DISCUSSION
HOW DO YOU BELIEVE THE NCI CENTER TO REDUCE CANCER
HEALTH DISPARITIES CAN BE A FORCE FOR CHANGE
IN THIS AREA?

WHAT OTHER AGENCIES, INSTITUTIONS, DISCIPLINES,
OR INDIVIDUALS CAN HELP THE CENTER EXPLORE THIS
ISSUE AND WORK FOR CHANGE?

DR. __________:  If you could talk for just a second about the branches of the center.


DR. FREEMAN:  Okay.


DR. __________:  It might help people. 


DR. FREEMAN:  The center.  Suzanne has raised a good point.  To tell you a little bit our center, which is about one year old and is not yet staffed up because of some difficulties in staffing related to administrative changes.  The center -- the name of the center says what we would like to try to do; to reduce cancer health disparities.  I think when you have that mission, in my opinion, you automatically are saying that you need to call upon forces that are really outside of the research community as you have so well pointed out here today.


So the center has two major divisions.  It has a research division which currently -- the department of research is called the Special Populations Network Research, which Dr. Lobell and Grace Ma are recipients of two of those, I think, 18 grants.  And you heard Dr. Lobell indicate that he has very positive feelings about what he has been able to accomplish with this type of grant.


The Research Branch has in mind that it should expand its research beyond what it is currently doing to other forms of research that are related to disparities.


Then on the other hand we have a second major division which has promulgated this meeting which is called the Policy Division with the concept that if you really were going -- were serious about reducing cancer health disparities you would have to do more than research.  Not that the center can really lobby or influence people other than to do research but it really directs the policy, the vision then, and came up with the concept of using the think tank mechanism through which it would pose certain questions that we consider to be critical such as the question today, "What is the effect of racialism on cancer care delivery?"  Another question we are addressing with the help of Jon Kerner is the effect -- the problem of excess mortality in cervical cancer that seems to be geographically distributed throughout our country that has been identified that women in certain parts of America are dying at a higher rate from a disease, which theoretically from which no one should die since we have a cost effective test to diagnose it before it becomes invasive.  And cost effective treatments, that is another question. 


So the -- in sum, we have brought this think tank together as one of the think tanks to address a question that we purposely picked and believing that the answer to the question could have policy implications and that what comes out of this think tank, for example, shall take a series of meetings and a lot of thought and a lot of creativity would be to come up with some kind of document that would say what we believe the problem is currently and what needs to be done about it and use that information to influence the thinking of people who could make a difference, whether they be government, universities, medical schools, any public groups or whoever the groups are that could make a difference, and that is the approach that we are taking. 


So with that background the question then is how do you believe that such a center such as the one I have described could have an influence on these issues?


DR. LOBELL:  I think you have mentioned one of the big issues and that is education.  For instance, in our system, cervical cancer is the leading cause of cancer morbidity and mortality.  Number one of all our cancers and this is a big issue to us and what to do with it.  We have gotten together with one of the immunologists at the university, Dr. Evan Hirsch, and we are going to take a look at some of the basic immunology in the patients with cervical cancer. 


We are also very interested in some of the vaccines that are being promulgated and whether they are any good but I think this is a big issue and I think cervical cancer is a disease that is curable.  It should not -- theoretically it should be 100 percent curable and I think that taking after cervical cancer is something that I would -- that I am very happy to hear about. 


DR. FREEMAN:  That is right but that is not this meeting.  That is a different meeting but you are right.  But I wanted to address the question if there are some ideas around the table about how should we proceed, not just the center but who else, what other institutions, disciplines should we try to involve to move this along?


DR. DUSTER:  I will take a stab.  I would begin with the area in which we find the greatest disparities in cancer.  That is an empirical question.  Is it -- with prostate cancer whether disparities are there and, if so, then do a series of studies around the country where the disparities are either greater or less and try to tease out what the forces and factors are which help explain it.  So the disparities are national figures but the natural empirical incidence around an area can look healthy as hell so we need to find a way of trying to discern what forces are at play like having specific locale studies of these disparities.


DR. FREEMAN:  Just to kind of qualify the way we are framing this is the particular question today, although you answered in a broader way, disparities in general is not the particular question here today.  Disparities do exist for complex reasons that we -- some of us have studied.  The question is today what is the particular influence of race in itself as it was a part, whatever part it may play, in these disparities?  Who gets treated certain ways?  It is a finer question than the question of prostate cancer in general.


DR. DUSTER:  I meant disparities among racial dimensions which are greatest if it is prostate cancer or it is breast cancer or if it is cervical but you begin with the greatest racial disparity of all and then you try to find out what role race is playing by seeing what its specific variation is at different locales.  So that was just simply to start with a strategy and begin with racial disparity as the key issue and then the question is how do you explain it and you define variations but you move from locale to locale.


DR. FREEMAN:  Other thoughts?


DR. WEISSMAN:  We actually also talk about the idea of looking at specific areas as a way of setting priorities or thinking strategically about how the Institute or Center might proceed and identifying either certain diseases or procedures that show large disparities by race but also considering different racial and ethnic groups and finding out, you know, the answer for one group may be very different from the answer from another group.  And again I confess to the small group and to this group at large I do not know that much about disparities in cancer per se and so I do not know if there are these large differences but, you know, rather than trying to go at this systemwide or in a very broad method if there may be a way to drill down and focus on some area for specific conditions for specific racial and ethnic minorities that may be a way to consider going about this.


DR. FREEMAN:  I want to ask Dr. Schwartz because he told me he is going to leave in 15 minutes -- so we will come back to you, Jon -- about your thoughts.  Not particularly limited here because this is your last possible time to say anything before you leave so I would like to give you -- give us your thoughts on this issue.  Maybe not just limited to this question but, in general, how should we proceed?


DR. SCHWARTZ:  First, I agree with Dr. Weissman who said before that a general increase in the excellence of medical care will be exceedingly important in reducing the disparity.  I think, for example, that there are many people in Harlem whose only experience with physicians or medical or the system is in an emergency room.  They do not have regular doctors.  So, for example, in the case of cancer they are not examined for cancer, they are not screened for cancer, they do not get PSAs, they do not get mammography.  They only see the doctor if they have an injury or something like that.  
So I agree strongly with the idea that a general increase in medical care will go a long way to improving the situation.


I also think that your center should consider taking a piece of a problem that would be amenable to molecular analysis and again we come to the case of prostate cancer whether the evidence is reasonably convincing that the incidence among black populations is higher than it is among whites and we would like to know why that is.


Is there an environmental cause or is there a molecular cause?  There are ways of finding out now.  Particularly with the new sciences of genomics.  I know if you were to call up Dr. Trent at the -- Jeffrey Trent at the National Cancer Institute and throw this problem at him, he would probably run and catch it.


So I think we have to -- in other words what I am saying is that a blend of social action combined with biology could be very effective but, of course, you cannot solve the whole problem across the board.  You have to take a piece at it, see if it is do-able, feasible and if it works and you find something interesting and large.


DR. FREEMAN:  Okay.  I am going to pick your brain just a little further because you are about to leave.  I noticed there were two areas of controversy that came up centering around what you said.  One came from Dr. Jack Geiger.  He said he did not disagree but it sounded like he did.  It had to do with the -- I think the point of risk and the use of race as sort of an indicator of risk, which he believes that these things need to be measured.  You indicated that the approach should be to diminish the use of race particularly in biological application.  I think you said that.  And then he said that he did not perhaps fully agree with you and then Dr. Troy Duster said that he agreed with you but then he did not.


(Laughter.)


DR. SCHWARTZ:  That is the story of my life.


(Laughter.)


DR. FREEMAN:  That he said eliminate race because it is not a biological category.  I think everyone agrees.  Then he raised the question would you lose something if you did not use race, even some of the biological manifestations of it.


DR. SCHWARTZ:  Okay. 


DR. FREEMAN:  So let's have your --


DR. SCHWARTZ:  Sure.  First of all, I agree with Jack on everything he said.  He is right on the money.


Second, I believe we have to separate biology from sociology from culture from policy.  We have to separate biology from social justice, for example.  We have to separate biology from voting rights.  I do not disagree in the slightest that the use of race for policy making, for justice and all those things is preferably legit.  I, myself, have participated in this sort of thing but that is not biology.


