FINAL THOUGHTS, FUTURE DIRECTIONS
HOW DO YOU SUGGEST THE CENTER APPROACH THIS
EXPLORATION OVER THE COMING YEAR?

DR. FREEMAN:  Ladies and gentlemen, we are in the final half hour of this meeting.


We are going to get started in what has become the final half hour of the meeting and the question that we are going to pose to you is -- we are not going to make this the only -- we wanted some final thoughts in general but I do not want to just limit you to this question because you might have some insights you would like to give us as we move ahead with this but the question is "How do you suggest that the center should approach this exploration over the coming year?"  Where do we -- in other words, where do we go from here?  


We have heard a lot today.  A very dynamic and insightful discussion but at the end of the day we have to decide, well, what are we going to do next and that is the question because the issue is complex.  It is broad.  I was glad to hear the debates on certain parts of this because it does not help if everybody simply agrees and say go on like an army of people together.  You would probably have the wrong answer if you do that.  So I was glad to hear the various subtle debates that went on here but at the end we need to kind of know what you believe the direction of the center should be at this point over the next period of time.  We cannot say it will be a year, it could be less than a year, it certainly will not be more than a year that we are going to spend on this topic. 


But let me just say a few things that I think I have heard.  We had started out with three excellent talks by David Shipler, and I will not review what he said, but he gave a very interesting discussion of body, mind, morality, violence and power as indicators of this problem.  And he, as you know, is a journalist and a writer who has -- who brings those kinds of insights who also has had an international experience.  I found that quite interesting.


We had some follow-up discussion where Kerner indicated this might be an approach that would make sense at least as part of this.  I think, Jon, you said that.


Dr. Schwartz focused mainly on the meaning of race and made the point very strongly that race is not a biological category but he believed that we should be looking at what he called populations related to evolution and geography and how people stay together and migrate together, things of that nature, and environment, and certainly that is very valid. 


Troy Duster agreed in principle but said that there are some practical things that he would be concerned about with that approach if it were a peer approach and did not take into account some very practical things, and he mentioned the blood antibody situation that he was aware of in transfusing blood from one so-called population group to another and setting up antibodies.


We heard also from Jack Geiger who has made a great contribution to this area and who has studied the issue for the last four years, I think you said, Jack, but probably more than that and the issue of the effect of race on health care and he gave us his thoughts.


I think we generally agreed toward the end of the morning that race is an independent factor in determining health care.  We also indicated that we do not know necessarily what the mechanism really is and that may indicate that more studies need to be done.  What is the fundamental nature of the problem and the basis of it?  It looked like there was less agreement on that but it was generally, I think, stated if I can paraphrase what I think I heard that there are societal issues that are centered around race that affect health care.


Whether it is on the part of the care giver or a combination of the care giver's decision in the context of the structure of the health care system and the responsibilities to act within time, which is more and more put upon doctors under the managed care system now, and whether the patient, him or herself, through things like distrust or lack of understanding or differences in communication could also be a part of that factor.  But no matter what the balance of those two sides is it looks like we agreed that race is a factor in these health care decisions.


The lunch groups, I will not go over it in detail but it looked to me like there was some commonality and some differences between the four groups that reported.  What I was struggling to get those groups to do was to answer the question that we asked, what needs to be done.  It was difficult for the groups to separate I think from the discussions I heard what needs to be done from the research things that need to also be done in order to make it clearer.  So the question still kind of in the balance is this balance between things -- this is something that I have encountered in previous lives that I have had all as a medical doctor that there is always this question about what could you do based on what you already know and what must you do to learn more about what you should do in the future.


It looks like, and my philosophy, you need to do something if you have a certain level of knowledge.  It is hard not to act and the people on the research side would say, well, we do not really know enough to say.  Like Joe Harford is very skeptical on this point.  I know this guy and he says maybe we do not know enough to act.  I would say it looks -- I would lean on the surgeon so we tend to act anyway.


(Laughter.)


DR. FREEMAN:  We know something about surgery.


DR. HARFORD:  Our new director is a surgeon too.


DR. FREEMAN:  Well, that helps.


(Laughter.)


DR. FREEMAN:  So I think there is this balance between what could we do.  I mean, we are not ignorant on this issue.  It seems to have societal origin and being reflected into medicine and how people are being treated is a complex issue but I would hope at the end of this total exercise, not necessarily at the end of the day, we would have some idea about how to act based on what we know and how to proceed in learning more about it.  It is like the question of the weight of the evidence on the one hand versus beyond a reasonable doubt.  We have a famous trial in which a person won one and lost the other. 


So the question -- after lunch we started a discussion on what should the center do and I was happy to learn that you did not all agree with what the center should do but that the two major trends as I heard them were that the centers should take the Shipler approach, and you all know what that is.  And then we heard from the other end of the table that -- and also we heard early on that maybe we should take some larger systemic approach, an approach that would say on the one hand we -- there are certain standards of care that everyone should be given and that no American should allow it to be less than egalitarian health care system and approach it as a quality of care issue raising all populations in the same rising tide. 


