WORKING LUNCH DISCUSSION RECAP
GIVEN ITS COMPLEXITY, WHAT NEEDS TO BE DONE TO
ADDRESS THIS SOCIETAL PROBLEM?

DR. FREEMAN:  We are in the afternoon part of our program and the first thing on the program is the lunch discussion recap.  The various groups were asked to get a spokesperson for the group and so we will ask -- I know we were in the Montgomery rooms as one of the rooms.  Is the Montgomery room representative here or do you know what room you were in?


DR. HARFORD:  We were there.  We were not the scribe.


DR. FREEMAN:  As the Montgomery room?


DR. HARFORD:  Yes.


DR. FREEMAN:  Okay. 


DR. HARFORD:  Somebody was taking notes.  Who was our scribe?  


DR. FREEMAN:  Who was the --


DR. HARFORD:  It was a staff person.  Maybe they are off typing the statement. 


DR. FREEMAN:  Okay.  Well, we did not want the scribe to be the person to say this.  We want somebody, either one or two of you from the group to just tell us where you came down on this question.


DR. HARFORD:  Well, we discussed both the -- whether or not we should limit ourselves to things that relate to the NCI and research agenda per se or, you know, broader societal issues.  Whether we should bring feasibility at all into the issue.  If our recommendation is eliminate poverty, is that a very practical recommendation to bring forward?  That sort of thing. 


DR. __________:  Did you have a time line for it?


(Laughter.)


DR. HARFORD:  2010.


(Laughter.)


DR. HARFORD:  It is called Wealthy People 2010.


(Laughter.)


DR. HARFORD:  But we did discuss the need for additional research in the area of knowing what interventions actually work.  Examples that were cited were, you know, we all have the notion that if there were more minority physicians maybe some of the disparities would be eliminated but no one was able to really cite chapter and verse as to what percentage of the disparities would or would not be eliminated if X percentage increases in minority health care delivery was, in fact, achieved.  The same way that the -- the other issue that we discussed along those lines. 


MR. SHIPLER:  Sensitivity training. 


DR. HARFORD:  Yes, sensitivity.  The idea of sensitivity training, you know, for physicians to do cross-cultural.  If you are not going to train the minority physicians maybe having them more sensitive would help.  We all agreed that being more racially and culturally sensitive was a good notion but we were not sure that it would -- to what degree it would manifest itself in outcomes and whether or not there was any research to say that this particular approach to increasing cultural sensitivity would result in tangible, statistically significant differences in disparities.


And we wanted to -- I mean, we wanted to make sure that we or at least this was my framing of it all, the group did not necessarily affirm this but the notion that we did not -- we as scientists were not guilty of sort of a flat earth approach, that we had notions about what we thought would work and whether there was any evidence for it or not, we were going to go forward with that sort of idea. 


So the feeling was that the center in terms of thinking about what the center might do would be to think about how to approach generating an evidence base for these various interventions.


MR. SHIPLER:  Disseminating information.


DR. HARFORD:  We also talked about the difference between diffusion and dissemination of the information and there was a feeling that perhaps practicing physicians across this, you know, great land of our's were not actually aware of the fact that these racial disparities even existed or that if they were they might assume that they were occurring other places other than, you know, my practice, in my hospital, in my state or whatever, and that being able to actually not only have the evidence that we have talked about here for these disparities but packaging it in some way to make health care delivery staff and physicians aware of the fact that this was, in fact, an issue.


The example was made of -- by David of the fact that even in areas where they have not necessarily been tracking racial profiling in traffic stops or something like that, the fact that it was tracked somewhere and that there was publicity about it and that people were convinced that it was occurring may be having an effect in other jurisdictions either because they feel that this is a morally correct position to be taking and we need to be careful about what we are doing or that they feel they might get their hands slapped if they do not, you know, straight up and fly right.  
And for whatever reason there was an impact of simply knowing that racial profiling in traffic stops was a problem and that we may not have done as good a job as we might in terms of getting that message out. 


DR. FREEMAN:  Anyone else in the group?  David Shipler?  Anyone add anything?


MR. SHIPLER:  I think he has covered it.


DR. DUSTER:  There was one other area which I thought we should -- the idea of expanding from the bandwidth of black-white disparity so that in jurisdictions like New York and California and Florida there are high proportions of other groups, particularly looking at those disparities.  It permits a kind of automatic control comparative mechanism as far as concerning what is going on. 


DR. FREEMAN:  Marian Gornick, anything to add?


