DISCUSSION
IS THERE AN EFFECT OF RACE/ETHNICITY/CULTURE
ON CANCER TREATMENT AND/OR OUTCOME THAT IS
DISTINCT FROM ACCESS, SOCIOECONOMIC STATUS,
OR OTHER FACTORS?
IF SO, WHAT IS THE FUNDAMENTAL NATURE OF THE
PROBLEM?  THAT IS, WHAT IS THE BASIS OF THIS
EFFECT, AND WHAT ARE ITS COMPONENT FACTORS?

First, I am going to call upon Peter Bach.  


Peter Bach, a colleague in New York at Memorial Sloan Kettering Cancer Center, wrote a very provocative paper, I think, nearly two years ago published in the New England Journal of Medicine.  I think it was around November of that year.  


And he did a significant study that has bearing on the things we are concerned about here today and I am going to ask Peter Bach in a short concise way to tell us what you have found.


DR. BACH:  Okay.  The study that you are referring to examined treatment of blacks and whites in the U.S. with early stage nonsmall cell lung cancer.  Early stage nonsmall cell cancer is a disease that is optimally treated by surgical therapy, which we believe confers a large benefit.


We focused particularly on individuals who were 65 and older in the Medicare program to address one of the issues on this list which is the confounding effect of insurance coverage.  And we identified the individuals through the National Cancer Institute's SEER registry, which is the highest quality of cancer registry or set of cancer registries in the country and the source of most of our cancer statistics. 


We observed that of blacks and whites diagnosed with early stage nonsmall cell lung cancer two things.  First that blacks, on average, underwent surgical treatment, the optimal treatment, less often than whites with an absolute difference of 12.7 percent.  We talked about this before but amongst those individuals who were treated with surgery or who were not treated with surgery there were not large differences in survival so even though there was a large difference in overall survival between the blacks and whites, an absolute magnitude of eight percent at five years. 


Within the groups that had surgery in blacks and whites and within the group of blacks and whites who did not have surgery, their survival was roughly similar, suggesting that the differences in surgical treatment may have explained at least a substantial portion of the overall survival differences between the two groups.


Now we tried to address some of the other issues.  Insurance was similar across the two groups in that everyone was in the Medicare program.  The proportion of people who were in HMO Medicare and Medicare Managed Care as opposed to the indemnity program was similar. 


Socioeconomic status, and a study like this can really only be measured from geographic variables, so you can get a pretty good idea of what the average income is let's say in the zip code or census track of residence of an individual.  That is not the same as measuring personal wealth.  At that level the socioeconomic status measure using zip code level, we found that the under treatment was consistently seen across socioeconomic strata.  In other words, in the richest of rich, blacks were treated less often than whites.  And in the poorest of poor, blacks were treated less often than whites.


Other effects such as those of age and gender did not explain some of the primary findings either of treatment or of the survival difference.


There was a residual survival difference between blacks and whites after we considered the differences in surgical therapy, which we suggested at that time was probably not due to excess deaths due to cancer but instead were due to excess deaths due to other causes.  As you know, blacks suffer excess mortality from things like stroke and heart disease, diabetes and other things external to cancer and some preliminary work we have done has suggested that that supposition could be correct, that the amount of death -- the amount of difference in survival that we saw could be explained by noncancer causes easily.


DR. LOBELL:  Comorbidity. 


DR. BACH:  I am sorry. 


DR. LOBELL:  Comorbidity.


DR. BACH:  Yes, I guess loosely characterized a comorbidity, right.


We had some -- we were able to adjust for comorbidity differences in the study using things like claims data that record the frequency of prior diagnoses and current diagnosis, and comorbidity differences did not explain either the survival difference or the treatment difference but they may in aggregate explain the small difference that was seen between blacks and whites who had surgery. 


DR. FREEMAN:  I am going to open up some comments around your paper and I would like others to chime in.  What do you conclude then from your work is the real significance of race in obtaining the best treatment for lung cancer, for curable lung cancer, separated from all the other factors?  Are you convinced that you have eliminated the other factors in the study or is there room for people to say, "We are skeptical that you -- that race and economic status were not disconnected or disassociated from each other."?  


DR. BACH:  We did the best we could in the context of that study to control for -- to separate socioeconomic status from race.  There was an editorial on that issue where they raised that exact question and the editorialist suggested that the measures, as I have described them, are inadequate to adjust for things like socioeconomic status.


I think that at some level they are probably correct that, you know, measures like geographic measures or even interview level data on personal wealth and education may not capture the full effect of socioeconomic status so, on average, it would remove less of the effect than is truly present.  It is the best we could do in that study context. 