So those two arguments could be consistent with each other but they could be also different.  That is what I thought I heard.


The question then with that not so brief summary, I am sure I left out a lot that I might have said, that is -- those things sort of ring on the top of my head, and now we want to know as we leave here in about 20 minutes, and I am going to go around the table because somebody suggested to me we need a system that is going to pin this down.


DR. REUBEN:  Who said that?  Vicki.


DR. FREEMAN:  Vicki said that.  So I am going to try to pin it down going around the table and then we can have any broader comments that you would like.  Insights that you would like to kind of leave us with to sort of cogitate about, philosophize over, maybe have a drink over with the group that I am going to talk to later on at some point so we can come to some agreement about how to proceed. 


Let me start to my right and I am just going to ask you briefly.  If I ask you the question how do you suggest that the Center to Reduce Cancer Health Disparities should proceed over the coming year or coming period of time on this issue what would you say?


DR. LOBELL:  I would say we need to get the information out.  I think that we have had a very exciting meeting.  Some how in some way this has got to be now worked from a concept to more than a concept and I mean other people need to know about it.


So how do you do this?  I mean, there are certain ways to do it.  One way is to publish the results of the meeting with some editing.  The second way would be to maybe visit some of the centers that are working in this area and perhaps let the people know what went on today and what some of the theories are, and maybe work together a little bit more with say some of the universities where these policies are being delivered.


DR. FREEMAN:  Dr. Ma?


DR. MA:  Well, I have really enjoyed the meeting.  I think we have heard different opinions regarding this topic and I think we do have an evidence of this effect of either racial or ethnicity and I think conceptually we need to come to a consensus of what term we are going to use.  And also it would be very helpful if we could have a meeting proceedings of this discussion which might generate future demonstration projects that could be evidence or intervention based looking at the relationship and other cultural issues or racial issues that impact on the quality of health care for minority populations.


DR. FREEMAN:  Carolyn?


DR. CLANCY:  I am not sure I have a clear sense of the best place to go.  I guess the tension is one that you have highlighted before.  Do we know enough to act in terms of trying to make change or do we feel like we need to convince more people.  That is a question that could be approached empirically certainly among the professional side.  And if change and moving forward is a priority then you might be thinking about who are the agents of change, and I think we have highlighted those professionals, the media, the public and so forth.  I do not know for example to what extent this is on the agenda at ASCO or a big part of their deliberations.  They are coming around more and more to evidence based medicine and so forth so that might be one strategy.


DR. FREEMAN:  Yes?


DR. WEISSMAN:  I guess in thinking about that I think about, you know, I live in Cambridge, Massachusetts, and when I go to these -- when I just get together with a bunch of people I tell them what I do and I say that I do a lot of research on access to care and I find that when I often show that under insured and minority populations do not get the same care as everybody else, I often get this stunned silence like you mean they pay you to do this.  Isn't this obvious?


(Laughter.)


DR. WEISSMAN:  And that may be the reaction given Cambridge but I think what we are hearing is that we still do need to do more research on this showing this and I actually -- my wife gave me this paper that was written just last year in the Atlantic Monthly "The Endocrinologists Are Coming."  Does either color or sex determine the level and frequency of palliative care that individual patients receive, a careful look at available data suggest the answer is no.  
So there is still a continued need.  In spite of everything else that we have said, I think, to sort of keep this on the nation's agenda and I think regardless of whatever else you do I think that would be an important --


DR. FREEMAN:  Let me just explore that point.  Are you saying -- the question is what should the center do?  Are you saying the center should suggest more research to be done and that is it?


DR. WEISSMAN:  No.  I am saying that is what -- I do not want to make that -- I think all the other things we talk about are in some ways more important in terms of moving the field ahead but we should not forget that we also still need to continue to do research that shows in various ways that disparities do exist and that we cannot think that it has been shown and now we can move ahead and we do not ever have to show it again.  It is sort of constant.


DR. FREEMAN:  I guess my question is you say it has been shown and we need to show it again. 


DR. WEISSMAN:  Yes. 


DR. FREEMAN:  I guess the question -- one of the question is what is -- is there any action that should be done related to what has already been shown or should we do -- is research the main issue to clarify it better?  I just want to get your point of view.


DR. WEISSMAN:  I guess I am not sure what you are saying.  I am not sure I would select between the two.  No, I think that we cannot just do research, that we have to try and impact practices as well.


DR. FREEMAN:  Jeanne?


DR. MANDELBLATT:  I think that we should tackle this on many levels.  I think the framing of this in terms of the quality of care is a good one and a good room for partnership with other organizations and groups like Carolyn's to further agenda and I think it is just more salable right now.  I think there is a fair amount of research on the fact that problems exist for blacks.  There is much less specifying the problems for Latinos and for different Asian groups and there, you know, you have I think a whole other level of language and cultural issues that are going to be different than they are for black Americans, a whole other history.  So that promoting some research in those areas, I think, will be fruitful.