DR. GORNICK:  We also discussed getting the information to the communities and to advocacy groups because -- and churches to make them aware, help them make aware that these disparities exist and that perhaps they can contribute to informing the community and the patients.


DR. __________:  In the spirit of ending poverty we also thought there should be national health care. 


(Laughter.)


DR. FREEMAN:  Thank you.  All right.


Jeanne Mandelblatt is not back.


DR. HARFORD:  She was in our group.


DR. FREEMAN:  She was in the group.  That is why I was mentioning her name. 


DR. HARFORD:  I think she is feeding her meter.


DR. FREEMAN:  Okay. 


(Laughter.)


DR. FREEMAN:  Let's go to the Bethesda room. 


DR. GEIGER:  I got Army style volunteered.


(Laughter.)


DR. GEIGER:  What we wrote down and I am hoping to be supplemented by others is, first of all, that we needed -- this is repetitive of things that were said earlier.  We needed a quality studies approach and quality monitoring approach but not one -- and this is not either/or with considerations of race/ethnicity or other factors.  If one is going to monitor quality one monitors, among other things, in the places where there is reason to believe disparities are highly likely to occur and that is race/ethnicity, rural/urban, public/private hospital, and by socioeconomic status, age and gender, among other differentials.  
So, yes, you frame it all as a quality control, quality assurance effort, but you know where to look.


Secondly, we had some comments about so-called cultural competence training and they are, in effect, as follows:  That, first of all, it has to be continuous throughout undergraduate and graduate medical education.  There is good evidence it does not make the slightest bit of difference if there is one course or part of a course in the undergraduate years and it stops when you get to the clinic years.  And, indeed, the most critical years given what we are beginning to learn about institutional racism, the most critical years may be the residency years, and that cultural competence needs to be tied to clinical competence.  Again it is a part of a quality assurance framework.


And that part of the process is not just, as we have said before, learning about the strange behaviors of other people but understanding something about the process of stereotyping and application error and what one may be bringing to the process.


Third, we talked about demonstration projects.  They would be just demonstration projects.  Perhaps in view of some past history by a better name.  To plug in relevant infrastructure with regard to cancer diagnosis, treatment and control at hospitals that do not now have it, and because that is part of the differential in treatment and the differential in outcomes.


And -- but we need people to know more about this and I may want to supplement this but the idea is you just do not run out and say, "Well, this is how you do it, folks," which was the 1970 Sloan Kettering pattern I was told.  But you figure out how to plug in some real resources on a continuing basis in a comfortable way as a demonstration project.


We need programs, I think on the basis of what I have read, particularly in cancer.  We need programs to address minority distrust of the health care system.  I think I said in our group there are astonishing percentages in population-based studies of African-Americans who know about the Tuskegee study.  The figure is in the 70 percent range, which is striking.  Focus groups in which mistrust is powerfully expressed in a variety of ways. 


And interestingly for what clue there is it seems to be -- mistrust seems to be much ameliorated by continuity of care.  If you have a doc and you have continuity with that doc, it is very much like Congress.  Congress stinks but my congressman is okay.  The health care system stinks but my doc is okay  provided  that there is -- we need more research into that.


And finally what we had said before and framed a little differently.  We were talking about prospective studies of the decision making, the clinical decision making, of physician-patient communication, the evidence of bias, this whole business of taping, observing, interviewing or whatever.  But a very important point I think was made that it cannot be either/or, just the individual physician or the institution and institutional biases.  Any such studies have to be multi-level.  Looking at physicians but also looking at the institutional framework in which they operate. 


So those were our four or five points unless people want to add more.


DR. FREEMAN:  Thank you.  Does anyone in the group want to add something?  


DR. KERNER:  Just a point of clarification in reference to the professional education of the '70s.  It was not actually anchored to Sloan Kettering.  That was an example I used because I happen to worked there but the cancer control programs of the 1970s were largely professional education programs predicated on the premise that if you went out and told people what you were doing at mecca everybody was going to change their practice patterns.  Since the resources out there were not the same as they were in comprehensive cancer centers that was not a philosophy -- that was not a program that was terribly effective and that was -- I did not want to single out Sloan Kettering as the only institution that was doing that.


DR. GEIGER:  Sorry. 


DR. FREEMAN:  Dr. Dignan, any comments to add to that?  


DR. DIGNAN:  No.


DR. FREEMAN:  Dr. Harrison?  Dr. Bonner, anything to add?