The biological issues here are related to population genetics which I tried to stress in my talk, not race.  Racial biology does not exist.  We have population genetics which are the result of history and migration and all of that.  And we have to be precise and careful to distinguish between the two.


Now if somebody has a huge data base and race is designated in there, black, white, got surgery, did not get surgery, and all of that, we can tentatively accept that if the data are going to be used to make policy or to discover discrepancies in the delivery or acceptance of health care.  I have no argument with that at all but once you get into racial biology then I think you are on very thin ice and you are going to fall. 


DR. FREEMAN:  How do we -- I am just going to take this time with Dr. Schwartz. 


DR. KERNER:  I actually wanted to ask him a question about that. 


DR. FREEMAN:  We will come back to you.  I think to me you are on the right track but let me be the devil's advocate on this issue if not the devil himself.


DR. SCHWARTZ:  Yes. 


(Laughter.)


DR. KERNER:  Just the advocate. 


DR. FREEMAN:  But you have the -- doctors are socializing or acculturated before they become educated like everyone else and they bring that with them.  We all do.  When you get your Ph.D. at the age of 28 or whenever people say you are an authority on something perhaps, maybe not, and then you begin to create hypotheses and decide what to study, make assumptions, and it is hard for me to believe that you can dissociate yourself from who you have become before you begin to make those kinds of judgments.


And so my question then is -- and then on the other hand we have companies that are selling medicines, for example, which you spoke to, and so we have doctors who come into medicine with some ideas about sickle cell disease, for example, being a black disease, which you pointed out is a geographic malaria related thing but yet that does occur.  We all are acculturated according to our socialization before we come in so there is a task there.  And then we get to the kind of problem that Troy Duster raised that he says that there is some antibody situation and also in blood, organ typing for transplant you do come up with some situations where they say you need to go to this or that population to get a better match.  And these things are very much on the minds of not only the public but also the scientists themselves.  How do you then separate the point that they are statistically risk factors that you might say are -- tend to be more associated with one population or another currently defined by race?  The future may be different.


How do we in the year 2001 handle the issue where there are some risk factors that you might say are associated with a very nebulous social classification by race but still we are taught that and how do you approach the point where doctors are taught that the ace inhibitors do not work in black people?  Things like that.  This is a tough set of questions. 


DR. SCHWARTZ:  Remember Fiddler on the Roof.  He sang the song "If I were a rich man."  So I am singing if I were a wise man I would have an answer to this question, which I think is a very profound and complicated question, and would probably take a whole conference in and of itself.


Of course, everybody brings their baggage to the table, including the patient and I believe there is evidence that one of the factors in the disparity in health care reflects what the patient brings to the table, that the black patient, for example, does not trust the white doctor.  Probably in many cases for good reason.  And so the woman with breast cancer comes in at a much later stage of the cancer than the white woman because she does not want to go to the doctor and there are many, many other aspects of this that I do not think I could summarize in one or two minutes.  It calls for a conference on its own in my -- 


DR. FREEMAN:  Okay. 


DR. SCHWARTZ:  -- you know, what do you do with your baggage. 


DR. FREEMAN:  Okay.  Maybe that should be the next think tank.  Thank you very much. 


Dr. Kerner has a question. 


DR. SCHWARTZ:  Yes.


DR. KERNER:  I have a question for Dr. Schwartz though about this issue of the relationship between biology and race.  Given the increasing interest in sort of mind body interaction stuff, the psychoneurology immunology studies, and the sort of whole arena of trying to understand how the social and physical environment works its will biologically on developing disease, responding to therapies, is there an area for the biology race discussion to come around in the context of, well, we understand that there are these -- we want to do research on social determinates, we want to do research on the physical environment, we want to do research on how these different factors may cluster with certain groups.


But is there also value in thinking about, well, how do these forces work their will biologically and perhaps manifest themselves differently when you are experiencing, and I will just use this as an example, the stress of being black?  I mean, is there value?  Is the kind of things that you are worried about falling in that sort of category or is that another category of research that perhaps is worth thinking about from the perspective of sort of how do these things manifest themselves biologically?


DR. SCHWARTZ:  I would prefer to think about that question, which I believe is a legitimate question, in terms of disease and culture.  Hypertension would be a very good example.  Hypertension among black people is a different disease with a different incidence than it is among white people.  And what you said the stress of just being black might be an element in this but I do not see it as race.  I abjure race biologically.  I see it as culture.


DR. KERNER:  I guess the one piece of the puzzle, if we agree that race is not a biological phenomenon, race is a social cultural phenomenon, then if we start using race as a social cultural phenomenon then it seems to me that it is not inconsistent to say that race is linked to these things as long as we accept it as a social cultural variable.


DR. SCHWARTZ:  I am willing to put the family farm on the following idea:  We take a white man and put him under the same life time conditions as a black man, that white man is going to develop black hypertension.


DR. KERNER:  How about sickle cell disease?


DR. SCHWARTZ:  Well, he has got to --


DR. KERNER:  It might take a few generations. 


(Laughter.)


DR. SCHWARTZ:  He has got to procreate.  I will use that --


(Laughter.)


DR. FREEMAN:  Yes?


DR. GEIGER:  There are ways to make these distinctions.  We have a very diverse student body.  Beginning of the module that I teach I have two African American students stand up, two males, and two Caucasian students stand up, two males, and I point out to the class, which has had genetics, that there is more genetic variation between the two African Americans than there is between them and the whites and vice versa.  Jaws drop.


And then I point out exactly what Dr. Schwartz is talking about that that does not mean -- then we talk about the six genes or so out of the 30,000 that we are probably talking about and then we talk about the fact that we are not for second arguing that the life experience of the two African Americans in New York City is the same as the life experience as the whites in New York City.  And that usually gets us into hypertension.  This is what -- and the students are astonished to discover that Nigeria is mostly normotensive and Barbados is kind of halfway in between.  It is the classic kind of immigrant pattern.


So if hypertension in blacks is genetic they must have got it from white people in this country because --


(Laughter.)


DR. GEIGER:  -- it does not work any other way and obviously we are talking, if at all about a gene environment interaction, we are mostly talking about the difference in social circumstance.  There is with regard to the stress thing a wonderful phrase by Chester Pierce who talked about -- and we talk about this -- who talked about the experience of African Americans enduring micro insults, daily, continual micro insults as the stressor.  I do not think it needs any further explanation but, yes, people need to understand but understand that this is not genetic, nor is it the experience of every African American.


DR. FREEMAN:  Let me come back because he is going to leave.  Dr. Schwartz, let me -- just the final thing.  To me -- before you catch your plane.


(Laughter.)


DR. FREEMAN:  Okay.  Now I am trying to frame this in my mind.  You have got a situation where you clearly are right, race is not a biological category.  I think no one does not believe that around this table.  Then we have got the situation where there are some things that are happening according to race which are socially, environmentally and culturally driven perhaps that are real.  Okay.  Those two things are -- those are two correct statements.


What is the trick that we can use or the method or strategy we can use to allow for those two things to coexist because when you begin to talk about the one -- the thing that has to do with the environment and the prostate cancer being more frequent and hypertension and so forth, you tend to undergird for some people the point that these people are biologically different.  How do you break it out, the two concepts?


DR. SCHWARTZ:  Well, I would suggest using different words than we are using now.  I think we are using -- we might be using the wrong words.  I would prefer using population, population genetics instead of race for biological phenomenon, and I would prefer using culture as the principle designator of race for the purposes of this committee.


I am not saying that we should abandon racial distinctions for voting rights and things like that.  I am only trying to answer your medically oriented question.


DR. FREEMAN:  But may I disagree with you on the last point?


DR. SCHWARTZ:  Yes.


DR. FREEMAN:  I think it is a danger in equating race to culture.  There is a great danger and that has been pointed out by Boaz, the anthropologist  about 50 years ago made that very clear.  There are many cultures within any so-called race and I think it would be just as big an error to make race equal to culture as it would be to make race equal to biology, I think, but we will let you go on that. 


DR. SCHWARTZ:  We could discuss that some more. 


DR. KERNER:  That will be another think tank.


(Laughter.)


DR. FREEMAN:  Yes?