But where we do know enough I think it is -- there is enough to start to devise interventions and to change things, and to the extent that you can promote that particularly very concretely through RFAs, program announcements, working with population sciences and other groups, foundations will be useful.  I think getting together researchers focused on research methodologies to share ideas and to bring the field forward, a measurement of how you sit and observe an interaction, how do you capture the kinds of things you want, do you want to do it on a national representative sample?  How do you do it in a telephone interview?  I think that could be useful in the research community.


I think in the clinical community you can try to impact practice guidelines through groups, CCN and other groups, and I think interacting with the groups that are setting guidelines, ASCO as Carolyn said, that are involved in cancer care would be important.  Education as we have all said, I think, would be useful.


Disseminating, I think, you know, sort of taking this show on the road as you did -- much like you did with the ACS hearings on cancer and poverty and the poor to get a lot of attention to the issue would be helpful.  I think you are being interviewed on TV using, you know, popular media, radio will be important.  People like Elmer Heurta disseminating things on Latino radio.  There are a number of channels.  I think you, in particular, and I think the center could be a source for information such as congressional testimony, lobby towards coverage.  I know you have been involved with that before so it is sort of a multipronged approach.  It is hard -- I mean, you said within the next year.  I mean that is what I would suggest over five years.


I am not sure what I would suggest would be the most useful in the first year depending on what your objective is.  If your objective is to get more funding and more staff to do the five years then you may want to go one way.  If you want to pick a research agenda, this sort of thing, you might pick something there. 


DR. FREEMAN:  Thank you.


Jon?


DR. KERNER:  Well, I am going to take the three things I said earlier and suggest one thing in each of them which you could do this year.  I think in the research area in addition to the fact that the documentation of the patterns of care variation is weaker for races other than blacks, I think the mechanisms of action are definitely an area where more research has to be done.  I mean, it is fine to say that the patterns exist but it is really -- if you are planning to do something, not knowing what the mechanisms of action are or even having a sense of what those mechanisms are but not knowing the sort of attributable risk for each line of approach is, is kind of -- it is going to hurt.  It is going to make it difficult. 


So I would argue that from a research point of view you should be working with the -- collaborating with -- you know, coming to the divisions and saying, Division of Cancer Treatment and Diagnosis -- I do not think -- is there anyone here from that division today?  I do not think so.  But definitely we should be talking to people in that division about this issue.  I mean that is their bailiwick and we should be chatting with them about that.  Our own division, you have already come and met with us.  You know, there may be other divisions and other aspects of NCI that you need to be working with.  And link it to the quality of care initiative that NCI is leading, the interagency task force on quality of care.  I think that is a critical issue and virtually every federal agency is involved in that so that is a great place to get up there and present this and ask for their help.


In terms of education, you know, I guess I feel that the -- I ditto with what Jeanne said in terms of, you know, getting the word out and beginning to educate.  I would follow up on something Carolyn said.  I think -- I mean you are still chair of the Special Populations Committee for the American College of Surgeons?


DR. FREEMAN:  I stepped down. 


DR. KERNER:  Not any more.  Okay.  Well, you probably have a little influence there so perhaps you want to think about over the next year scheduling sessions at the American College of Surgeons, the American Society for Treatment Radiology -- what is it?  ASTRO.  I think that is the right name of it.  I cannot remember what their -- the radiation oncology folks.  And the American -- and, as Carolyn said, ASCO to really get this up on the agenda of these meetings.


And say, look, we are going to have a session and present what this group has talked about.  We want your input.  We want ideas from you about what the professional societies can do to help get the adoption of guidelines to eliminate or at least contribute to the elimination of these disparities.  
So from a kind of education dissemination point of view I think that is crucial.


And then, of course, when I worked at Sloan Kettering and at Georgetown I was research, education and treatment.  So what is the action?  It is the treatment part of this.  And I guess I am not sure yet what the best path is.  I am struck by -- I think framing it as a quality of care issue is the right way to go when we get to action but I think we need to do something to motivate people to want to act and it is not completely clear to me yet what that would be but I do think, you know, bringing people -- making more people aware, getting up on the -- you know, getting out in the media and talking about this is a critical issue.  And it obviously coincides with the report you gave us from the President's Cancer Panel on the voices of a broken system.  
So there is a link there that, you know, you could make. 


So those research, education and action or treatment, which I always think in threes so I do not know what my problem is.


DR. FREEMAN:  Good.  There is that thing, that trio thing. 


DR. KERNER:  The trio, yes.  Well, actually it was John Eisenberg who explained to me that anybody who works at Georgetown for more than three years is hit by the sort of Jesuit training of the Holy Trinity and thinks in threes for the rest of their lives. 


(Laughter.)


DR. FREEMAN:  There is just one question, Jon, a philosophical.  Do you think that you need to know the mechanism of action before you do something?