The uniformity of the result across socioeconomic groups and across geographic groups and across insurance groups and across age groups and gender groups and comorbidity groups lead me to believe that the independent effect of race -- there is an independent effect of race and that it would not be even in a better measure explained by something like a better measure of socioeconomic status. 


DR. FREEMAN:  The second question I think naturally may come up, and that is the communication issue across groups of people who may be different culturally, maybe not and maybe, how could you be sure that the problem was not two ways or was it two ways and where was the weight of the problem?  In other words, you have a care giver trying to communicate a treatment presumably who has made a choice of how to treat the person and then you have somebody who is receiving care who is in this case African American or white and the question then arises, I think, a question that would make sense to raise is what about the interface of communication and what effect may that have had in determining these results?


DR. BACH:  It is -- I mean, obviously it is a very important question and I would point to the work of someone like John Ayanian who is focused far more on the actual communication relationship than we were able to in this observational study.  There is something interesting.  We do not know, for example, whether or not the under treatment of blacks that was observed was due to refusal of treatment or lack of offering of treatment or something else like that.  We just know that the absolute rates were different.


What we thought was sort of interesting about this particular study setting was that all these people were diagnosed with cancer, the blacks and whites both, and stage.  Meaning that they did not just have a tissue diagnosis that was obtained, for example, in an emergency room and it fell out of the system.  They had a complete evaluation and so they had at least one foot in the door, to use a colloquialism, into the health care system and then something seemed to have happened. 


So I do not know what it is that happened at that point but there was some buy in from both parties into the cancer evaluation process. 


DR. FREEMAN:  With respect to what we have laid out as our goal of this meeting, that is to have a dialogue and perhaps to answer the first question, "Is there an effect of race/ethnicity and so forth on cancer treatment," are you convinced from what this study indicates that there is an effect related to race in itself from this study?


DR. BACH:  I think we have presented compelling evidence that it is an independent effect of race.


DR. FREEMAN:  Are there other questions for Dr. Peter Bach?


DR. LOBELL:  We have had similar thoughts and with this in mind what we have done with a lot of our younger doctors, the residents, the fellows and even our medical students, is before allowing them on to the wards of our hospital, our Indian hospital, that they take a course in cultural sensitivity so that they get to know our patient population a little bit better, perhaps to know what questions to ask or at least what the questions mean, and we started this about a year ago and it is too early to evaluate this but it is something that we are doing for this issue.


DR. BONNER:  Well, I would just like to make a comment.


DR. FREEMAN:  Florence Bonner.


DR. BONNER:  I was interested in the fact that you apparently had a partnership kind of relationship with HCFA to get access to their data.  Is that correct?


DR. BACH:  Well, the data that we obtained was called the "SEER Medicare Linkage Dataset" and those data do come from CMS but through the National Cancer Institute. 


DR. BONNER:  Okay. 


DR. BACH:  And that linkage -- you have to apply for those data and submit a protocol.


DR. BONNER:  That I understand.  I thought I heard you say you were working with HCFA in response to one of the questions.


Let me just say that I am having a senior moment right now because the name of the director even though the agency is different now about six or seven years ago escapes me but there is a really good article in which he described that there were less offers of intervention methods to frail elderly black patients specifically and there was, indeed, a study done internally in the agency to come up with those disparity information or the data.


And based on that HCFA started a partnership around the country with various universities to get researchers to help them get inside the datasets and work more closely with under served population to try and figure it out.  That is who I thought you had mentioned a partnership with. 


DR. FREEMAN:  Jeanne Mandelblatt?


DR. MANDELBLATT:  One of the issues we run into in trying to answer your question, I personally am convinced, yes, there is an effect of race in ways that were talked about earlier.  When you look at someone, I think people -- there are different experiences that people have in the health care system, both in what they bring to it and how they are treated.  The difficulty with a lot of the datasets that is a secondary dataset, the SEER Medicare, they really cannot tell you anything about those experiences.


I think it is very -- they are very provocative data and they are pretty solid data for what they are but, as Jack was saying, to really understand is there a different experience within the community or within the health care system, the interactions therein, you need to do some direct observation.


I mean, we know that physicians have propensities for particular kinds of treatments.  They prefer particular kinds of treatments.  Whether those vary by a patient's age or race, we would all probably say probably.  I am not sure.  One thing I would be curious about is how people could study that.  Even if you could sit in a room and video and audio tape it, these are pretty subtle things.  Certainly things that physicians are not going to admit to on a survey that they have a racial stereotype.


DR. FREEMAN:  Or maybe even be conscious of.