DR. BONNER:  No.


DR. FREEMAN:  Okay.  Now we will next go to the Potomac room and that is where Peter Bach and others were just in case you forgot the name of the room.


(Laughter.)


DR. FREEMAN:  Who is the spokesperson?


DR. BACH:  I think I was volunteered by being the last one sitting. 


(Laughter.)


DR. BACH:  I think some of our ideas echo things that have already been mentioned but the first has to do with sort of conceptual frameworks within the research design and sort of general questions that really require a great deal more work having to do with what the variables that are being examined are actually measuring, what variables that are associated with under treatment or epiphenomenon as opposed to having a causal relationship with under treatment. 


The next is really expanding sort of the conception and development bar, conception of the cultural -- the complex cultural impact, the complex relationship between culture and decision making.


And then we also had some thoughts about cultural competence which I think I can summarize in the following way:  First with the appreciation that medical education is a form of a zero sum gain.  We think that serious work into defining and evaluating cultural competence curricula should be undertaken and that the blanket assumption that this is necessarily beneficial should not be swallowed without serious research and maybe as Dr. Geiger and his group have suggested that isolated education within medical schools are inefficacious but alternative strategies may also be inefficacious or not so that requires further evaluation.


Our group talked quite a bit about language services.  With the exception of, you know, English speaking blacks and English speaking whites, a lot of minority groups have an additional limitation due to inability to communicate and we all shared some anecdotes and suggesting to us that lack of availability or quality interpretation might be a source of serious under treatment or treatment. 


And then I think we all agreed that efforts to increase minority training in health care professions was probably -- would probably lead to improved care of minorities.


It was also probably a societal.


DR. FREEMAN:  Okay.  I would like to ask Carolyn Clancy if you have anything to add to that. 


DR. CLANCY:  Yes.  A point that did not come up but I think deserves some attention here is we have all said in many different ways that we do not understand the causal pathway very clearly or what precisely -- which X is causing Y.  We know what the Y is.  We do not actually know what are all the variables and how they interact.


I think we need to be pretty clear how much -- our future research agenda needs to be clear about how much occurs within the boundaries of the health care system and how much occurs sort of outside the so-called social determinates of health.  Virginia Cain can thank me now if she is still here because I think it is very difficult to tease those things out. 


One of my colleagues is doing some work looking at the Medicare Health Outcomes Survey.  It is a very complicated, very rich survey of Medicare beneficiaries, a couple hundred thousand, which is actually looking at change in functional status for Medicare beneficiaries enrolled in HMOs.  What is very clear just from the baseline data is that education, income and being a member of a minority group have a profound and significant association with baseline functional status.


Well, if that is the case then what you are looking at, I think, is not just about health care.  So I think that is going to be a very important set of issues to take home. 


DR. FREEMAN:  Thank you.


Grace Ma, do you have anything to add to that?


DR. MA:  Yes.  One thing I want to add here is we discussed in terms of socioeconomic, and I mentioned that in the studies I found even people who have health insurance and they may not go to see the doctor, and this is really very much related to their belief system or cultural concepts.  So even if we eliminated the issue there are still complex issues related to quality of care.


DR. FREEMAN:  Dr. Schwartz, you were in that group?


DR. SCHWARTZ:  I agree with Dr. Ma's last point very much. 


DR. FREEMAN:  Okay. 


DR. SCHWARTZ:  I think this is extremely important. 


DR. FREEMAN:  Okay.  Thank you.  We will go to the Woodmont room where Reggie Ho was in that room.


DR. SCOTT-COLLINS:  We also had a rich discussion that touched on national health insurance but we focused most of the discussion on what happens to people once they get in the health care system in some way and a lot of things were similar to what has just been reported.


We talked about the need for work to look at ways of doing cultural competency and cultural sensitivity training again across from -- starting from medical school through residency, as well as reaching physicians in practice.  Joel mentioned the practice of academic detailing and picking up on the way pharmaceutal companies medications but using it as an approach to do education of clinicians in practice.


And that there needs to be education going both ways so that there is also education going back to the patient about using the health care system and what to expect.


In terms of other cultural barriers, again the issues around language access, quality medical interpretation.  Mistrust is an issue that needs to be addressed from a particular -- specific population.  I would add health literacy is another potential barrier in terms of communication and language issues.


A third area we talked quite a bit about were structural barriers to care and the need to have sufficient resources and financing within the health care institutions that the populations we are talking about are most likely to be using.


