
DR. FREEMAN:  The final discussion I am going to ask each one of you individually this question.  What should we do?  We have talked for two days on a broad spectrum of issues from migration, evolution, anthropology, the scientific approach to trying to understand populations, population genetics, sociology, American history, cognitive effect, which was new to me -- thank you for bringing that, Dr. Hirschfeld.  


We have had a broad spectrum of conversation but in the end the Center to Reduce Cancer Health Disparities wants to say something to move it forward.  We have put a lot of things on the table.  We have put some things that are in agreement on the table.  We put some things that raise controversy and even conflict but we would like to know as a Center how in light of all these things that we have talked about, what should we do.  


And I am going to start on the far left with Dr. Shriver.ˇ 
What are your comments?


DR. SHRIVER:  Okay.  I think we have established a couple of things about race.  You know, that namely it is not a biological category.  Okay.  And that is true for a few reasons.  Basically that there is not enough differentiation among populations for anthropologists who use this as a zoological category.  Okay.   
Secondly, it is just too rough of a category like the constellations to study astronomy.  Okay.  


But to conclude from that then that nothing about those categories is biological is an error in logic so, you know, saying race is not a biological category does not mean -- you know, we cannot conclude from that -- that nothing about the racial category is biological.  


So, you know, given that cancer is fundamentally a biological process where you have those alterations in your cells that make them grow too much and I think we need to, you know, keep our minds open when we are investigating what it is about health disparities because there is that 7 or 12 percent of the variation that is different between groups.


So, you know, I understand the political aspects and social aspects or I am starting to understand more about them and, you know, how those categories are important and why they are important for, you know, policies and for improving the aspects and, you know, getting to some kind of justice, some egalitarian society but, you know, I also think that the fundamental question, you know, should not be assumed.  I mean, we cannot assume to know the answer beforehand.  That is begging the question.  You know, another fallacy.  


So, you know, I think we have to keep our minds open and use the tools that are available because I think standard epidemiology can be augmented by our genomic understanding to really investigate what are the causes, what are the ultimate causes for these disparities?  Both, you know, the social, the potentially biological and how those are interacting together.  


So I think that is part of -- you know, the scientific part.  Both the social science and the natural science have to come together to address that question.  You know, what are the ultimate causes. 


And as far as, you know, instituting changes, I think once we know more about the causes -- like for cigarette smoking, we can have people stop smoking, you know, interventions like that, educational, policies and so forth.  I also think that, you know, we have seen here that there has to be a lot -- many more efforts towards education both on the level of the MD as well as public education.  I think Dr. Feldman is right.  We need to each make efforts, you know, especially in these times when genetics is still so new and race is still so charged.  


You know, if we are going to talk about population genetics and, you know, show trees in science, we also need to write some articles for Scientific American or, you know, call up Nova and make sure that we can get the air time to really explain what the implications are of this on people's understanding of where we came from and how, you know, one group is different from another and how we are all the same underneath it all.


So I think those are a couple of things.  You know, we need to stay open minded and do not assume we know the answer, you know, when we do not right now.  And then also really work towards communicating what we do know because I do think it is understandable and people can benefit from the knowledge of people in academics like people around this table and the audience. 


DR. FREEMAN:  Okay.  Peter?


DR. UNDERHILL:  Well, I think a lot of this last two days revolves around this topic of cataloguing and certainly the current labels seem to be invalid or at least inadequate.  


So I think we are headed for -- certainly we routinely use geographic labels on our samples and when we want to know -- and there is -- it is -- whether you are of Mediterranean heritage does have some medical repercussions as regards to sickle cell things, syndromes and whatnot.  Or certainly within the continent of Africa there is a great difference of subdivision and the idea is to make these subdivisions so they are biologically meaningful in terms of the aggregation and disaggregation data and also, hopefully, make them so they are not stigmatizing in any way of course.


I am sure no one in this room has any intent to do that but we all have to be on our guard to not inadvertently make those makes and certainly if we do inadvertently make those mistakes to take corrective action necessary to rectify them.  


And I think what Professor Feldman suggested about being, you know, a ready reaction team is -- you know, that is part of the we are accountable to not only correct our own mistakes but to logically correct any other errors that inadvertently or purposefully promote it.