DR. DUSTER:  You know, one of the reasons why you had David begin the conversation is because you acknowledged that this was an issue which is about social communication outside of the arena of the government or the NCI.  Now back in the -- last summer, Francis Collins and Eric Lander, some of you know these people, called a huge meeting of the Human Genome Project and it is the next phase of this problem.  I think race is sitting there at the table like an 800 pound gorilla.  It is called a haplotype map in the Human Genome Project.  It is the next phase of what is going to be happening.


The haplotype -- it is too bad he took off because he could have a conversation about this -- is nothing more than a series of markers of SNPs which are in the collection with the genome, which represents some population group.


Now the question, of course, with the Human Genome Project is which population group, which way of thinking about haplotypes, and at those meetings for the last six months the issue of race is a huge issue inside the Human Genome Project.  So I beg to disagree that the Human Genome Project has handled the issue of race by saying at the DNA level we are all alike.


When it comes to the next phase, the haplotyping, we are going to see this as a proxy for race.  The very question of where to go in the world to find different haplotypes, I am talking about 14 to 18, that is the new model, as opposed to four or five.  It is going to be about which diseases to haplotype for.  Now if those diseases coincide with existing racial groups, the tendency in the population will be to go to the haplotype as a proxy for race. 


So this is an unending discussion.  This is not something which I think is simple and I do not mean to make it sound like hovering here is this thing that is going to be covered inexorably but I do think the discussion of race and racialism is a much richer and more complex concern here than calling it over here the biological and over here the genetic and over here the social and cultural.


I think there is much more of an interplay and you see it with the haplotype map, particularly where to go sample for it.  Do you use Sub-Sahara in Africa?  The answer is yes.  Why?  And then all the rich discussions about population genetics.  But when you say, well, who are you going to sample in Sub-Sahara in Africa, you make sure that you are doing phenotypically Africa because you might run into some Sub-Sahara whites.  Do you see what I mean?  Haplotype is about expression.


DR. FREEMAN:  But wouldn't it be true, just to maybe challenge you a little bit, that you would have several black so-called haplotypes if you went around the world?


DR. DUSTER:  Yes. 


DR. FREEMAN:  I mean, Sub-Sahara blacks are going to be different from blacks in Trinidad.


DR. DUSTER:  That is correct.


DR. FREEMAN:  And New Orleans. 


DR. DUSTER:  But it will turn out to be the case it seems to me a good prediction.  What you began with, especially Dr. Schwartz, we begin with baggage and I think the haplotype map is going to have with it the baggage of the old classification system.


DR. FREEMAN:  You assume that but couldn't it also be true, and I do not know the answer to this, that you will find some haplotypes that will go across so-called race?


DR. DUSTER:  Yes.  No doubt.


DR. FREEMAN:  And won't that help us out of this a bit?  


DR. DUSTER:  I do not know. 


DR. FREEMAN:  You do not know, okay.


Dr. Bonner, I think you have been waiting.


DR. BONNER:  Well, most of my comments were touched on by your continued question.  I just wanted to say that sociologists for some time have made the distinction between the social construction of race and the biological differences in phenotype and the second thing is that there would be no way to possible to equate race equally with culture or transpose the two but I agree with Troy emphatically that this is an integrative piece and so trying to separate it out into small compartments where we could look at a piece of it will not work.


We cannot deny the political, social and economic play that comes to bear on the question of disparities filtered through race because that is what the social construction is about.  It is about power and it is about that division of power which leads to the differences in economic status, which leads to differences in quality of care because if one is able to, in fact, negotiate the system by way of education, economics, et cetera, then you will stand a better chance of having a level playing field.


I want to move quickly to your question about what force the Center could play in bringing about change.  I think we have heard a collection of ideas about where we are to intercept so given some of the constraints of a government agency, and I do not know what your goals are for the institute but I would be willing to bet that one of them centers around the very issues that we are talking about so that the education piece could definitely be a highlight here and not only education in terms of -- I do not mean it just at the micro level of physicians or clinicians of other sorts but education of the public, the general public about what the disparities are and what this group and extension of the group has discovered in terms of potential changes could be very powerful.  
That education can come in the course of documents that you release.  It could come with a congressional paper.  It also could be integrated into some Congress person's hearing on health.


The other piece is media dissemination and I agree with other individuals around the table that have talked about some of the statistics and data that we have from ongoing projects like Dr. Bach's project, that we could, in fact, have a way to disseminate some of that information by way of various media.


And, finally, I would suggest that in terms of long range those would be sort of the short range pieces.  Long range we talked about a number of strategies for making significant changes, i.e. the education within the medical and health care system, for physicians in training but I would be willing to bet that other health care professionals would and should benefit from that.  The notion of having compliance policy placed within accreditation agencies would be a good strategy as far as I am concerned. 


In our group we talked about a demonstration kind of project so I am suggesting that also a piece of this could be tied to a couple of very strong research endeavors that emerges out of this discussion.


DR. FREEMAN:  Thank you, Dr. Bonner.


Yes, Jon?


DR. KERNER:  I wanted to ask Dr. Duster and Weissman, you both sort of were focusing on the role of the center in sort of elucidating critical disparities, you know, where the biggest disparities are but since the focus of this think tank is really on the question of sort of just to be provocative racial profiling in cancer care -- and that is Harold's phrase, not mine but I wanted to give you credit for that.


(Laughter.)


DR. KERNER:  I am curious as to whether or not you think that the focus at least in the context of this particular think tank and what the center does should be on those disparities where the actual variation in cancer care might be contributing to disparity because there might be disparities where the care issue is perhaps less involved than the incidence of the risk factor issue.  And I was just curious because you did not mention that specifically and I just wondered what your thoughts were about that.


DR. DUSTER:  Well, I guess, that is an empirical question which I cannot answer which comes first.


The disparity between whites and blacks with prostate cancer could that be late onset issues or someone mentioned that black men --


DR. FREEMAN:  Let me just speak to that.  I think you have to separate the incidence issues from the treatment issues. 


DR. DUSTER:  Right. 


DR. FREEMAN:  And I think Jon is absolutely right.  The question here does not have to do with research to find out why blacks have a higher incidence of prostate cancer.  It has to do with given a diagnosis of prostate cancer why they treat it differently and so that is a different -- that is really a different question.


DR. __________:  I think that points to --


DR. BACH:  I actually -- I do not think that is a fair distinction, Dr. Freeman.  It is not -- in principle, it is probably on average fair but cancer -- many cancers are detected through essentially treatment interventions or diagnostic interventions like PSA testing and other early detection techniques and many cancers are prevented through prevention.  Hopefully through prevention measures.  So that the cancer process happens long before the establishment of a diagnosis and the presence of a diagnosis is influenced by health care processes in which there are large disparities.


So although I am sympathetic to the focus on individuals who are diagnosed with cancer, those people do not represent all the people with cancer and that population of people is not independent of the influence of health system factors.


DR. FREEMAN:  And that is true but if you take the example of prostate cancer which is different from cervix you have a better argument, I think, with the cervix where you can -- or the colon where you can diagnose something before it becomes malignant and treat it but in the prostate we do not have a way to do that so far centering around that disease.


You diagnose prostate cancer, it is prostate cancer.  It is not in situ.  We do not know that part yet.


So refining the question, and I also respect what you are trying to say but I do not agree with it, I think that the question we are trying to frame here is a more narrow question about the whole health care continuum from incidence to early diagnosis to whatever happens after that.  But the question is if somebody presents with a cancer, call it whatever you wish, and whatever state it is, because people of all races present with early and late cancers, disproportionately black people present with late cancer, that is not the issue for this think tank.  It does need to be dealt with but the question is why are people treated differently at whatever stage they enter according to race, they enter the system?


DR. BACH:  But the process of diagnosis is a treatment event in a sense.  I mean, there may not be a drug push but people do not present with prostate cancer.  People are diagnosed with prostate cancer.  They do not walk in saying I know I have prostate cancer.  PSA testing and biopsies and other sorts of things.  So the actual interactions that serve to identify those people are also health system effects.  And if you will look at some autopsy data you will see that huge populations of people are dying with undiagnosed cancer.