DR. MANDELBLATT:  Yes.  Some of this is a less than conscious level.  I am just sort of curious if -- I do not know if we need to make the case.  Maybe we have enough data to say that people are treated differently based on race.  If we need the data I am not sure as a researcher how we are going to get it.  We have been trying to -- we have been playing around with scales that are perceptions of ages and of racism in health care experiences and they are pretty crude.  And they do detect differences in treatment and outcomes, and it was sort of interesting that the black women perceived more ageism in the health care system than the white women do across all ages, such as general experiences of some bias are there but even those are fairly crude measures.


I guess we have to know (a) is it a question we need to answer and, if so, how would we answer it?  I do not have the answer.


DR. BONNER:  There are some small scale studies that have been done on women and diagnosis and treatment where the methodology was observation and it was not where the researcher is drawing the conclusions but rather -- and it was done with a hospital in Texas, in Houston, Texas as a matter fact.  Baylor permitted a researcher to sit outside the treatment room in an office and both log male and female patients going in for treatment, sitting with the physician to allow -- in this case, a her, T.J. Skinner, and her work is documented -- allowing that clinician then to sit with her and talk about what he, mostly males in this case, found with each patient.


And the short of all of this is that women who had similar complaints when they went into the office as did men were dismissed in certain ways.  There was a great deal of differential analysis about what was going on.  Women based on sexuality who had hypertension, for example, were often suggested that hormonal shifts and menopause and those sorts of things were the problem and took much longer to be diagnosed than, for example, men did.  
Her studies were done in 1989.  Both the clinicians as well as patients gave permission and it was a ground breaking work when it got done.


DR. FREEMAN:  Thank you. 


Joel?


DR. WEISSMAN:  I would like to make two points.  I guess the first has to do with when you look at something like Dr. Bach's work, which is based on the administrative data, it is often when you break it apart held up in more detail examinations.  You mentioned the work by John Ayanian, and I was on the paper with John, and this was looking at access to kidney transplants.  And, among other things, we asked patients whether they preferred to get a transplant and it turns out that African Americans actually had a slightly less preference for transplants than whites but it did not explain all the differences in actual transplantation.


We looked at sort of if you understand that any access to a complicated or high technology procedure you have to go through a number of steps or, in the case of vulnerable patients, there may be barriers to getting there, and we found out that blacks were less likely to be appropriate candidates for kidney transplant, that they were less likely to go through the entire process of evaluation so they did not really complete all their work-ups for various reasons.


And then even -- but each step along the way there was this sort of drop off.  I think John Eisenberg once referred to a voltage drop off and each step along the way there was a drop off resulting in differences in access to kidney transplants.


The second point, I guess, I would like to make is that, you know, what we are really talking about is quality of care and quality of care is -- can be improved for everybody, not just blacks.  And in a related work with Arnie Epstein where we are looking at access to cardiac -- to revascularization where we think about quality of care in terms of not only under use but also in terms of over use of procedures, we have to realize that some of these discrepancies that we see are due to over use by whites as well as under use by blacks and that there is a lot of under use by both races, and a lot of over use by both races although they differ.


So I think, you know, one of the conclusions that I hope we get today is that by improving quality of care for everybody we will actually reduce some of the disparities that we see. 


DR. FREEMAN:  Thank you.


Grace Ma?


DR. MA:  I have three points.  One is that I do believe the information, health information can reach the populations that may not be really into the -- in the scanning of the system and then how people can utilize this information.  And there are a lot of persons -- we have this information here but it is not in their language.  It is not just educational level but the terminology.  And there are a lot of barriers that really need to be covered.


The second thing, I think, there are very -- still across the country, I believe, only 30 percent of the medical schools or public health schools or nursing schools are offering transcultural training in their curriculum and this is really -- on the provider side is very crucial.


And number three, I think, is really adding to previous speakers' concepts that I think when we try to cover the health disparities not only do we need to do quantitative studies but also qualitative and observation interviews and all this needs to be combined as a research methodology.


DR. FREEMAN:  Jon Kerner?


DR. KERNER:  I wanted to go back to Peter's paper for a minute.  As I was looking at it, Peter, and I looked at Table 2, one of the things that struck me about that table where you sort of summarize the rate of resection according to the various risk factors was that at the top of the table there is virtually no variation at all with respect to individuals in terms of the difference but once you start getting into aggregate characteristics like which area these -- you know, which SEER area it was or whether or not there was an indemnity plan versus an HMO, we start seeing the effect getting mediated in terms of it not being uniform across all groups. 


So, for example, San Francisco, Oakland, San Jose did not have a significant difference in the black/white resection rate whereas other areas did but even in those areas the magnitude of the effect varied somewhat.  As I look at this table it looks to me like the indemnity plan folks there was a big difference and, of course, that was the bulk of the population but in the HMO group there was no significant difference.