DR. KERNER:  I guess the question is, is this the pump?  John Snow's pump?  Or is this another -- I mean, is there one thing that we know if we do it, and I am not even sure universal health, health insurance is the pump, but is there one thing that we know we do it, it would change the whole landscape of everything?  I am not sure we are there yet so I am uneasy about picking and choosing what I think is a clear winner without having a bit more information about mechanisms.  On the other hand, I think Jack Geiger's point about without awareness, whatever we are going to do is going to be pretty tough.


It seems like a reasonable thing within a one year  time frame if you can get more research -- push for the research folks to be doing more research on mechanisms and you can bring this out of the caves or wherever this issue is hiding that so few people seem to know about it other than the people sitting around this room and the folks that publish in this area, which seems like a big group of people to me and everybody in Cambridge -- 


(Laughter.)


DR. KERNER:  But, you know -- 


(Simultaneous discussion.)


DR. KERNER:  -- as somebody once pointed out to me it is not that it is a small world, it is just that my world is very small.


(Laughter.)


DR. KERNER:  You know, I think if we can get this issue out we will be setting up the audience and the decision makers, those who need to influence something, you know, to act when we know what the best investment is.  I mean, you know, when I got to the government -- before I got into the government I could not figure out how we were going to eliminate health disparities in ten years since it took 500 years to produce them and then I got into government and I realized that to say these things and absolutely convince people we are going to do them not with the intent of actually achieving the goal but setting the goal that motivates people to act, and that is a good thing.  I mean, I think that is a reasonable thing.


So you do not actually -- I mean, let me ask the question.  Let me not phrase it that way.  I mean it is hard to imagine the circumstances under which in one year we are going to eliminate treatment disparities.  And so I think the issue is what are those first steps?  How can you set up this longer process that ultimately is going to lead us to where we will be?  Where you want to be?  And that is my answer.


DR. FREEMAN:  Let me clarify that.  This center has never believed or thought or even said that it would eliminate disparities in one year.


DR. KERNER:  Right.  In fact, we call it reducing health disparities. 


DR. FREEMAN:  We say reduce it but we do not believe it is reasonable to say that we could do this in one year but the exercise we are going to go through we will come up with something that we hopefully could say to others that we believe this is what should be done.


DR. FREEMAN:  Yes, and actually the suggestion that was made about meetings around the country, of getting others involved, you know -- I forget, was it you, Joel, who talked about the collaborative groups working together?  Somebody was talking about getting groups of people to work together.  Maybe those meetings could be the way to stimulate that.  Maybe what you are creating and maybe, for example, it would not be a bad thing to think about partnering with the ACS divisions on this issue, getting them to help you organize this so that on a regional basis you are pulling in the medical oncologists, the radiation oncologists, the surgeons, and getting them together to talk about this.


And by the way ACS is developing a health disparities agenda.  Maybe this ought to be in their agenda too.  Maybe you want to talk to them about making sure this gets incorporated in as a goal and objective to help achieve the 2015 goals they set out.  That might be a reasonable thing to think about. 


DR. FREEMAN:  Dr. Harrison?


DR. HARRISON:  You asked do we know enough to act.  I think we know enough to act to get the results out establishing that there are disparities and discuss various ways of doing that.  I think that needs to be done.  The people in Cambridge might think they know but I do not know but I think it is important that people also have the details, the bloody details, which people often have this arm waving kind of, you know, we know it is unfair and stuff like that.  They do not know the evidence that supports it.  I think it is very important to get that out for all the reasons. 


I think we probably also know enough -- I think the -- what you do not know, I think you are referring to as mechanism.  I do not think you know why and I think you have to -- I think it would maybe take a year, maybe half a year at least to develop a strong coherent research agenda that would really attack all of the different issues involved or begin to get on to research agendas the variety of issues that would have to be investigated to produce down the line better answers to why and to establish whether some of the hypothesizing here about stereotyping the roles and what that might play, et cetera, can in fact be established.  So I think one thing would be to generate a research agenda. 


You probably know enough to act on what kind of protocols -- what kind of diagnosis and treatment should be being pursued in areas where they are not and how that should be gotten out to professional communities who work with the guidelines, et cetera, is something that I know little about but I think that is an area where you clearly know enough.


I do not think you know enough based on some of the discussion about the institutional or the barriers to doing it.  I think again you know that they exist and the examples are obvious but you do not know the scientific sense that we have done the kind of research that would show the role of both of the institutional factors of the patient-client -- patient-professional interactions.  How will those things interact?  So I think there is a research agenda, a research and probably this is the kind of research where practice is needed. 


I think the idea of demonstration projects and the question was very good of are there best practices models.  So where -- I think the issue is more could you take an area, a hospital in an area where you know treatment is -- contributes to disparities in treatment because of shortages of resources and develop a plan or have a plan by the end of the year for a demonstration or pilot project that would bring such a place up to -- enable it to follow the more appropriate procedures. 


DR. FREEMAN:  Dr. Bonner?


