of objective information on capacity, barriers to access, and the like.  The history of fistula care is that it began at isolated outposts in the hands of a few strong individuals.  They were so overwhelmed by need and so under supported with resources that the thought of using funds for basic research to establish an evidence base for any of this was unthinkable.  Even today, as there are more organizations and institutions interested in funding programs directed against fistula, the use of these resources comes down to an exercise in ethics.  If there is a huge backlog of women waiting for care for this devastating condition (as we believe that there is), should the money be used to study them or directly to help them?  So, the honest answer to this and your other inquires about the evidence behind the strategic planning going on out there is that neither we nor anyone else has any evidence to make use of.  A few years ago, this became abundantly clear through the work of Johns Hopkins epidemiologist Dr. Cindy Stanton.  As one of the world’s foremost academic specialists in the area of the epidemiology of maternal health, Cindy took it upon herself to find every number published in the scientific literature about the prevalence of fistula in the developing world.  She then made the huge investment in time to follow each of these numbers back to its source documents, to see where the numbers had actually come from.  She was astounded to find that in 100% of cases, the origin of objective figures on the number of women with fistula could be traced back to some individual’s opinion.  None, not a single one, were based upon evidence, because there was no evidence to use.  Dr. Wall and Dr. Arrowsmith have served on the International Continence Society’s expert panel on Obstetric Fistula.  The purpose of the panel is that every three years we were called up on to review every paper ever written about fistula, distill what we found, and present consensus recommendations for the rest of the fistula world to follow.  What we found was that there was almost no objective information on any aspect of the clinical care of fistula patients, just as Dr. Stanton found in her study of epidemiology.  

All of this is to say that if anyone were to answer your questions and give you “evidence” about the programmatic aspects of fistula care, they would either be basing this on someone else’s conjecture, or they would be lying.  

And so, just as everyone else has done, we are left with trying to be observant as we do fistula care, and basing our strategies on what we see.   This principle must be kept in mind as your questions are addressed.  What you are asking for is completely reasonable and right to request, but what you are asking for does not exist.  

So, finally, to answer your question, we know that there are a number of surgical providers in Africa with fistula training.  I can say this objectively, since I have personally trained several dozen.  But, it seems that very few go on to practice fistula care.  As an example, during my [Dr. Arrowsmith’s] time at the Addis Ababa Fistula Hospital in Ethiopia, I trained 4-5 surgeons from the country of Niger.  When WFF became involved in a new project there, and we visited the country to begin our planning, I was excited to follow-up on them and see how they were doing.  When we arrived in Niamey, one of the first things we were told was that training was an imperative, since there were only two surgeons in the entire country who had been trained in fistula surgery.  When I asked who they were, I learned that neither was among the group that I had trained.  No one knew anything about the doctors I had already trained.  They were no longer in Niger.

Likewise during my time in Ethiopia, we were told over and over again that the reason that there were so many clients coming to Addis from rural areas was that there were no trained surgeons out there.  And yet, every resident in training in gynecology in the country had spent several months training in fistula surgery at our facility in a program that had been in place for nearly 20 years.  Where did they all go?

And so, like nearly every other issue touching upon fistula care, this problem is complicated.  Clearly, training is not enough.  This discussion touches upon the whole issue of “brain-drain”, where so many qualified African professionals end up practicing in wealthy countries in the West.  But, the problem is even more basic.  We cannot train doctors to do something that they then cannot afford to do.  Fistula patients, by the nature of their condition, are destitute and unable to pay for care.  For doctors working at funded sites, this is no problem.  For everyone else, this is the end of the discussion.  I have known probably 10 African surgeons who came up against this problem and paid for the fistula surgery that they did out of their own pockets.  But this, they quickly learn, is not a sustainable situation.  So, we have to provide national surgeons with both the training and the resources to do fistula care.  


--Do you have evidence that women receive higher quality care at dedicated facilities than at general hospitals?  

         Once again, anyone who told you that they had “evidence” with which to answer this question would be lying.  I have never seen any published data attempting to measure “quality” of healthcare delivery in Africa as we try to do in the US.  

Women who survive obstructed labor and develop a fistula are subject to a wide range of injuries, from foot-drop to bone destruction, to fecal incontinence to infertility, to inability to function sexually, all in addition to the obvious problem of lack of urinary control.  They also suffer profound social, psychological, and spiritual trauma that can profoundly affect quality of life.  And, as we mentioned above, they cannot afford to pay for care.  So, it makes sense that fistula care must include a far wider range of services than, for instance, a general surgery service providing care for bowel obstructions.  And, the care they receive must be subsidized.  

We have personally seen the difficulties involved in trying to do this in the context of a general hospital.  Fistula patients become resented by other patients, and even hospital staff, because they receive a higher level of support than other patients do.  The stigma that they endure because of their injuries does not end when they pass the portals of an African hospital, and they tend to be actively discriminated against as they negotiate the strange world of an institutional environment.  

You can get around most of these issues simply by having fistula care delivered at places where only fistula patients come.  Their odor is not stigmatizing when everyone else has it, too.  Costs can be lowered dramatically because care can be focused on the specific needs of fistula clients. No need for a big x-ray department or extensive lab and pharmacy capabilities when you only do one thing.  The resources that are saved can then be applied to the special needs for social reintegration and rehabilitation that these women bring.  
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Thank you for your thoughts. Your responses have triggered some additional thoughts and questions:

-You say that you "develop the surgical capabilities in tandem with the centers." What are the professions of those you train before your training? Are they already doctors and surgeons and you train them to repair fistulas or are they not yet medical professionals?

-You argue that specialist fistula centers necessarily provide better quality care because they are specialized. This seems like a plausible argument to me, but it also seems plausible that general hospitals might provide higher quality care due to the scale advantages of running a larger facility. Also, it seems possible that in the U.S. we prefer specialist centers because the best doctors choose to work there. This may not be true in developing countries. Since both situations seem possible, do you have any empirical evidence that compares quality of care at general hospitals to that of specialist fistula centers?

If you think it would be better to discuss these questions on the phone, we'd be happy to schedule a time to talk.

Also, we look forward to seeing a budget breakdown by activity if this information is available and not too time-consuming to track down.
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 -You say that you "develop the surgical capabilities in tandem with the centers." What are the professions of those you train before your training? Are they already doctors and surgeons and you train them to repair fistulas or are they not yet medical professionals?  

·         Fistula surgery is difficult, and it spans several surgical disciplines.  In order to be in a position to provide a full range of surgical care for these women, fistula surgeons must be comfortable with principles of plastic surgery, urology, colorectal surgery, and gynecology.  And so, formal training in one of the surgical disciplines providing pelvic surgery is a necessary foundation before specialized education in fistula care. 

 

-You argue that specialist fistula centers necessarily provide better quality care because they are specialized. This seems like a plausible argument to me, but it also seems plausible that general hospitals might provide higher quality care due to the scale advantages of running a larger facility. Also, it seems possible that in the U.S. we prefer specialist centers because the best doctors choose to work there. This may not be true in developing countries. Since both situations seem possible, do you have any empirical evidence that compares quality of care at general hospitals to that of specialist fistula centers?  

·         See our answer above.  Once again, no one has empiric evidence about any part of this.  Sorry, this is just reality. 