The point I want to make about that is that while it is tempting and very compelling to focus on the patient-physician interaction component of this, I am reminded of something that Jack said in his presentation that when the environmental stressors are high, that is to say when you are working in an environment where perhaps resources are low, time is very limited, numbers of patients are huge, the capacity to stereotype goes up and the application errors perhaps also go up.


So I think it is an empirical question as to whether or not cultural sensitivity training for medical students is actually going to have an impact on this issue and I think what we have done is we have gone down that road saying, "Well, it is a good thing."  


And, in general, I believe the idea that sensitivity training for all of us is a good thing but whether or not it is actually going to address this issue of the unequal access to quality of care resources and the stressors that practitioners face in these resource limited health care settings and overcome them is an empirical question that we need to at least examine and not accept, you know, as a given that cultural sensitivity training in medical school is actually going to make the difference.


So I would caution us to think at both the macro and the micro level here and I do think this is a phenomenon that has to be both studied and perhaps intervened upon on multiple levels.  If you think that you are going to be able to address this just on the patient level or just on the practitioner level without taking into account the sort of structural inequities I think that is a mistake.  Certainly a mistake from a research point of view and it is probably a mistake from an intervention point of view.


DR. FREEMAN:  I just want to say that the question is, is there an effect.


DR. KERNER:  Right. 


DR. FREEMAN:  And --


DR. KERNER:  The effect seems to be mediated depending on what level you look at it at least in Peter's paper.


DR. FREEMAN:  Right.  And I want to ask Jack Geiger to make his comments. 


DR. GEIGER:  I just wanted to comment on a couple other comments that have been made that do tie together.  In answer to Dr. Mandelblatt's question of can you study this, yes, you can, I think, effectively as long as -- this is what Van Ryan and Burke did in their follow-up of the Hannon study.  As long as the respondents are not aware that race is what you are interested in.  In which case you get obvious suppression and bias.  They thought they were responding to a study about clinical decision making, which interested them.


The -- a number of prospective studies now turning to what -- so I will add before I leave that point, I think recording as long as people do not have the impression that you are looking for racial, social class or gender bias, by some generic term like clinical decision making or interviewing or whatever may give you some clues but it is -- you know, it is very time intensive, costly, anecdotal, hard to accumulate enough data.


There are now a number of prospective studies, one of which Dr. Weissman -- all of which point in the same direction.  Yes, there are differences in patient preference or patient choice.  They usually do not by race or ethnicity -- they usually do not account.  They are not sufficient to account for all of the disparities in treatment or outcome.  They are a factor.


The relation to outside society.  One of the most poignant findings in a paper that is in press now in the Journal of Public Health, again in renal disease where a number of papers have demonstrated that staff does not offer minority patients the information about applying for a transplant, getting on the waiting list or the like at the same frequency as they do white patients.  But it is a very poignant study from three big dialysis units in Baltimore where they interviewed patients, they interviewed physicians and they interviewed staff quite uniquely looking at the rest of the staff and discovered -- at length and discovered, indeed, that a significant percentage of the African American patients offered the opportunity decided not to go on the transplant list and it is similar to what was found before.


And on extensive interviewing it turned out that their reason at any rate was that their experience of discrimination in the larger society, not just in the health care system, cumulatively, these were elderly people, older people, cumulatively made them suspicious of this kind of additional venture.  Well, this dialysis place is pretty good and I get treated all right.  All of my experience tells me I should not risk something beyond that.  It is behavior on that level that we need to find the techniques to understand a little better.


And two final points just in a big hurry that Peter was mentioning about income.  We need measures, even harder -- it is bad enough to try and do income without getting aggregate census track data which are not very good, we need to know more about wealth.


David Williams and Collins did a startling study based on census data comparing wealth in the lowest quintal of income of blacks and whites in the United States from census data.  The lowest quintal of income, median wealth for whites, that is equity, a car, bank accounts, whatever, in the lowest quintal of income, median equity -- of median wealth for whites was $14,000 per family and for blacks it was one dollar.  It is an astonishing ratio that speaks to factors in lifestyle, living from paycheck to paycheck, and all kinds of other stressors that we need to know more about. 


And, finally, and then I will shut up, the approach that says this is a quality issue as well as a race issue may be extremely useful.  I think if -- we know it is a race issue.  Say it is a race issue and we are going to run into a lot of these kinds of denial, say it is a quality issue and I think we are appealing to the egalitarian impulses that everybody ought to have quality regardless of race or ethnicity, it is just -- it is something we need to test out as to which is the more effective way to get participation and response from people in the profession.


DR. FREEMAN:  Yes?


DR. GORNICK:  I just wanted to comment on the use of aggregate data.  First of all, I think you were talking about Bruce Bladdock from HCFA.


DR. BACH:  It was Bruce Bladdock, yes.