DR. BONNER:  Well, I am going to stick with what I presented almost an hour ago, and that is -- and I think most people have said something along those lines, and that is the education and heightened awareness.  I think Jon made a better statement.  It is engaging persons and institutions that can help get the message out, get people engaged in trying to help make a difference.


The second thing is I think I agree also that you as a spokesperson using the media, as I mentioned before, or whatever other forums you could use to heighten awareness not only for professionals in the health care system but the general public because I think general public very often can be the best advocate.


And, of course, the third thing I mentioned was a set of strategies that would lead to research ideas and a number of those have already been mentioned so -- and also methodology to engage them so I think that that is a good way to go.


As an end comment and then I am going to dash out the door because I do not wish to have a $35 ticket at the end of the day.


(Laughter.)


DR. BONNER:  I think that we have been overly sensitive about the issue of racism in this room and I think I know why your friends in Cambridge say, "Oh, do they pay you to do that?"  There is an enormous body of work that cut across disciplines on racism and particularly on institutional racism, which does not single out the health care industry.  It does not single out any particular institution but rather talks about the way in which racism has affected our society as a whole.


So I think that we could very clearly and in good conscious talk about institutionalized racism and the historical patterns that have led to where we are today and move on from that because it is not an indictment of any particular group or any institution and talk then about the awareness of the disparities and how to bring about change. 


I like Roger's notion of the examination of the why and that probably we do not have quite the information we need there so that could be part of the research as well.


DR. FREEMAN:  Okay.  I have to ask is there anyone at the end of the table who has to catch a plane? 


DR. BONNER:  He left.


DR. FREEMAN:  He already left, okay.  All right.  Then we will keep going.  Joe?


DR. HARFORD:  I guess, I do not think that we have even the preponderance evidence, let alone beyond a shadow of a doubt in terms of what John -- the point John was making and that is what intervention could we impose upon the system today that we know for certain would be a home run or even a double in terms of reducing these things.


I think the idea that differences exist is fine.  How we would go about eliminating racism or racial profiling or racial stereotyping I do not think we really have a good preponderance of evidence that would allow us to act decisively and with some degree of assurance that what we would do would work.  I like the notion of best practices, although I guess I would almost like to couple it with maybe an examination of worst practices.  You know, are there places where we could compare where things are working really, really well and other places where things are working really, really poorly and maybe by looking at those two side by side something would emerge that might give us the preponderance of evidence that we need to act.  I am not actually wed on beyond the shadow of the doubt but I would like to get the preponderance of evidence.


I think that the best case/worst case comparison would also be a vehicle by which this awareness that everyone is talking about might come about.  You know, it makes a nice story, a nice sound byte if you could compare two systems.  I was looking at the cervical cancer maps the other day and, you know, Southern Florida has one of the best mortality rates for white women and the worst mortality rates for black women, and there is enough data from both groups that it is, you know, statistically sound.


So in the same environment, in the same geographic region, we have a best case and worst case in that.  I mean, I am working on that so I am familiar with it and I am just wondering whether in this area of racial profiling or differences in treatment based on race if we could come up with some best case/worst case pair that would be a bite sized chunk, we could look at it, maybe get some preponderance of evidence but use it as a vehicle for awareness.


DR. FREEMAN:  Okay.  David Shipler?


MR. SHIPLER:  I do not think I can add anything at the level of detail.  I sort of think of it as four Ds, discovery, diagnosis, disseminate and demonstrate.


The discovery process sounds to me as if it is well along but incomplete.  That is it is -- there may be gaps in the research that could be filled to, you know, kind of bring home the problem in a more -- even a more convincing way.


A diagnosis is necessary because even where the disparity is shown it sounds as if it is not understood.  The dynamics of what is going on are not fully understood.  That is the role that race plays.  It is -- you know, race is almost never the only element in the equation.  It is always there with other things and it interacts with other factors so isolating it is almost impossible and, therefore, you need to diagnose its role in the process to bring a more sophisticated analysis of the problem.


And then dissemination we have already talked about in some detail and there are so many levels to that, professional associations, the popular press and so forth.  One point I would make, Susan Denzler of the Lara (?) News Hour does some medical reporting and she probably would be interested in looking at this issue if you were to contact her.  I happen to know her so if you wanted me to, you know, give her a heads up on some particular aspect of this that you think would be worth looking at I would be happy to do that. 


And then the demonstration aspect of it has to do with kind of the -- I guess the step after identifying the best practices.  I like Joe's idea very much of identifying the worst practices as well.


Then, you know, you have to figure out, well, how can you fund an operation that demonstrates these best practices or probably what you are going to find is that there are good practices scattered in various places around.  No single place representing all of them so you pull them together and make some willing institution the guinea pig for doing a golden thing.  I mean, I do not know if this is feasible within your purview to finance or not but demonstration projects in other fields have often had some impact on professionals.  It is always more satisfying to look at what works than what does not work.  You know, we are Americans so we have this disease of solving problems.