So I do not think -- I think in the case of all of these cancers we should assume that there is a reservoir of disease that is never brought to attention and there is also a group of people who are brought to attention at varying stages.  Blacks on average at later stage.  So those things have to be part of any equation in which we are trying to address cancer outcomes because in a way the easiest way to cure cancer is to stop diagnosing it.


DR. FREEMAN:  That would not happen because the people who have cancer always enter the system at a certain point. 


DR. BACH:  But they -- no, people come in and they die of things that remain undiagnosed all the time and at autopsy they are found to have a lung cancer or a colon cancer or something else like that. 


DR. __________:  That is not going to change outcomes. 


DR. GEIGER:  That is not going to change outcomes.


DR. FREEMAN:  No.


DR. GEIGER:  If they are dying, they are dying with it, not of it. 


DR. BACH:  That is not necessarily true.


DR. GEIGER:  Well, but in a lot of cases.  Prostate is a fine example.


DR. HARRISON:  I think if we start where you left us off before lunch, the key thing is the differential survival rates, the differential death rates, that is what needs to be reduced.  Moving backwards from there we do have a population that contributes to that differential where there have been diagnoses, treatments, et cetera, and we see that is contributing to that differential.  I think then beyond that there are the differential discovery processes, et cetera, that you are now adding to that.  Whether you want to limit it at this point, how far you want to go back in the cycle is something that could certainly be raised and discussed but I do not -- I am not sure how useful it is until we can get some useful answers to the questions of what do you do to try to reduce this differential arising from -- amongst diagnoses -- cases that are diagnosed and treated differently.  I am not sure how much we are going to get by going back further in the other process.


So I think we do need to refocus the questions which is given what we think we know coming out of this morning's discussion and I think we left with some consensus that there are racial differences that contribute -- that do have outcome differences that do affect this, and that the research has shown that there are these differences after controlling for access, socioeconomic status, et cetera.  There is a research agenda to try to understand those differences better but then I think the intention was to move on also to while that research agenda is going on maybe that needs to be detailed more carefully. 


There is also an intervention agenda, a social policy agenda that needs to be developed, and I am not sure that -- I think some ideas clearly emerged out of the groups but I am not sure that we are getting a very coherent picture or strategy here and I think we need to try to refocus on trying to develop -- trying to pull these disparate ideas together into something that is coherent. 


DR. FREEMAN:  Joe?


DR. HARFORD:  I think the other thing that we have to at least keep in the back of our minds is that we may be over simplifying the whole thing quite a bit by assuming, and I think most of the population does assume this, that the well to do white folk have better cancer incidence and mortality rates for every cancer that there is, which you would expect if it were some systemic access with the whole thing and that sort of thing but there are many cancers for which incidence and mortality rates in whites are worse than certain Asian groups, in some cases even in African Americans, so that the rank order of the various race, self-defined racial groups for these various cancers is not fixed.  It is not constant.  It is fluctuating around.


And so that says to me that there is -- that a one size fits all fix is not going to work and, you know, because at the same time we have to explain why Asian women may have a higher rate of cervical cancer.  We have to -- with that same health care system we have to describe why they have a better rate for breast cancer than the white population.


So, you know, trying to be -- I think we need to be splitters maybe to a degree rather than lumpers as we start to think about, you know, what the factors are for these various things.


DR. FREEMAN:  That may be so but let me frame it this way:  I think that since the Peterson paper that first caught my attention in 1994 indicated differential diagnostic work up I think it was for people who presented with myocardial infarction, black and white, who were in the veterans system I think that paper indicated, and then a series of papers now at least up to a dozen that are pretty well -- very well accepted by the scientific community are showing, including Peter Bach's paper but not limited to that, are showing that under the same -- and you could argue about it is really the same but let me finish before you shake your head -- under the same circumstances as well as we can define them blacks and whites are receiving different treatments.


I think to go into the reasons that some populations have a higher incidence of one or other diseases like cervical cancer in Vietnamese women is somewhat of a different question, I think.


DR. HARFORD:  But mortality rates also differ.  I mean, the same system that we are going to -- we have made the health care system sort of the bogey man in this whole thing and to a degree they deserve it, you know, and I am not saying that there are not these differences in -- I think there is racial profiling in health care.  I am just saying that if you were to conclude that racial profiling in health care were the only factor you would still be faced with the fact that for some cancers that health care system is not the dominant factor because these minority groups who are doing worse in one cancer are actually doing better in another. 


DR. FREEMAN:  Give an example of a black -- a cancer that blacks do better.


DR. HARFORD:  Well, I would have to go to the SEER database but maybe --


DR. KERNER:  I think the issue is it better post diagnosis or is it better in terms of the deferential incidence and I think that is why -- I think the question that I thought we were supposed to be focusing on is post-diagnosis.  I do just want to suggest one thing that I agree with Roger that sort of trying to tie some of these things together might be valuable and I would like to just make a modest proposal that we take David Shipler's sort of dimensions of prejudice and sort of think about what are the dimensions of prejudice in the health care system.


So let's just use his examples.  I mean, to what extent does the body of the patient, and this gets at some of the things that Jack was talking about, understanding the interaction process.  To what extent do features of the patient influence assumptions or play on -- push buttons in the practitioner that alters probably on an unconscious level what is happening?  That is certainly something that is both worthy of study and to the extent that we know anything about it, communicating that out, and that is a point that has been made by a number of people here, may be a critical element to beginning to get -- to achieve awareness, which is what Jack talked about when he did the summary of our group, that we -- without awareness it is very difficult even to have a dialogue about what to do about things if people are completely doing this, you know, at below the conscious level and there is no awareness of the role that we as white practitioners, if I was a white practitioner -- if I was a practitioner, let me rephrase that -- 


(Laughter.)


DR. FREEMAN:  You mean you are neither white nor a practitioner?


(Laughter.)


DR. KERNER:  I am white and if I was a practitioner is my point.  You know, not knowing that I am doing these things, if I am made aware of it, at least it gives me a chance to think about sort of how to change my behavior.  Speech and dress were some other examples.  And then you get to this issue of the mind, which I thought was a very interesting one, and particularly this idea of translating prejudice into discrimination. 


If a priori, and we know this from studies of primary care docs, I do not know that we know it about cancer care docs but we know that primary care docs will look at a poor person or look at a minority person and immediately make assumptions about their compliance with treatment.  We know that for a fact.  There have been studies going on for 25 years on this issue. 


If the same phenomenon is taking place in cancer care, and it may be an elderly black person or a person who does not speak English that well, and we are making assumptions about compliance, it might actually alter without ever giving the patient to make a decision what is being offered to them.  
So understanding the dimensions of prejudice in cancer care as it relates to the mind and then we know them communicating them out is another way.  I just think -- and the only one I could not figure out where it applied was violence.


But on the other hand the threat of malpractice might be sort of the concept of violence in a medical system so, you know, morality, violence, power, all of these dimensions seem to me to have meaning in a health care system that at least as a starting point for thinking about what the role of the center is you could begin to think about, well, what are the proper models and this is just one.  It is not, you know, the only one but what are the sort of right ways to frame these kinds of things so that it grabs people's attention and it makes us want to do more research in this area because I do think there are a lot of unanswered questions here that do need research but also it might give us the understanding of what the leverage points are for actually implementing change. 


So I just throw that out because I actually -- I wrote more notes in the dimensions of prejudice discussion because it was more new to me than a lot of the other things I heard.  All of the stuff was really good but this was really the newest stuff I heard and I think it has some relevance to what you have asked the folks to do.


DR. FREEMAN:  A very good comment, Jon. 


David Shipler?


MR. SHIPLER:  Yes, as I listen to the discussion all kinds of alarm bells go off along the lines that you mentioned and I was looking through some of the materials beforehand and pulled out a few variables that seem to fit with some of the stereotyping and one of them definitely is how compliant a patient will be in following complex instructions, and that is a -- I do not know -- I cannot speak to the question of whether a physician would tailor a treatment plan based on that but certainly, if so, then, you know, the image of the person, you know, the quick, you know, 15 minute summing up of the person with all the visual cues and other language cues that are coming into the physician would play a major role in that. 