DR. GORNICK:  Okay.  I want to make the point that if you want to study a relatively rare event like the lung cancer treatment that Dr. Bach spoke about there is really no other way to do it than to use a large database because when we have -- at HCFA we had the Medicare current beneficiary survey.  We did a little back of the envelope calculation and you would expect to find with that size sample two black men who had a heart bypass and you know you cannot do research that way. 


So that I would like to differ on the fact that using the aggregate census data or linking it to SEER or Medicare database is not good.  It is -- one, it is the best we have.  And, two, it is like the weight of findings.  If you find it for lung cancer it for 12 other procedures, that weight of evidence matters.  And,  therefore, if you have concerns about the census data, the aggregate median data, median income data or education, then we need more validation studies.


We did at HCFA a validation study between a survey data of what we would find and what you would -- what we found with the census data and it matched fairly well.  So we need more of that so I -- but I just want to say it is the only way in my knowledge to study it and just keep studying it and I think it is the weight of evidence that would show if you -- answer the question is there a race effect.  You are going -- I think you are going to find it for 12, 15, 25 different procedures that you look at. 


DR. FREEMAN:  I would just like to point out that in a very famous trial that occurred a few years ago there were two trials and one of them was based on the beyond a reasonable doubt evidence.  The person got off but when he was tried again on the weight of evidence he lost.  So I think that is a very good point. 


How far do we need to go to be in the research area on this issue to be beyond a reasonable doubt versus what is the weight of the evidence?  At any given time in my personal view we all have to act.  We cannot not act.  Try to act on the best information we have and I am sure that there is more research to be done.  If there is, we need to recommend that to be done.  Not only us but other bodies that are studying this.


But so as a person who has worked in a poor community for a career, I have always been asking myself the question, well, what -- we do not really think about the black people in Harlem, we know they are dying at a higher rate.  If we had waited to find out what is beyond a reasonable doubt reason for their dying, we could have been inactive.  So I think the thing that I would like to -- sort of philosophy of this committee, this group is to try to look at it both ways.  What could -- what can we conclude now based on whatever evidence there is on this issue?  If we cannot include anything, let's say that.


And then if there are research studies that also need to be done to refine it and get to beyond a reasonable doubt type of philosophy then let's do that as well.


I want to call upon Tony Duster.  I do not think he knew I was going to call upon him but you have the background and I have heard you speak and I have read some of the things you have written.  
I would like for you to give us your take on this phase of our meeting, "Is there an effect" in the first question and "If so, what is the fundamental nature of the problem," and particularly the weight on the second part of it since you are a sociologist who has looked at some of these things.


DR. DUSTER:  Let me go back to the point at which I think Jack Geiger finished his presentation.  He talked about Ward Connelly.  Now this is a person who wants to get rid of race and it is a very popular political move.  The people in California who are most opposed to it are public health officials and the police.  Those two.  So I want to come to this from a different angle.


First of all, I want to agree with Dr. Schwartz, a fundamental agreement, and then I will call it a substantial disagreement.


The fundamental agreement is when you said we should be careful about how we use the category of race and when people come with publication aspirations to your journal you want them to spell it out what it is that they are saying and why they are saying it.  Now the problem with that is what you have been hearing with these large sets of data people do not actually know the origins of the secondary database and so that would in some ways preclude publication because they could not articulate what it was that race meant when they talk about different resources being allocated or the different kinds of treatments for cancer.


So on the one hand I applaud the sentiment that one should be specific about saying what race is in a publication.  On the other hand I think it could be a barrier that needs to be examined very closely so I want to both applaud it and say but be careful not to use it too much as a way of preventing publication. 


DR. SCHWARTZ:  Will I get a chance to defend myself?


(Laughter.)


DR. BACH:  I did not get a chance. 


(Laughter.)


DR. DUSTER:  I am used to the more maybe more theoretical disagreement and I think it is useful to have a contentious position here because I think it clarifies some of the issues. 


See I think that any human taxonomy need not be discreet to be useful.  You can have fluid categories and still have practical, useful public health measures or interventions. 


My example actually is from a publication of the New England Journal about a decade ago.  It was a contentious article in which the authors were talking about the fact that blacks do not donate enough blood at the blood banks.  And why is it a big issue?  Why should more blacks?  Well, it turns out that those with sickle cell transfusions who get "a lot of white blood" develop more antigens than those who get more "black" blood.  This is Wozcinski 1991 New England Journal.  It took them ten years to publish the article because of the contentiousness of the article.  What is black blood?  Okay.


Now here is my defense of that article:  Of course, you are right.  No biologist or molecular biologist is going to say at the level of the DNA or ABO system or anything else is there black or white blood.  That is true.  But when it comes to what Wozcinski called ethnically matched blood he pointed out that when blacks are getting "ethnically matched black quote" they had fewer antigen formations.  That is what I mean by saying it is an interesting complex feedback loop between the biological issue of blood types and antigen formation. 