I remember a friend of mine in Israel saying to me once, and he was actually American by birth but he had been in Israel for a while and I was talking to him about the Arab-Israeli problem and he says, "You, Americans.  You, Americans think every problem has a solution.  This problem..." meaning that conflict "...doesn't have a solution.  Maybe you can manage it, prevent it from growing up but solve it, no, never."  And in a way he is right.  I mean, that is -- it is a frustration but it is also an appeal of our culture that we really are naive enough to think that we can solve problems. 


And as John so nicely put it, you know, the goal is useful because it -- not because you think you can reach it but because it motivates you to try and I think that is a very important element here. 


In my research I discovered pockets of people all over the country working very hard in their own spheres to solve racial issues.  They are unsung heroes.  They do not get any publicity.  They never get into the press but they work very hard at it in their own spheres of effort.  You know, if you could harness that will and that desire and that, you know, kind of conviction, problems can be solved and I think the medical community is devoted to solving problems.  That is what it is all about.  I mean, that is exactly what -- I mean, Joel has just described them.  You all have tried to solve them.  So the whole, you know, raison d'etre of medicine is to solve problems and, therefore, this one should not be beyond the capacity of the community to address.


DR. FREEMAN:  Let me just pick up on that last because I personally have a sense that the solution may not be totally within the medical establishment to the set of issues if the assumption is right that we are talking about societally driven problems but we are talking about -- because we are the National Cancer Institute we are talking about medicine and science, which we are assigned to work within.  We are talking about a reflection, I think, of societal problems through this particular method, which is the medical treatment of people that is different according to race.


So I just wanted to challenge you on that point.  I do not think you necessarily said what I think you said but it sounded like you were saying as a medical solution to the problem. 


MR. SHIPLER:  Well, no.  No, I agree with you.  On the other hand, you know, to -- all these problems are interconnected and if you -- and with various aspects of our whole society.  You know, we inherit them and we have to do what we can to address them within our capabilities.   History also plays a very powerful role in this problem but I would be the last one to say that because we cannot change history we cannot solve the problem.  We have a legacy and every professional organization and every sphere of activity in this society is affected by the racial issue because of what happens outside its own purview but that does not mean that it is helpless to address the problem and at least ameliorate it.  So that is why -- that would be my answer.


You know, you cannot change the past.  You cannot eliminate history and, believe me, history as you all know has a huge weight on this problem  but  we have -- you know, we -- all of us -- I mean, I like to -- you know, I often get into these discussions with white people about how, well, you know, why should I be blamed for this, you know.  I never owned slaves and so forth and so on and my answer is, well, that is right and you are not guilty for that.


The only thing that we are guilty of is if we do not take that awful legacy and try to improve on it so that we hand our children something better.  We cannot control all the factors so I would say that, you know, yes, medicine has to do what it can do within its own sphere. 


DR. FREEMAN:  Let me ask you this question, David.  I heard Gunner Myrdahl (?) speak in the '70s before he died at Columbia University and I wanted to sort of pose a question that he suggested that there was something about America because of the way it was founded and the Declaration of Independence and the Constitution that drove American people to want to correct social wrongs no matter how long it may take.  And I was wondering about the ethical and moral dimension of whatever argument we might make as something that would have an effect on American behavior.


MR. SHIPLER:  Yes.  I think that the ethical and moral dimension is critical because Myrdahl was right, of course.  I mean, the test of any society or an institution is how self-correcting it is.  This society is about as self-correcting as societies get.


Now the moral argument or I would put it another way, we have -- there are American myths. 
There are several American myths.  There are myths about democracy.  There are myths about equality, about opportunity, about civil liberties and so forth.  All of those myths are very important and very useful for the same reason that John mentioned.  They commit us to strive.  Without them we lose our bearings.


I mean, sometimes -- I mean, I used to get into discussions with Russians in Moscow, my years in Moscow, about ideology and religion and so forth and I used to say, "Well, you have your ideology but we have our's."  And some people would even call our constitutional democracy a state religion.  You know, we believe in that because it is larger than us as individuals.  And if you cannot -- if you have nothing to believe in that is larger than you, if you have no myths that you need to strive to realize then you really lose your way.


So, yes, I think that that element of this is critical.  I mean, there -- but it almost -- it almost does not need to be said actually because I think there is enough of an internal instinctive sense of what is right and wrong in the society that people do not have to be told that it is wrong that African Americans get disparate treatment for cancer.


I mean, you know, the reasons can be debated but the fact that it happens is obviously something that has to be corrected and it violates the society's efforts.  You know, it is a question of tactic, I suppose.  How much do you preach to people, you know, and do you just turn them off if you start lecturing them about how unrighteous they are?  So that is a tactical question but on the strategic level the American myth is very important.


DR. FREEMAN:  So just to give a period to what I think you said, and the question is do you think that we know enough to act in some ways relative to this issue?