And then there was a study and I am sorry to say I cannot remember which one that -- or maybe it was not a study, maybe it was just a hypothesis that patients received variable treatment based on the perception of how productively employed they are, how valuable to society -- boy, that is a scary one.  You know, whether the patient would be more or less likely to keep appointments, you know, be punctual, how persistent the patient is in making requests for services, asking questions.  You know, it is very intimidating even for me to ask questions of a doctor and I can imagine how someone with slightly less education and who has had an experience of living as a minority in the society who feel trying to question a doctor when perhaps things are not quite clear in a complex explanation, and I do not know what the dynamics are in that in terms of what the doctor takes in in terms of tailoring the treatment or so forth.


And then, of course, a couple of people have mentioned this question of being suspicious of the system and intimidated by it.  I think that probably is going on for a lot of people, not just blacks but also working class whites as well, lower class poverty stricken people across racial and ethnic lines. 


You know, it seems to me that it is not all that -- I mean, listening to all of you and having read some of this stuff it is not -- aside from the science, you know, that is a whole area I really do not feel qualified to get into.  The personal and human dynamics of this seem fairly accessible to hypothesis.  I do not know whether there is evidence to demonstrate that certain things are going on but you could probably construct a list of hypotheses about why, for example in your study why this is happening, why it is that surgery is -- takes place in a lower percentage of cases where it could be effective.  And some of those hypotheses would have to, I would think, deal with some of the issues of perception, stereotyping, expectation and all of that in both directions.  You know, the suspicion by the patient of the system and, you know, the system or the health provider and the perception of the patient. 


It seems to me those hypotheses could be tested in research without a tremendous amount of difficulty.  You know, at least in small scale settings where you could focus in and take a look at what actually goes on between the patient and the doctor. 


DR. FREEMAN:  I think, Reggie, you have a comment.


DR. HO:  Well, in the spirit of pulling together your objective of what the center can do to reduce health disparities, I think in the morning we had concluded that racialism does exist.  To alter the behavior of the medical care givers and also the patients themselves we need to make certain awareness issues and the question comes up whether we have enough data to be convincing to the -- to the medical profession or to the patient themselves that such bias does exist and that bias is the -- is one of the major factors for the disparities that do occur.  So I think that may be where we need to do more research.  That is one.


The other is the awareness issue that we not only the medical profession aware of the biases and our conclusions but the public as well so that the patients could respond appropriately to the care givers.


And what is mentioned about monitoring, that regulatory agencies would monitor the outcomes of some of these studies and see whether there is a behavioral change as a result.


DR. FREEMAN:  I want to ask Jack Geiger a question before you comment.  There is a paper in here by Chen in the New England Journal of Medicine I want you to comment on, which suggests that it does not matter whether you are a black doctor or a white doctor, that the same pattern occurs with respect to treating black people for certain diseases.  Can you comment on that?


DR. GEIGER:  Yes.  Let me rephrase what has been done with that finding and subsequent finding.  What the Chen, et al., asserted -- demonstrated or asserted was that if you looked at patients, I think it was with coronary artery disease, whether or not they got catheterization and if you look at black and white patients by the race of the attending physician, whether the attending physician -- of the patients whose attending physician was black, white or black, the gap by race between who got catheterized was just the same as those by white.


The conclusion they drew is these gaps, therefore, could not be due to racism because look at this, black doctors are making this decision. 


DR. __________:  They are just as racist as white doctors.


(Laughter.)


DR. GEIGER:  So there are a couple of problems.  One of them is it is very unclear from the data they published at any rate who actually had control of the decision to catheterize or not.  To the extent that it is the cardiologist rather than the attending physician one needs to understand that there are about 400 black cardiologists in the United States and 18,000 white cardiologists.  So the overwhelming probability is that those decisions were made in the main by white cardiologists so what that study did was compare the decisions of the white cardiologists with the decisions of the white cardiologists and --


(Laughter.)


DR. GEIGER:  -- they did not find any difference.  But what is more important in terms of a kind of reverse stereotyping, I guess, is the assumption that minority people are incapable themselves of bias and this has been followed up with another study by Sayfritore (?) of the same group that showed the same kind of pattern with regard to women being seen by women physicians and, therefore, it could not be due to gender bias.


I am not as familiar with that issue but having spent a lot of my working life in minority communities, urban and rural, I am sure there are others in the room that know being a member of a minority provides no automatic immunity against bias.  Very often social class bias within minority community but whose effect is racial in outcome. 


So we are starting to get what I think is some degree of resistance to all of these, Peterson and other publications, that demonstrate what would appear to be racial or ethnic bias in diagnosis or treatment by saying, well, either it does not exist or it must be something else or there must be other factors.


The other thing I just wanted to add about the whole discussion we were just having, two things.  We were not discussing stereotyping, we were just discussing the familiar context of stereotypes.  Again I refer people to Van Ryan and Burke in March 2000 Social Science and Medicine what did those cardiologists, in fact, were found to believe, interviewed not knowing that it was about race after they had made their decisions?  Oh, the African American patients would not participate in cardiac rehab.  They would not be compliant with the regimen.  They would not understand the regimen.  They were classic variants of African Americans are lazy, unintelligent, et cetera.


In terms of violence African American mental patients in study after study after study are much more often than whites characterized as violent or potentially violent and put in restraints.  These are common findings. 


If one looks in terms of the research -- if one looks at the social psychology and social cognition literature it is filled with hundreds of experiments that demonstrate these kinds of assumptions in all kinds of experimental, well-controlled experimental conditions about blacks, Hispanics, and to a lesser extent other minority groups. 


Finally, I wanted to make the point that a lot of -- again talking about the multifactorial nature even for the NCI some of the discussion reminds me of that wonderful title of a paper by Nancy Krieger which went, "The web of causation but has anybody seen the spider?"


(Laughter.)


DR. GEIGER:  We are talking about a society in which a dominate condition is inequity.  We have got 40 million or 44 million people without health insurance and those findings are skewed by race and ethnicity and that has something to do with stage at diagnosis and familiarity with the health care system and a whole range of other factors that we are talking about.


So that I do not think we can just go disease by disease or cancer by cancer within the disease in looking at these problems without taking cognizance of these defects of the larger society.


DR. FREEMAN:  I am going to start with Jeanne and then we will come this way.


Jeanne?


DR. MANDELBLATT:  I want to get back to how you see your mandate potentially for the center.  I know you have an interest in treatment and I think when it comes to the answer you are going to get the most bang for your buck in reducing mortality through effective treatment but I do not know if that is why you are focusing on treatment because some of the cultural issues and the race issues that come to play on what treatments people of different race and ethnic groups also come to bear on their risk of developing disease, cultural factors that might influence smoking use or that may lead to certain cancers, cultural influences on diet, cultural receptivity to participating in chemoprevention or other types of things.  Sort of views about, you know, participating in experiments, taking a drug to prevent cancer that certain groups may fell is just antithetical to their culture because the best way to not die of cancer is to not get it so you could make some argument for the prevention activities and early detection.  Although, you know, I agree treatment, getting the top quality treatment has a huge impact.


It just seems to me a lot of the issues -- there is some commonality in the issues across the spectrum and I wonder if you are more concerned with those cultural contextual issues as well as the health care setting issues across the spectrum or those issues, you know, within particular problem treatment.  Okay.  You first look at treatment and look at these issues and then maybe we will see if those play out in other kinds of things.  I mean, treatment is more medicalized.  I mean, it is clearly within the medical care system.  Whereas some prevention activities are more individual and group based.


But I was not sure -- I thought I heard you making that distinction and maybe I am wrong and I just wondered if -- are you and if you are, why? 


DR. FREEMAN:  Well, the question is a very good question as all of your questions are over the year.


DR. MANDELBLATT:  Flattery.  Now what is he going to say?


(Laughter.)


DR. FREEMAN:  And we are not trying to get to the whole universe of the problem through this think tank.  We have isolated a question which is a part of a much larger universe of problems that will need to be addressed and the question that we are asking today in this first think tank on this issue is what is the effect of racialism on cancer care delivery.  And so if you wanted to go with Peter Bach you could extend it all the way to diagnosis and screening.  We had not thought that way but we will take that into consideration.  But it is a narrower question than what you have posed as the culture, behavior, lifestyle, attitude, behavior, which could be associated with race.


We think culture needs to be dissociated from race.  That may lead to a higher incidence of a certain cancer like cervical cancer associated with papilloma virus, sexually transmitted disease.  We are not asking that set of questions in this particular think tank.  That is an important question and I do not want to say it is not.