So I do not want to make an argument that I am going to go back to the 18th Century here defending racial classification.  I do want to suggest that we need to be very alert and not categorically dismiss the biology of race when we are talking about complex feedback loops between issues of hypertension, stress, cancer, let's say prostate cancer, the rate at four times that among black males than white males.  What does that mean?  Well, it could be a feedback loop at the same level of the Wozcinski work.  So that is what I am after here.


A kind of -- I think you said it earlier, how is it possible to use this kind of a conception of race and not get trapped into a 19th Century mindlessness about three or four classification systems and yet not throw out the baby with the bath water, not do a kind of Ward Connelly let's get rid of race when, in fact, you need it for public health and epidemiological studies and all the rest.  So that is a -- I mean, that is a short version. 


DR. FREEMAN:  And Dr. Schwartz would like to finish up.


(Laughter.)


DR. SCHWARTZ:  First, I would like to repeat that I draw a line and try to draw a sharp line between biology and sociology between the genome and what is going on in society.  And I agree with you completely that these are different things.


I think if we had race based biology we would be in very deep trouble and that was the major thrust of my argument that underneath it all we are all the same.  And if you want to have -- you would be making a serious error by drawing racial -- by prescribing therapy based on racial distinctions.  That is the heart of my discussion and I think Peter would agree with this.  I would hope he would agree with this. 


DR. DUSTER:  I agree with that. 


DR. SCHWARTZ:  Pardon?


DR. DUSTER:  I agree with that.


DR. SCHWARTZ:  Okay.  Second --


DR. DUSTER:  Sorry, go ahead.


DR. SCHWARTZ:  I just want to get to the issue of black blood.  Okay. 


(Laughter.)


DR. SCHWARTZ:  First of all, it is not antigen, it is antibody.  And the antigen is called the Duffy antigen, which has a much higher prevalence in people of African origin than European origin.  One of the reasons for that is that this antigen is a receptor for the malaria parasite.  It uses it to get into red cells.


So one allelic variant of this antigen is -- has a high prevalence among African people from the malaria belt and a low frequency among white people.  It is what I tried say.  It is not race but it is geography.  It is evolution.  It is Darwin all over again.  

And that was -- if my memory is correct -- one of the main thrusts of that article and it is still a problem today, finding what they call a Duffy negative donor for a patient who has a sickle cell crisis.


DR. DUSTER:  And what is the solution for it?  Is it to get "more blacks" to come to the blood banks?  Isn't that the way they have used the strategy?  See I am after the practical application issue as opposed to the discreet taxonomy and it comes back to pharmacogenomics as your example.


DR. SCHWARTZ:  Yes. 


DR. DUSTER:  Let's see if I can do this easily.  You said we will some day get to individual based pharmagenomics, right?  In the mean time there are biotechnology companies.  Those companies are going to market a drug.  The marketing is to groups.  By --


DR. SCHWARTZ:  Yes. 


DR. DUSTER:  -- about group market so we have this practical problem of biotechnology pushing forward --


DR. SCHWARTZ:  Yes.


DR. DUSTER:  -- to do "race based pharmacogenomics."  I mean, obviously I am going to be opposed to that in the same way that you are, that is a physician should not say in a typically based application of this particular drug but that is the market force I need to talk about here.  We are talking about the power of race based pharmacogenomics.


DR. SCHWARTZ:  Well, I condemn that study in my editorial and writing and others should who are more influential in this field should also condemn it because it is just leading us down what I believe to be a completely wrong path.


DR. DUSTER:  You are the biotech --


DR. SCHWARTZ:  You know, if you have special medicine -- heart medicines for blacks you are going to have special cancer medicine for blacks and it is not going to work and it is going to be dreadfully unfair.


DR. FREEMAN:  We are in the last five minutes before lunch and I kind of wanted to focus us down as a group.  Not that you need to necessarily answer these questions because this is used as a guide but the question we have kind of spent the morning on is the question is there an effect of race/ethnicity and so forth distinct from the other factors, and the question is what is the broad answer.  Is there a broad answer?  Do people say there is around this table?  Is there an effect of race when you separate it from poverty and other things?  What do we say on that point as a group?  


What do you say, Troy Duster?


DR. DUSTER:  No one should be rewarded for saying things are complex rather than saying how they are complex, and this is a complex feedback loop between -- I think someone said there is both the presenting person and there is the who is doing the analysis.  I think both things are operating here.  I like Jack's summary that there is a subterranean pressure to make a decision quickly in the medical situation and race will play a powerful role there.  No doubt in my mind.