MR. SHIPLER:  I am not sure I know -- I am not sure I am the best person to answer that.  I mean, because I -- even though I have read a lot of this material, I have not read it all and a lot of it, frankly, I did not understand.  So I think the people who are in the field are better able to answer that question.  I mean, instinctively, I would agree with your very first statement of the day, which is something to the effect that race is the most important factor in shaping American life.  I think that race is the most important factor in shaping American life and I think it is largely unseen by the white majority.


So instinctively I -- you know, kind of my hunch is, sure, I cannot believe that it is not there as a factor.  I mean, I would be very, very surprised and I would be hard to -- it would be hard to convince me that the -- that disparate treatment regimes come about because of factors that have absolutely nothing to do with race.  I mean, I think we all carry this around with us and it gets expressed in a lot of different subtle ways but that is only a hunch.


DR. FREEMAN:  A good hunch.


Reggie?


DR. HO:  To answer the question of what the center should do, I think that information awareness to the medical profession and then to the public.  What do we make them aware of?  I think the data that we had looked at this morning where this work group is convinced that racialism is a factor may not be enough to convince the medical profession who are out there, many of whom are thinking that they are doing the best that they can for patients, and they put other factors and patient factors as the reason why.  So I think that more data would be helpful but I do not think we need more data to begin the process of disseminating this awareness. 


Disseminating awareness should go to the organizations that do influence physicians and nurses, the professional groups.


I think we should also invite the 18 special population network groups that is in this department to become involved in gathering the data and also to disseminate the data and information. 


I think our approach should be that of quality of care and we need to identify what is the situation in terms of best practices.


As to the public and the patients I think we need to make them aware or to even change their behavior in terms of the trust and mistrust issue that they -- that some of the mistrust may be misplaced.


I think that we could -- should get the organizations that are most influential in guiding public opinion and I think we should involve the American Cancer Society.


So those would be the things that could be done over the next year. 


DR. FREEMAN:  Thanks, Reggie.


Brian Smedley?


DR. SMEDLEY:  Yes.  I have a lot of reactions to some of the things that have been said so far but I want to be brief because I know it is late.


There are a lot of emerging streams of evidence that already provide, I believe, enough of a foundation for this center to be able to move from there and advance the research agenda.  There is a lot that has been said here, for example, that has already substantiated some of the literature.


It is interesting for me to note that David Shipler, who was very modest in presenting the five areas where stereotyping biases can emerge, as being anecdotal.  The social psychological literature, which Jack Geiger referred to and some others, the literature on social cognition already documents through many, many studies that processes of stereotyping are automatic, implicit.  All of us do it and anybody who has been socialized in the United States carries the same stereotypes.  It is fundamental.


That being said, we still do not know how these mechanisms might operate in clinical encounters and so the center can do a lot to advance our knowledge.  There are some preliminary evidence and some theory as to how some of this might operate but folks have already alluded to some of the ways in which these mechanisms might work and some intervention strategies based upon that.  Let me start with the intervention strategy idea.


Some folks have been talking about the use of clinical guidelines and protocols and I understand the difficulties with actually trying to get folks in the field to use clinical guidelines but part of what we know from social psychology is that where there is a lack of information and where people in interpersonal encounters do not have enough time to completely gather information we do tend to fall back on stereotypes.  Somebody mentioned that some of the very conditions in which stereotyping are more likely to occur are those situations in which there is a lack of information, cognitive complexity and time pressures.  
We need to advance the research agenda from there.


Clearly if the center or other groups are poised to look at how -- to marry this social cognition literature with clinical decision making then we are going to be a lot better off for that.


It is also interesting to note that we have talked a lot about treatment disparities and we have seen how equal treatment can lead to equal outcomes.  It may also be interesting to note that equal treatment may not necessarily be the goal particularly if treatment is not well matched.


If the social psychology literature is correct that in some cases there may be greater uncertainty in clinical encounters between a white physician and a patient color then that suggests that that uncertainty may lead to a treatment that is less well matched to the patient's needs.  The clinician has to fall back on his or her priors which tend to be gestalts or clusters of information.  Some might call them stereotypes.  We need to further investigate how these mechanisms might occur.


A final point, we talked a lot about education.  The education piece is critically important but I think we all recognize that simply saying to the community of hard working health care providers that there may be some prejudice going on here or some stereotypes or biases will not get very far at all.


I have noticed it in just the short period of time that I have been working on these issues that there is a lot of defensiveness because folks are not working hard and folks do take vows to adhere to the best care they will possibly provide for all patients and that just points to the fact that in our education efforts we have to show that these are normative processes.  They are not good but we all stereotype others and we certainly have to be aware of them.


DR. FREEMAN:  Peter?


DR. BACH:  A couple of things.  First of all, Karen wrote down some things for me to say to her so I will do that first, which is that she felt, and this is very, very quick, a quality improvement framework was a good idea in general as opposed to the race based or blame based approach.  She also proposed that through some mechanism dissemination and research agenda the center should target some of the major cancer centers and try and directly involve them in research, development of research agendas.