DR. MANDELBLATT:  Why did you come to focus it on -- why did you come to choose the particular issue you did?


DR. FREEMAN:  Why did we?  Well, we had to start somewhere and this was something that had been -- actually when I started looking at the issues 25 years ago this was not an issue that had come into my mind immediately.  I really -- had really weighted the thing as poverty and lack of education, which still may be the strongest weight in causing disparities.  It was only when some maybe eight years ago when papers began -- that were peer reviewed that began to raise the issue of race in itself as having an effect on how people got treated that I got interested in this myself.


And now we have a series of papers leading up to a more recent paper by Peter Bach where this is now pretty well documented and agreed to across most medical circles that race in itself -- so we counter this not as a universal approach to the problem but a segment of the problem that seems to -- the answer to which will get us into a lot of societal issues far beyond the medical system as you can and as David Shipler has said. 


DR. CLANCY:  I am starting to appreciate why you pushed us so hard this morning after Peter's presentation.  Did we agree that that demonstrated that race had an independent effect?  It still seems to me that if you want to make change there is two fundamental ways to go about this.  There may be more but two that occur to me are first imagine constructing a very large map of evidence-based processes of cancer care that are indisputably linked, unambiguously linked through clinical trials to improved outcomes and one does a series of exercises or analyses or encourages researchers to identify where there are racial differences and then encourages studies to identify why and to in clinician's terms kind of isolate the lesion.


You know, is it at the level of referral, is it the type of place where they get care and so on and so forth?  Is it some kind of patient differences about treatment and all of that?  That is one approach. 


The other approach and I am not sure if it is and or is to actually start with a map of differences in survival or other outcomes or even health related quality of life related to cancer and look for racial differences there and then try to find out how much of that is amenable to health care.


Now the reason I bring up these two approaches is that I think a lot of clinicians do not own this problem.  I do not know where the oncology world sits, I think, but I think a lot of clinicians that I know are kind of vaguely sympathetic, highly stressed and think that patients brought a lot of this in with them and it is really hard, and maybe ten years ago they would have tried harder to compensate for some of the issues that patients brought with them but they do not have the time today and that is it.


So I wanted to just draw those distinctions.


I guess two other things I wanted to mention are whether you are going to consider nondisease based processes of care that cut across cancers.  I mean, it is a question of pain control, control of side effects from chemo and so forth.  One can make an argument that that has had a big effect on survival independent of disease type.


And the other issue, I think, that we should not forget is -- and you know this better than most because you have done a very effective job working with the media, this is very much in the minds of the public and one of the first questions reporters ask in response to these studies is what shall we tell patients now.  They ask Kevin Schulman what would you advise patients.  These are painful moments but I think that question might be brought up as well.  What can patients do here?  What is the patient's role and so forth? 


DR. FREEMAN:  Right.  Good comments.  Thank you.


I think we had a comment here and then we will come back around.  Dr. Harrison?


DR. HARRISON:  Yes.  I found the boxes to be confusing.  You were discussing two approaches very useful.  I think you have an overwhelming body of evidence that I am not sure certainly the public and probably the professions are aware of at this point.  I think the first step is to, in fact, say that there is now a growing consensus based on peer reviewed research to say that after controlling for all factors we find that there are differences in diagnosis and treatment. 


I do think that is the way that you have to get the professionals to own the problem, to say that it is -- to narrow it down to the diagnosis and treatment and to say this -- the best evidence at this point, in fact, points to that.  I think you have to be prepared in doing so to address the critics, et cetera, who will say, well, we do not quite know that yet so I think there is a task there.  But I really think that the first step has to be convincing the public and convincing the health care professionals that, in fact, there is this differential.  I think you have to be cautious not to get into all the speculative reasons that might be behind it.


I think you have to be very clear about what you know at this point and what you do not know and would need to pursue in a long range research agenda in order to find out.  So I do not think you want to get into saying that it is stereotyping or it is this or that.  Those are active hypotheses at this point but we cannot talk about all the reasons.  I think that is the research agenda.


Given this, I think you then -- Dr. Bonner was mentioning education and the media.  I think you need to try to build a commitment to the idea that there should not be such disparities and that there needs to be a national commitment that the kind of treatment that you get for cancer or any other disease should not depend on whether you are male or female, black or white, urban or rural, poor or rich, that that is precisely the kind of disparity that we want to reduce, and that it should not matter in the end whether it is that you are poor or black.  We do not need to -- we do not need the scientific research answers to that question to resolve the problem that is really the problem that the nation should commit itself to reducing.  It is to eliminate it.


Then I think there is the questions of -- to change the thing then I think we do have to get into the questions of what are the institutional barriers, the institutional differences, the patient professional relationships, those interfaces, possibly stereotyping and all the rest but I think you need to lay out a research and an action agenda on those that would -- I am not sure that -- I think again some of the elements have come out of the luncheon discussions but it takes some time to weave those together into a coherent strategy. 


DR. FREEMAN:  Let me see if I understand you.  Please tell me if I misquote what I think you just said.  One element is that I think you sort of lean to the point that there is a national commitment type of issue to the point that nobody should not receive good care, no matter whether they are rich or poor, black or white, whatever.  So the approach would be a general approach that the country cannot accept the point. 


DR. HARRISON:  Right.  And I think there have been quality of care suggestions that the issue should be framed in terms of quality of care.


DR. FREEMAN:  Yes. 


DR. HARRISON:  I would agree with that.  I think it needs to be framed broadly.  The black -- the racial issue needs to be framed within the nobody.  You do not want this for anybody.  We do not want to eliminate the race problem and find that there is a socioeconomic gap either.  That is really -- that does not solve the problem either.


DR. FREEMAN:  Now let me just probe a little deeper.  What about the issue that if you believe the studies there does seem to be some racial difference and we could discuss the causes, whether it is the patient, doctor, what side, who is making decisions, is it the power base of the doctor or is a combination of doctors and patients who do not trust doctors or things like that?  Do you think that we should not stress that point as we go forward?  I mean, the information seems to be that that is true.  If you take the general approach, which I do not disagree with, would you also put that also in the argument?


DR. HARRISON:  I would develop compelling examples for urban/rural differences, socioeconomic differences as well.  I would basically say there are identifiable groups, race groups but also gender, income or socioeconomic status, geographic differences, and here is what we know and suggest that these are real.  I should say one thing.  I think Dr. Geiger mentioned the Pew-Kaiser study where the majority of Americans, white Americans, believe that blacks and whites are socioeconomically equal.  I do not think the country knows.  I think if you ask the same question on health care people would not assume that you could find these disparities, these kinds of disparities if they exist. 


DR. __________:  Their mortality rate is different.


DR. __________:  Right.  There is an article in the booklet that you have where we actually asked that question and we found that most Americans were unaware of racial disparity in health and infant mortality was one of the key issues. 


DR. HARRISON:  I think the first step is to convince them that there is this difference and I do think that the racial difference should be a high priority because of racial misunderstandings of this country but I do think it has to be contextualized with all the other differences.


DR. FREEMAN:  And that is a larger job and that is not the way we started out here but I am taking your point. 


DR. HARRISON:  Yes. 


DR. FREEMAN:  Yes.  Okay.  Let's go around this way.  Joel?


DR. WEISSMAN:  First of all, I would like to -- you know, I really agree with a lot of what Carolyn Clancy said because she sometimes gives us money. 


(Laughter.)


DR. CLANCY:  I am so brilliant.


(Laughter.)


DR. WEISSMAN:  But, you know, I often go to meetings like this and we do not always do our job in terms of helping the conveners answer the question that they are asking and I really applaud you for sort of coming back to task.  You know, the question is how do we believe the Center to Reduce Health Disparities can be a force for change in this area.  I think to some extent that begs the question what kind of disparities are you interested in and, you know, what your time line and how do you know whether or not this will be a success or not.


Let me assume for a minute that you have a relatively short time line and that you want to show somewhere down the line that there is a success and to that extent I believe that you are wise in thinking about access to cancer care delivery, that if you think that you are going to affect mortality and other sort of very broad outcomes that are to a large extent influenced a lot by general society you will not show any impact.