On the other hand there are presenting symptoms.  There are classical works that have been studied -- done for a long time on how different "racial or ethnic" groups present and so I think both things are happening.  Both those who come to the medical situation bring certain assumptions about how they will present and those who are making assessments or delivering treatment.  They are both using race. 


DR. FREEMAN:  But the bottom line is you think there is an effect of race no matter how it comes about?  


DR. DUSTER:  Yes. 


DR. FREEMAN:  So you say yes.


Jack Geiger, you have argued that there is an effect?


DR. GEIGER:  I would add one other kind of evidence that I forgot to mention.  We talked about controlling for all the other variables.  What happens when you find a way to remove race as a variable?  There is a paper by Otello and Taylor (?) on revascularization for coronary artery disease in a VA hospital in Cleveland.  I tracked for -- they took five years from the abstract to the paper but they finally published the paper.  This was a VA hospital, which like a lot of others had about a 20 to 30 percent differential in revascularization between African Americans and whites.  And then because they had a system in which the way they made their decisions about catheterization and angioplasty and bypass, the cardiology fellow presented the entire case to an assembled panel of cardiothoracic surgeons and cardiologists.  The EKGs, the cath results, the ECHOs, the enzymes, the whatever, the history, and they discussed it and decided what should be done.


And then as an experiment in 948, I think was the number of successive cases, they followed the same procedure but omitted any mention of race.  So the physician, the decision making physicians were blinded to race, and guess what?  There was no difference in revascularization rates.


So another kind of evidence that says, yes, there is an effect that is specifically due to race is this kind of evidence in addition to the evidence that comes from controlling other variables.  I think the answer clearly across so many disease categories with such consistency, not always in perfect studies but as a preponderance of evidence is, yes, race is a factor in differential diagnosis and treatment. 


DR. FREEMAN:  Is there --


DR. __________:  I am a little concerned that we are going to leave this discussion without answering the question on the table.  If we look at the empirical evidence just based on Bach's study, I mean let's say we can only answer that question for lung cancer, the empirical evidence from Bach's study in table 2, which is the descriptive adjusted rates, show an independent effect of race.  In the article he mentions in addition to the descriptive adjusted rates that there is multivariate logistic regression that looked at all of those factors together.


So if we look at table 2 by itself, a single condition, maybe we cannot answer it or is there an independent effect of race across all conditions, perhaps the research and the analysis has not been done but when I look at table 2 I look at adjustments for income, maybe not perfectly done because it is geographic measures of income, but I look at adjustments for gender, I look at adjustments for the type of insurance coverage, I look at adjustments for morbidity.  So when you look at adjustments for the major confounding factors that may very well account for differences, which this article has done, you still see an independent effect of race.


Now, as Jon mentioned, there are some mediating factors and when you look at HMOs it does look as if perhaps when blacks and whites are in HMOs you do not see the same racial differences.  So, yes, there are some mediating factors that if we do more work in analysis we may be able to show race is not an independent effect when you look at those factors.  But if we -- I just -- we have the best credible evidence I think we are going to find with a rare condition right before us in this notebook. 


So I just -- I think it is important for us to answer that question at least for this condition before we leave this part of the meeting.


DR. FREEMAN:  And I want to call that question.  We are going to have more time to discuss this but is there anyone around this table who wants to make the argument that race is not -- does not have an effect in itself on treatment separated from all the other factors?  Does somebody -- let's hear that argument if you have the argument.


Dr. Harrison, you do not have the argument?


DR. HARRISON:  No.


DR. FREEMAN:  You were going to say something else.  Okay.  Is there anyone who wants to -- yes?


DR. HARRISON:  Okay.  I will say what I was going to say which is what has been, I think, established, preponderance of evidence, somewhere between preponderance and beyond a shadow of a doubt is there is a racial differential after controlling for all the major confounding factors.  I think the last comment puts the finger on it.  The question then becomes how do you explain that racial differential?  A lot of the -- and some portion of that racial differential might then turn out to be additional confounding factors, structural factors, et cetera.


I think the suspicion around the room, supported by large bodies of evidence again, is that there are these structural factors, there are patient-physician, patient-staff factors, and it looks like research -- the question -- part of the question is how does research now move forward.  Not that it will not continue to do the same kinds of research establishing the differentials. 


But now the question becomes how do you start to find out how it is that what dynamics in the access to, the use of, the interactions in, health care systems, how do those dynamics generate these differentials?  And I think that is -- and whether -- the question of whether we will find out that there is a racial dynamic there but part of it is the encounter with somebody of a different race.  That question has not been answered beyond a shadow of a doubt or a preponderance but I think there is strong evidence that that would have to be one of the primary hypothesis. 


DR. FREEMAN:  Right. 


David Shipler? 