A lot of the genetics -- you know, I look at genealogies or networks of genetic relatedness and diversification and, you know, there is a -- you know, it strikes me as something -- there is the other great network that we are all exposed to is the web, the internet.  I think that is a very powerful resource of information as well as misinformation.  And I think using that again is somewhat of a metaphor for the kind of web of genetic diversity is full of very important useful information.  


It may not be full of errors from a technical standpoint, hopefully that is not the case or those errors will be corrected, but how that is read out in a practical sense by not only scientists but by the broader community and the people we are really here for is those people that are not getting access to the medical treatments, as well as the people that are getting access but demand and deserve better science and better treatments. 


So I guess that is all I can really express at this point. 


DR. FREEMAN:  Thanks. 


Dr. Hirschfeld?


DR. HIRSCHFELD:  Well, I wish I knew more about the underlying issues that motivated the conference but I am going to assume for the moment that there are differential outcomes that appear to be race related that have been identified and that are of concern to the National Cancer Institute.  Is that a fair assumption?


DR. FREEMAN:  That is a fair assumption.


DR. HIRSCHFELD:  I am not sure how much of the research of just questions I am writing down in the last two minutes has been done and answered but it would seem to me that you would want answers to some of these things.  If there are differential outcomes that are connected that are associated with these commonly recognized groups, socially part of the environment, well there are a number of possibilities.  


One is they are practices that are common among people that are members of those groups which maybe make them resistant to getting treatment or noncompliant in some ways or engaged in high risk activities relative to the cancer and there may be -- and each of these you presumably would want -- could organize some kinds of interventions that teach people not to smoke.  The equivalent of not smoking. 


There is another issue of differential treatment that you have brought up and that you have -- if I understand again correctly -- controlling for these other things, if you are minority your outcome is worse than if you are not a minority.  And that -- it seems to me that that is something that is -- that can be punitively approached.  That is that you can measure the degree to which caregiving systems reveal differential outcome when other things are controlled for and you police them in the way that, you know, the healthcare system is policed.


I think that it is a problem of, you know, something like malpractice in some sense.  I mean, it is not quite that clear but if a hospital has a lot of patients dying after surgery more than would be expected, I suspect there is something that happens that says to the hospital let's find out what causes this and let's correct it.  Now, this is the case with lots of hospitals or lots of physicians and differential outcomes by the category but you could literally take a punitive approach.


Another thing would be to explore what you were talking about or how I understood what you were talking about is you -- these commonly recognized groups, which have little integrity as biological categories may well capture in a very coarse way effects that are due to being members of a group whose constitution is more motivated by genetics.  And, you know, the kinds of things you are talking about, sickle cell anemia.  There are a number of things I think you were talking about, Yoruba and so on.  And this would again presumably be something that would be two step that would be the geneticist identifying the relevant groups and medical research determining what might be the associated disorders, and then following whatever you do.


I mean, if it is something you vaccinate against or something you educate people about, it is something you educate physicians to be sensitive to, that there are known -- there are familiar ways of dealing with it.


Again it seems to me that many of these problems have a correlate in standard practice and standard approach to making sure that care works and that in an atmosphere, which I think we are in, where resources are unlikely or less likely to be distributed because of inequality that another approach is just to use those methods that are again sort of standard practices to the problems that you are facing by recasting these problems as familiar problems rather than as problems of race.  I do not know if that makes sense.  


In other words, you use what is available.  You cobble from available techniques and approaches and prophylactic procedures to fight the effects of differential outcome to people who are people in -- people of color.


DR. FREEMAN:  Thank you. 


DR. BONILLA-SILVA:  I will be brief.  I have talked more than I was supposed to.  Three things.  I make a call to all of us to become public intellectuals.  If the information that we gather remains in academia or in the journals that we all publish that are read by, you know, ten people, 100 people, we are not going to impact society in terms of providing information so we need to become public intellectuals which will force us to translate our complex findings into a language that is appealing and simple for average folks out there to understand.


We also need to explain the findings, yes.  So as Dr. Freeman was talking about before, you know, we need to respond so we have to probably create that emergency response team but we need to explain the findings so from day one when we publish the article we have got to be clear what we are finding and what we are saying because, if not, we increase the likelihood of being misinterpreted.  We still may be misinterpreted but we cannot advocate the responsibility of explaining clearly what we are talking about.  So that is number one.  