So I think to the extent that you can -- and this comes back to what Carolyn said -- look at evidence-based clearly effective procedures and treatments and try and equalize -- and not only equalize access but equalize use of high quality and appropriate care.  Right?  We do not want to bring everybody up to bad care.


(Laughter.)


DR. WEISSMAN:  You know, we are down on bad care.  We want to make sure that it is high quality and appropriate care.  I think that makes sense.


I also think that there are things that we should probably stay away from and that some of these gaps that we see -- everybody has talked about multifactorial.  I think that to the extent that the health care system is a microcosm of greater society, sure there is racism involved.  If you go down the racism road you are going to meet a lot of resistance. 


I think that there are other lots of racial list types of factors that you have talked about which can be addressed such as cultural beliefs and health care beliefs and information and so on which will reduce those disparities to a large extent.


I think the other thing that we can learn from other fields, in particular in patient safety field, is that if you go after individual doctors no physician will say that (a) I am a racist and (b) that blacks get any less high quality treatment than anybody else.  You can ask every single doctor in this country and no one will agree with you but if you put them all together that is where we get the statistics from. 


So to the extent that we talk about educating individual physicians, no one is going to internalize that and say I have to change what I am doing because no one believes that they are doing anything wrong.


But on the other hand, perhaps one way of thinking about this is if you ask -- and, you know, the oncology community in general but maybe in smaller groups either within a cancer center or within a geographic area, to think about systemic or structural aspects of the system that they work in and to work as a group to try and improve -- you know, look at their statistics and try and improve the statistics that they have.  If you take away the blame from the individual physician, you bring it back, again this is the patient safety model, there are no mistakes made that are the fault of anybody.  It is a system problem.  If you think about it from a system effect I think that you are -- you know, you are likely to get more responsiveness from clinicians and perhaps more of an impact also. 


DR. FREEMAN:  I like what you said but I am thinking that what you said may be different from the Shipler approach in a way and what Jon Kerner said.  He may be in agreement.  He talked about -- well, you heard what he said, mind, body discrimination, things like that.  How people make decisions, in this case we are talking about medical decisions but they are really based on who people are and how they have been acculturated and socialized.  And so that -- what you are saying as valid as it may be I wanted to support the point that the Shipler approach might be a different approach I think.


Am I wrong?


DR. WEISSMAN:  I would agree.  And I guess, you know, with an organization like your's that has such a national impact, it would certainly make sense that you are trying to influence public perceptions and bias in general.  And, you know, I think if every piece of government and every piece of society tries to do that it will eventually have some impact but in terms of looking to see whether or not this group or your center has had an effect I think that would be just a lot harder to do.


DR. FREEMAN:  But let me ask you this:  Does it have to be either/or or could it be both?


DR. WEISSMAN:  Try and do both but, you know, everybody -- it is sort of like mom and apple pie.  I mean, yes, we realize that racism exists and that we should try and do something about it, and to the extent that you can keep promoting research that shows that this exists I think that would help.  To the extent that people do not know in this country that disparities exist and that we can educate people, I think that will help.


DR. FREEMAN:  What if you connected whatever we do, whether it be the approach that I thought I heard you mention and Kerner back up, or the broader approach that you mentioned.  I think, Carolyn, you may have sort of agreed with this other approach.  If it were monitored, whatever we decide, which direction or both, would not monitoring -- I mean, people, doctors -- I am a doctor myself -- make decisions for whatever reasons.  It looks like race plays a role somehow in those decisions it looks to me from the evidence that we have presented.


And it also looks to me like, as you say, doctors are not trying to hurt anybody.  Doctors are trying to help people.  That is how -- it is the culture of doctors.  But it could be that while doctors are trying to help everybody they are not helping everybody as much as -- every group of people as much as they are helping other groups for whatever the complex reasons are.


And it would be hard to argue, I think, to doctors that you are not fair.  This is an egalitarian society.  We have grown up.  I started off talking about Thomas Jefferson and the Declaration of Independence.  A complex situation because, you know, there was Sally Hemmings as well, you know.  So, you know, it is kind of an American dilemma that we are living within that we say we are fair.  And at this point finally the laws are fair but we are maybe not as fair as we think we are but we do not want to intend to be unfair.  It is a tough set of circumstances. 


So I am kind of wondering if we take a certain direction -- I am not going to say what it might be, we do not even know yet, we are trying to get guidance from this brilliant group around this table as to what direction we should take or whether this should be more than one direction but it looks to me like whatever direction you take you would have to also monitor what the results are somehow.


Now the monitoring system is a broad system.  It does not really say, Dr. X, you did the wrong thing yesterday.  Although you could come to that but that happens in the hospital system right now too much.  But it is a system that could come out with some monitoring answers that would show whatever it would show and then it could be a teaching point even for doctors who believe that they are fair.


So I am kind of wondering whether mixed with whatever we do is it not very important to measure whatever it is. 


MR. SHIPLER:  Could I just respond to this particular point because I do not disagree with the proposition that if you go in telling people they are racists it is going to be very effective.  You know, I do not know -- I do not think white people -- I think white people in America probably dread the label "racist" more than any other.  Maybe terrorists these days do.  And I think one of the problems that we have had all along is that our vocabulary is quite inadequate to address these questions beginning with the term "race" as was obvious earlier when there was a discussion about what race is and how it acts socially and all of this.


And "culture" I agree with you completely, Dr. Freeman, is a very dangerous proxy for race.  It is used -- it has been used to condemn blacks in a racist manner in a sense but I do not think most Americans now react to people of other races because of what they imagine to be their biological differences.


The biological differences are cues to other differences that are probably more akin to what could be considered ethnic.  That is the interactions between races are probably more like interactions and expectations and assumptions between ethnic groups, and again that is a pretty fuzzy term as well.


So it seems to me that when you take -- when you try to address these problems, to the extent that you identify prejudice, stereotyping, assumptions, expectations, and all of that as a factor in the way treatment is being delivered, when you try to address that, first of all, I think you have to make it clear that -- first of all, the evidence has to be very obvious and every profession -- I am sure medicine is no different from any other profession -- thinks it is unique and that what -- the experience of other professions has absolutely no bearing at all on what we do.


Newspapers are this way.  Journalists -- we all think we are unique and nobody understands our profession.  And for about the last ten years some newspapers have begun to do what they call content audits.  They will take a week of newspapers at random or maybe a month, they will assign a newsroom crew to go in and look at pictures, look at stories and see how various minority groups and women are treated.


It turns out that blacks do not go to restaurants or go on vacation or go back to school or shop for school things.  Only whites seem to do that and the shopping malls are only in white neighborhoods.  Blacks are, you know, arrested or they are ranting about affirmative action and whatnot.  Newspapers which resisted for a long time the idea that they were racist began to see the evidence laid out in front of them and began to change and the coverage began to shift.  The problems have not gone away by any means but the point is that when you are -- when you are presented with the evidence, which is pretty persuasive, and you are told also in this context of this, you are told where it is explained or it is made clear that you are either racist or you are not, you know, we all fall along a spectrum somewhere, more or less dominated by stereotyping we have absorbed by just living in this society, number one.  Number two, we are not uneducable.  We can change.  We can grow.  We can evolve.


Those two elements are extremely important in persuading people that the condemnation is not a life sentence.  It is kind of a still photograph of where you are now but it does not take into account where you have been and where you are going.


And in that kind of approach I think that change can take place because people are allowed to see themselves as changeable and do some introspection.  So I think that the tools that I sort of laid out initially were for the purpose of analysis and self awareness and they certainly do not negate the cautionary, you know, sort of admonitions that you have put on the table.  I think quite rightly.


It seems to me, I mean just to shift gears for just a moment, there are a couple of things that occur to me as I was listening to you and they are really questions.  One is, is it possible to identify some best practices?  Are there clinics, hospitals or communities in which these disparities do not exist?  I mean, is it possible to look for those and then try to figure out why that is the case?  And if you can figure out why then promote or fund pilot programs that would, you know, work in those respects elsewhere?  And is it possible to look overseas?  I mean, you know, I think that in this country we really are very isolationist intellectually as well as in other respects.