MR. SHIPLER:  Just a quick question because my question is to -- and I have read a lot of this, not everything -- to what extent has socioeconomic status really been held constant in this work because I think Jack Geiger makes a very important point that wealth needs to be an element in this.  If I remember the data, if you look at the higher quintal, for example, and compare college educated blacks and whites with $50,000 a year income, you also see an enormous disparity in net worth.  So -- and that suggests all kinds of, you know, ancillary attitudes, experiences, expectations, relations to the larger system and so forth that may be a factor. 


I think before you can be definitive about answering the question that you pose you really need to hold that constant and I am not sure to what extent that has been done.


DR. BACH:  Can I make a comment?


DR. FREEMAN:  Yes.  Peter Bach?


DR. BACH:  Since Dr. Schwartz got to defend himself.


(Laughter.)


DR. BACH:  I actually am not sure it is the right question in a way.  I mean skin color or race or racial origin or whatever sort of set of terms is used to define the differences between these two groups in this study or anywhere else cannot directly mediate any difference in treatment.  There must be other -- I like the term structural factors but there must be other things involved in the interaction in the decision to treat or not to treat, to diagnose, to screen, to do any of those things.  Skin color cannot directly cause these things.


Essentially with the exception of things like sickle cell anemia, which is strongly clustered, melanoma, which obviously has direct relation to skin pigmentation, and probably some other examples, skin color is just a marker of other things.


And one of the concerns I had with the criticisms about socioeconomic status is I am not sure the question really should be whether or not socioeconomic status is controlled for adequately because skin color itself cannot mediate things and it must mediate through multiple different mechanisms.  Socioeconomic status also is simply a marker of other things.  It certainly is not whether or not you own or rent your car and whether or not your car is new or old that you have surgical treatment for lung cancer.  If you have a dollar in the bank account or 1,000.


It still -- these are all sort of very narrow windows into a very sort of complex problem and whether or not we have adequately stratified for socioeconomic status here I do not think is really the question, although like I said we tried to do the best we could.  But instead it is the question which we tried to focus on, which is to what extent do treatment differences explain important outcomes?  And if they do explain important outcomes then we should focus on them.


And if they explain -- if they simply manifest variations which are substantively less important they may or may not be an important focus of health policy but the primary objective of this study after documenting an overall difference in resection rate was to focus on whether or not this difference in treatment mattered.


At least we think we have advanced credible evidence that this treatment difference did matter, that people were dying in excess because of it.


So that -- you know, the focus on table 2, I have to tell you, I also am very flattered that this has drawn any sort of attention but the focus on table 2, I think, is misplaced.  I think the focus should be on table 3 if it is in here, which is the demonstration.  Not the statistic methods per se but instead just the demonstration that this difference in treatment does affect survival, does affect an important outcome in cancer patients.  And the mediation is too complicated to be handled by our simple stratification or multivariate analysis in claims data, through interviews or anything.


DR. FREEMAN:  Okay.  We are into lunch.  We will come back.  I think there will be more time but I did not want to delay the lunch more than we have.


I would assume then that this body believes that race does have an independent effect and we have not explained it.  It is a complex issue.  Many questions could be raised but making that conclusion in order leads you into the question that I want you to look at over lunch.  So "Given its complexity, what needs to be done to address what we call this societal problem?" 


You have instructions, I think, of which table to go to.  Those people sitting around this table.  We have some further instructions and we will give you the further instructions but we want you to have your lunch and enjoy it, relax, but also we want you to talk to each other about this particular question and we want you to choose at your table one person who can express briefly what your table has come to an opinion on this particular problem before we go into the next -- the afternoon session.


We want NOVA staff now to give information to you. 


DR. McCANN:  Those of you who are sitting around the table are going to rooms that you have been assigned to and that assignment is in your folder.  So if you take a look at that right now.  The people who are in the different breakout rooms your lunches and your beverages and your salads are already in there and waiting for you so you can proceed right to the room. 


Anyone who is assigned to the Woodmont room will be going with Michelle who is going to walk down to the end near the Woodmont room and she is going to show you where that is.


Anyone who is in the Potomac room will go out this back door with Sampson.  Sampson, raise your hand.


Anyone who is assigned to the Bethesda room will be going with Dawn out the back door. 


And anyone going to the Montgomery room will go with Mary Jane.


For those of you on the periphery your salads and beverages are right outside the door here and then you will make a right and then a quick left to the NOVA lunch room and your box lunches are in there.  And there are also some additional beverages in there in case you feel like you cannot carry all the things at one time.


DR. FREEMAN:  You are asked to be back here at quarter to 2:00.


DR. McCANN:  Everyone should be back here at a quarter to 2:00.


(Whereupon, at 12:45 p.m., a lunch break was taken.)