My ideas are also -- are quite specific.  The first is that the issue of cultural competence is one that is getting great play and great attention in medical schools and residency programs and I think the center as a research institution should promote research into this topic and determine with an aim at defining what cultural competence is, defining educational programs that convey it and do not, and determining whether or not cultural competence matters in terms of out come because as I mentioned before medical education is a zero sum gain.


If we educate people in cultural competence, we are not educating them in something else and it would be helpful particularly, you know, in the intent to improve outcomes that we target the interventions in the most effective areas.


The other is in the spirit of NCI being a source of information and of the highest quality information as there are for things like cancer statistics, I think some of the discussions around here about whether or not there is sufficient evidence, whether or not there is a preponderance of evidence, et cetera, those are judgments we are all making.


And I think we are all well familiar with some of the published literature but, analogous to the AHRQ evidence based practice center approach, it might be worthwhile for the center to commission an evidence based review or Cochran review or some kind of review within cancer to identify the actual evidence.  Dr. Geiger has obviously done some of this work.  It would not all be de novo. 


And also in the spirit of what Carolyn was saying to have a framework for that evidence that was logical and there was a couple that Carolyn proposed, including trying to identify the areas in cancer where treatment does unequivocally affect outcome so that we could focus on treatment differences in those areas.


An alternative framework that she presented which I favor is to look at disparity data in terms of things like mortality or incidence and try and back out of that to determine where it is that treatment differentials may be affecting those observations.  I think it is very important that this second area be a goal of the center because anecdotal evidence which is what, you know, we are currently working with, I think are arbitrarily chosen evidence, is a weakness and any sort of dissemination effort should come with the sort of authority that the NCI provides on other topics like cancer incidence statistics.


DR. FREEMAN:  Thanks very much. 


Yes?


DR. GORNICK:  I have three points to make but they are all involved with the issue of dissemination, which I think is the major -- my major recommendation for the next steps for this group.


The first point under dissemination would be to build on what was said by John before and that is to meet with the specialty societies.  Those who are responsible for providing cancer treatment and care.  We had an experience when I worked for HCFA of doing that and basically we had four or five procedures that we studied and we saw huge numbers of rehospitalizations after these procedures like CABG or angioplasty.  This project had nothing to do with disparities but we did not understand all of this rehospitalization.


We brought in for one day leaders in orthopedic surgery and then in heart surgery, et cetera, and showed them the data.  They were amazed.  These were leaders in the area and they had no idea about all of this rehospitalization and it is easy to understand they see a patient one at a time.  They do not see population based data and so we learned a lot from that.  
So I recommend that first.


And someone suggested we need hypothesis.  Why is this happening?  The racial differences.  And I think that is where I would turn first.  These are the providers of care.  What are their hypotheses about why these disparities occur? 


The second dissemination or the second place where I would like to disseminate the information is to the medical journals.  I wish Dr. Schwartz were here so I could have her hone the point that two years ago the New England Journal of Medicine had a six part series on the American Health Care System.  It was very, very full.  I read every article.  Not one word in those six articles mentioned the word "disparities" by race or any such thing.


And, in addition, it is easy to point out we all know they publish dozens of articles on this issue including one I had written so I wrote a letter to the editor and they published that.  So what?  I guess what I am saying is that I think that the journals themselves need to be aware of this not just -- and the New England Journal of Medicine is better than most of the specialty journals, say circulation or et cetera, because they will only focus on biomedical studies.  Therefore, the medical world are unaware of what we are talking about. 


My third and final point would be in dissemination to community leaders such as the NEACP, AHRP or whatever groups, church leaders, and to them I would focus on not only the disparities in cancer treatment but disparities in cancer prevention.  And there are loads of data about the disparities in pap smear, mammography, PSA tests, colonoscopy, et cetera.  And to those leaders I would bring that information and it is easy to grasp that this is something that they should see and, hopefully, can give us theories and hypotheses on how to make a change.


DR. FREEMAN:  Thank you very much.  I better close this while there are people still here. 


(Laughter.)


DR. FREEMAN:  But I honestly wanted to say it has been a very productive, insightful and thoughtful eight hours for me and I really thank all of you for the contribution that you have made.  I have a note here for Dr. Freeman to say at the conclusion of the meeting.  Please remember to hand in your evaluation forms to NOVA staff before you leave. 


Now as far as the future is concerned, we are going to put this together and you will all receive something from us relative to our expression of what we think we have heard here today.  We are going to be thinking about how to move ahead.  You have given us some very good ideas and leads about how we will progress and we will keep you informed, this think tank.


Hopefully you will agree to come back at whatever the future time may be.  It will not be next week so do not worry about that but we want to -- there will be several meetings I think that will be necessary and it will be very good from my perspective to think the think tank somewhat intact so we have a continuity of thought and ideas. 


Thank you very much. 


(Whereupon, at 5:32 p.m., the proceedings were adjourned.)