By the way, I know we have consequences for prestige and for getting grants because we do know that in academia if you do a newspaper -- an interview for a newspaper or write for a journal called Jet magazine or appearing in a TV show that does not count for tenure.  That is actually viewed as a negative.  That is like, you know, do not waste your time with us and I am telling folks that actually that is part of our social responsibility.  That is number one. 


Number two, as an old person in collective behavior, that was my training after all, it was not race and ethnicity, I still believe in the need to mobilize people as the bet way of effecting change.  So although I as an intellectual believe that we do have a role in society, I also believe that the best outcomes in history are produced by social mobilizations.  So the fact that we have at this table a number of people of color is fundamentally the outcome of the civil rights movement, before that you all know this table would be all White and probably all White male, and that has changed for the better.  


So I would encourage us to think about the need to mobilize communities of color about health disparities in disease, whether it is cancer or HIV, et cetera, but also about health disparities and treatment.  I think the health disparities and treatment issue should become a civil rights issue.  


So I hope that the civil rights organizations of the present and of the future take this as an issue for the agenda, yes.  If you are racially profiled in a hospital and are mistreated or ignored the same way that you may be in the streets of America that is a matter of life and death and it should be as important, if not more important, than other civil rights issues.


The third issue that I wanted to raise is the issue of self-reflexivity (sic).  We in academia need to begin to sort of turn the lens inside about how we produce the knowledge and whether or not the way that we produce the knowledge has a sort of race -- is reflective of racialization in society and reproduces in one way or another hierarchy so we also need to sort of take responsibility about how we conduct the research because that may ultimately limit the likelihood of the finding about a positive impact in society.


So those are the three contributions that I would suggest.


DR. FREEMAN:  Thank you. 


Dr. Witzig?


DR. WITZIG:  I think the first thing we need are better definitions and better questions.  I alluded to some of this before.  Dr. Li mentioned that his journal AARC -- can somebody fill me in which journal that is?  


DR. FREEMAN:  It must be American Association for Cancer Research.


DR. WITZIG:  They do require self reporting but I am wondering if there is any sort of system questionnaire that is being checked to see what questions they are asking because people are going to be doing different types of self reporting and that is going to be important perhaps for this group or another group in the federal agency to come up with the questions to be asked. 


And then there was some talk here people self reporting their own identities were somehow more inaccurate than when people observe them.  I just do not -- I have never seen any data on this and I do not believe it to be true having seen many, many patients in the hospital with differing observed labels on them.  I do not think that they are going to be giving me a different answer if I ask them each time they come in the hospital.


So this is one of the things that I am going to be doing in New Orleans is examining this.  I have learned from this group that this is some research that needs to be done soon. 


The other thing I want to say about identity is I think identity is very sacred.  It is probably the most existentially important part of the intellect and people know who they are.  If they somebody is observing them or labeling them they realize that somebody is not empowering them.  It is a form of oppression in a way and I think that can impact on health outcomes because it is part of the whole oppressive system that is present in lots of areas in this country.


Then I want to address a little bit about -- oh, sorry, the better definitions.  I know probably everybody in this room realized that we throw around seven percent differences and 12 percent differences, and I even caught myself thinking to myself, "Damn, that is a lot of difference." But we have to make sure when we present this data that there is, you know, 99.5 percent of us or that it is not seven or 12 percent of that difference data.  I think we just cannot forget that because I slipped into that myself a couple of times. 


Also, practicality.  I would advise that we initially do just better data collection.  The data that is being reported to you, do you know if that is self reported or if that is observed or what the percentage of each of those is?  We really do not know for a lot of data sets, I think, so it is hard to compare but I think it would be prudent to start out and to measure both of them.  Definitely measure self reporting because in the '97 Federal Register they do advise that if it is convenient -- I think it is the word, I did not bring it here -- it should be  collected as self reported.   
Unfortunately, a lot of states do not do that and they collect data from anywhere.  They do not collect any data on how it is collected so the data is often not available.  


Then I want to speak a little to ethnicity and I really appreciated Dr. Jackson's input on this because I like her idea of microethnicities.  And if you look at the -- everybody talks about health disparities by race but if you look at the available data on ethnicity and genetics, it is all on ethnicity and families.  Virtually all of it.  If you look at Victor McKusick's book on genetics it is all by family and ethnicity.  I think you need to think about this and a lot of those -- I am not saying that all difference is due to ethnicity but a lot of the ethnicity diseases are what I would call "slap you in your face" diseases.  These are diseases that are observable in the community.  Say if you take a Mediterranean population and look at favism, beta thalassemia, Karposi's sarcoma, these are the diseases they are coming in with that are slapping you in the face, and there may be other disease markers that are useful inter between ethnicities.  But we should not throw out the possibility of asking people for their ethnicity and how they define themselves as ethnicity as well as any other grouping they want to.  