We just do not seem to, you know, recognize the fact that there are other societies in the world that do have experiences of this kind and maybe they have addressed them better.  I do not know.  Maybe worse.  I am not sure but that is a question, too.  You know, whether to broaden the research and take a look at, you know, what is happening in Canada or Britain and so forth to see whether that is valid.


DR. FREEMAN:  Let me just try to answer one of your questions.  You put a lot on the table and I appreciate that.


There does seem to be at least one area where the best practices type of thing is paying off and that is a paper in the briefing book.  For example, to illustrate that, that in an army setting that is described here black and white women with cervical cancer have the same results and mortality results or survival results.  That is in this thing.


There is another area that I think Dr. Dignam can perhaps address, and that is in the clinical trials area in cancer care and perhaps other diseases as well.  When women who are black and white are entered into a study and if they stay in the study it looks like there is no racial difference in colon cancer, cervical cancer, breast cancer, for example, when the black and white women are treated the same at the same stage of disease.  
And the clinical trial system promotes that because when in the trial you are supposed to follow through with whatever the treatment is that is advocated in the trial.


So those are two sort of best practice type of examples.  Some of the military practices where they have had great success, I think, and I think you may have mentioned that in your words to neutralize this point. 


I would like to hear from Dr. Dignam.  Will you comment on your studies?


DR. DIGNAM:  Sure.  Yes.  The work I have been involved in as Dr. Freeman said is looking at clinical trials as sort of a model for maybe looking at a what if question, what if stage of diagnosis was similar and what if treatment were equal between blacks and whites.  And in addition to being equal I would say that it is in keeping with the current practice guidelines because these randomized clinical trials which are funded and essentially supervised by the National Cancer Institute have as a minimum requirement a standard of care that is in keeping with the times and the state of knowledge and that, of course, there is some comparison treatment arm that has the potential to be better.  So at a minimum individuals are being treated with the standard of care with regard to disease characterization and staging and surgery and then follow up, chemotherapy, radiotherapy, treatment that is essentially ideal in the sense of the state of current knowledge.  And often not -- it is ideal and it is also not necessarily exotic or cutting edge in the sense of a lot of the cancer therapies that we hear about in the news because these are large, very large scale randomized studies, multicenter studies that are trying to really set the treatment standards.  They are not looking at something that we just heard about last week.  They are looking at things that can actually be implemented in a pretty wide setting.


And what we see is, indeed, with equal treatment we see equal outcomes particularly with respect to disease recurrence. 


Now we do see some differences in terms of overall mortality which reflects also what Peter Bach saw and we, as he did, suspect that there is a role for comorbidity and other causes of death.  There are fairly profound life expectancy differences between blacks and whites even conditioning, living up to the age where this disease onset begins.  So those things need to be investigated further but it seems that with equal treatment equal outcomes are realized.


I would add, though, that although the protocol has a mandated therapy regimen there is some flexibility within that especially with regard to things like choice of surgery procedure and we have seen some interesting things with respect to that.  For instance, a high association between use of lumpectomy and radiotherapy over mastectomy with more whites receiving the breast conserving surgery.


Now that is where a patient and physician choice phenomenon, a racialism phenomenon could indeed be at play but there is also confounding regionally and institutionally and so forth having to do with resources and practices and the sort of dissemination of surgical procedures.  There is quite a bit of variation regionally and things like that.


We are also seeing and currently looking at the rectal cancer trials where there is a sort of more conservative surgery that has certain advantages and are less conservative and somewhat easier to perform surgery apparently.  I have very little appreciation of surgery other than reading about it.  And that seems to strongly segregate, too, according to race and that is again interesting in that it reflects personal choices as well as institutional limitations or phenomenon and that has been studied elsewhere. 


The mention of looking elsewhere in the world I think is very useful for the rectal cancer question.  Studies in U.K. and Germany have shown choice of this surgery strongly depends on case load, expertise and other factors which could be playing a big role here.  So I think this kind of research has contributed an important, although narrow element, and asking -- answering this what if question if the what if question is the question on the table.  Nor does it address the broader issue of why there are such differences in stage of diagnosis, treatment, outcome, et cetera.


But it maybe offers potential to evaluate in more detail or repeat evaluation of whether there are differential choice of procedure.  It seems that -- I know Peter's research is -- it is very sound and we sort of decided that based on it we can go forward with the notion that of these differences. 


If we were going to focus more research I would say focus it on documenting effort or going out and asking why.  You really -- I guess you have to get to the physician level to do that.  Why did you advocate mastectomy here?  Why did you not put this patient on a six course chemotherapy? Did you think they would not come back or what is playing a role?  Or as a patient why did you -- what have you heard about chemotherapy that would make you turn it down?  Things like that.  And just get more data on this to base further the decisions.


DR. FREEMAN:  Thank you.


Dr. Kerner?


DR. KERNER:  One housekeeping point.  
I notice that we were scheduled to have a break which we have not taken and some of us might want to.


DR. FREEMAN:  Yes. 


DR. KERNER:  But two quick points on content.  One is it occurs to me that one of the things that the army studies and the clinical trial studies share that the rest of the world does not is the relative uniformity in the infrastructure for delivering care.  So it is fine to use those as best practice models but one of the conclusions one could draw is that until we have uniformity and the resources to deliver care in this country it is a model that is going to be hard to replicate, although we have talked about the idea of expanding greater access to clinical trials and perhaps target our clinical trials accrual to those areas where the quality of the care or where the disparities that are treatment related are highest.


But I wanted to get back to the issue of what was the connection between the sort of dimensions of prejudice discussion and the recommendation that Joel and Carolyn were making about sort of focusing on the quality of care.  I think there is a relationship in the following way:  If the center encouraged all of the divisions of NCI that do research and all of the partners who do research to say, listen, we want to do -- we want you to focus more and understand more sort of the cultural and social dimensions of the reasons why race is -- we are seeing differential, you know, patterns of care and outcomes and you have got a lot of very responsive receptor sites within many of the divisions, including our own here on that issue.


And at the same time we are saying, okay, now how do we educate the public and the practice community that these disparities actually exist.  That, in fact, you know, if 70 percent do not even know that there are disparities, you know, in income or wealth or in care, how do we do a better job of getting that point out?  Then you are setting up -- you are actually motivating both practitioners and the public to demand what Joel and Carolyn are talking about.  That is to say if we know what best practices are, if we have established what those guidelines are as we have for many cancers, and we know that there are these differences, now we know because, you know, obviously the surveys are telling us a lot of people either do not know or are in a state of total denial.


If you succeed in changing that then you may actually be able to have a receptive audience because if I am a clinician I would much rather talk about how I can improve quality of care than stop being a racist.  I mean that is something I can deal with.  That is what I was trained to do.  I understand how to deal with that and you are setting the stage for pushing what Joel and Carolyn are talking about and creating an audience that is demanding better quality care. 


Now we have had some experience over the last 20 years at NCI in trying to promote guidelines and it is pretty pathetic in terms of getting people to adopt guidelines.  It is not easy particularly in the oncology community to get people to think that an individual decision maker is not the best care.  Well, of course, that is a door wide open for translating prejudice into action if you leave it to each individual physician.  So getting people to say, well, wait a minute, maybe tracking on guidelines, and certainly some of the comprehensive cancer centers have been moving in this direction, you know, maybe we should be using these guidelines more and using these practice patterns more.  And by the way our patients are screaming for it because they are tired of looking at these discrepancies in care and want to see better quality. 


So the two are related.  I do not think they are mutually exclusive but one is a mission that focuses on research and education and the other in partnership with AHRQ and the other elements, the professional societies, who have a role to play in getting people to take up guidelines, now you are saying, okay, we are setting you up to succeed, now let's get moving on it.


So I do not think they are mutually exclusive.  I do think they are related and I think that they are all within the realm of possibility, although clearly the latter one is not something -- and practically all of them is not something the center could do on its own.  It has to do it in partnership with those agencies and organizations that, you know, have the substantial resources, for example, for promulgating guidelines or, you know, getting them out like AHRQ does.


DR. FREEMAN:  Jon, I think you were requesting a break. 


DR. KERNER:  I was just commenting on the agenda.


DR. FREEMAN:  I think we should take a ten minute break and then we will finish up.


DR. KERNER:  Okay. 


DR. FREEMAN:  Thank you. 


(Whereupon, a brief break was taken.)