So I think it is almost -- I am making it very complicated and some people came up to me and said, "Well, it is going to get more expensive." Yes, it might be initially more expensive before -- I mean, I see this as a period of transition really.  We are transcending over from the plantation definitions really to something that is going to be a little bit more accurate.  Whether it is continental theory or down to ethnicity remains to be seen but I think there are certain levels that it will be interesting and important to look at.  


Another example I can think of would be G6PD deficiency.  You can say, "Oh, that is a Black disease or that is a Mediterranean disease."  Well, there is actually about 200 different types of G6PD deficiency and they act differently and that does not happen on a racial level.  That happens on a smaller level, either at an ethnic or microethnic level.


And the last thing I want to say is sort of a prediction of human history.  We have had this expansion going on for thousands of years of humans and as they get farther away they develop their own unique genetic mutations and now we are having more and more as the world is coming together, I guess for lack of a better word, more and more people are becoming intermarried from different areas of the world so you are developing this new multiethnic biology that is forming that cannot be genetically pigeon holed.  So I think we are going to see -- in a way you have had this explosion, now you are imploding but you are not necessarily losing any -- you are just going to find different formations there and I think that is going to confuse sort of some of these labels that we are looking at and I think we need to keep the label multiethnic in mind.


In 1,000 years we probably would laugh at all these ideas.  There is a good chance that there will be a lot of intermarriages between people all over the world but for now we have to be a little bit more practical and a little bit more integrity on data collection I think.


DR. FREEMAN:  Dr. Feldman?


DR. FELDMAN:  I think the first priority for scientists is to make sure that the idea of biological determinism is dead.  Those of you who are familiar with the statements of Jim Watson that we used to think that fate was in the stars and now we know that it is in our genes.  That kind of irresponsible fallacy was known to be wrong 1,000 years ago and Moses Mimonides wrote in one of his responses, which he called Our We Born Good or Evil?, he wrote a length track date on how it was possible to train people to be good soldiers, to do this or that, and he asked why did I bother to write this long track date in 1154.  And his answer was because there is a movement to believe in astrology.  That was his answer at that time.  And I think that kind of faith that a lot of the public has in genes has to be dispelled.  


That is part of the responsibility of scientists and it is not helped when Nicholas Wade writes on the front page of the New York Times when the sequence of the human genome was published that "this is the blueprint for all humans."  It is not the blueprint.  There is no such thing as a blueprint for humans and the human genome did not do that.  


What it does is it opens up this vast new world of interactions that are not only between different genes but between genes and environments.  What I think we need to do is to acknowledge the disparities in healthcare delivery among the different classifications, whether you call them races or ethnic groups, or socioeconomic strata in the population, but then to acknowledge what is likely to be the future of the biological world.  


We are likely in ten years to know a huge amount more about the differences between individuals on different continents.  And I think it is part of the responsibility of the community, the medical community and the biological sciences community to foreshadow what that will mean for the delivery of healthcare.  What does it mean to have dog tags for every individual that consists of their DNA sequence?  That is likely to be the case.  What does that mean for healthcare delivery?


Is there going to be an individualization of -- true individualization of disease determination?  What does it mean for the average physician when somebody comes in and does he look at the dog tag?  Does he or she look at the dog tag and say that there is this increased probability that this person will or will not have such and such a disease?  
And how much of that information do we need to use that is based in the continental differentiation between different groups?  


So we need to assess risks at the individual level.  We need to transmit that information to the medical professional.  The medical professional has to be well-trained in understanding those risks and in the ethical meaning of his or her transmission of that risk to the patient.  


Finally, I think that we have separated the financing of biomedical sciences and the social sciences for too long and that work such as my colleague, Claude Steele, does on people's perception of their performance under different categorizations could be transferred into what people perceive as their status with respect to health.  That has not been done to my knowledge and it may have a lot of value when done in conjunction with some of this information that we have on the biology. 


So I am thinking more in terms of what we need to do in the future to make sure that the kinds of mistakes that have been made in the past can be avoided and we can actually make an improvement using the knowledge that we have.