Dr. Lobell noted the lack of mammography units, of machines to do mammographies within his area in the Indian Health Service, and even beyond screening there are certainly many examples of not having the more specialized care of radiation therapy once a patient is diagnosed within a public hospital system or in a community health center.


A fourth area was the need for continued data collection and reporting not only for research but collecting and analyzing data in a way that can be useful for quality improvement.  So collection at the level of a hospital or a health care system that can be analyzed in a way that would be useful and meaningful for quality improvement.


And along the quality improvement theme there was also a suggestion of potential usefulness of creating consumer reports on that quality information and disparities in quality of care as has been done with some of the data on health plan quality overall as a way to help facilitate patients understanding more about the health care and potentially making choices in their care where they can. 


It was also noted that it is important to tie that data collection and quality improvement to some of the regulatory bodies who monitor and accredit health care institutions, making it a priority issue for those accreditation institutions so that it becomes a priority for the health care institutions. 


Finally there was a little bit of discussion about examining the importance of a diverse work force that can really reach the populations of concern.  Again Dr. Lobell had a nice example of the ability of a Navajo nurse to reach patients in a way that other nurses could not.


DR. FREEMAN:  I am just going to call upon some other members of that group in the Woodmont room.


Brian Smedley, would you like to add something?


DR. SMEDLEY:  Yes.  I mean that perfectly captured our discussion.  I think the data collection and monitoring and reporting of these data to me represents a very important step because not only to use as a research tool and also probably as an intervention in itself I raised the example, and this may be inappropriate and I apologize to anybody from CMAS, who is here, but Tom Scully said recently that nothing changes behavior better than data collection.  He was talking about nursing problems but the same might apply here. 


It is also useful to think about data collection in terms of civil rights enforcement, which we have not raised but has been critically important because obviously OCR, Office of Civil Rights, AHHS, has been strapped in terms of their resources and their ability to be able to monitor potential disparities and potential discriminatory behaviors.  Data collection becomes a very useful tool for a number of reasons.


DR. FREEMAN:  Dr. Lobell?


DR. LOBELL:  One of the problems that we have is the distances that our patients come from.  I have patients that come to see me from 400 miles away and go back the same day, which is absolutely incredible.  Sometimes loaded with adriamycin or cytoxan or whatever.  So we have been talking with the university about putting telecommunications into some of these areas where we have direct communication with the patient and physician, and this will be achieved probably within the next few months. 


The other thing I would like to say, and it is a pat on the back, the SPN grant that we have received was very important in getting these issues taken care of.  Without that we could not move.  We needed that money so that has made a big difference.  I think appropriate grants to people that are interested that can help their system and the people they are working with does make a difference.


DR. FREEMAN:  Reggie Ho?


DR. HO:  I think that Karen captured most of the discussion.  Just one point that when you look at the issues in terms of research and the endpoints of issues, we have to look at beyond survival of the patients.  We need to look at quality of life issues such as the subjective cancer pain and quality of life as an endpoint rather than just the survival.


DR. FREEMAN:  Joel Weissman, a comment?


DR. WEISSMAN:  I think Karen did a great job and just to emphasize a couple of points.  One is that although we touched upon the issues of access and resource availability we all should realize that in other countries with more equitable access systems that there are still racial/ethnic disparities in health care.  So we have a ways to go even to solve that problem. 


And I also wanted to emphasize, you know, the idea of sometimes we in the public health field tend to take somewhat stilted approaches to educating the public and providers and that we can learn a lot from the private sector, the pharmaceutical companies targeting their marketing and working directly with physicians.  


Sue Moray and Ahorn (?) did a lot on counter detailing or academic detailing and perhaps some of the cultural groups that we identified that have very low screening experience -- you know, I mean general public health literature is not going to reach them and we ought to think about ways that we can mimic what the private sector does instead of always complaining about it.  You know, borrow some of their methods, the ones that seem to work.


DR. FREEMAN:  Thank you very much.  Those are very helpful thoughts.  We are going to move on to the next questions that you see on your program.


The question is "Given all that you have said and all that you have talked about and thought about today, how do you believe that the National Cancer Institute Center to Reduce Cancer Health Disparities could possibly be a force for change in this area?"  And you may not know enough about the center to answer that question but we will tell you more about our center but in addition to that, "What other agencies, institutions, disciplines, or individuals can help the Center to explore this issue?"  


We do not believe that any center or any single institution could really possibly answer this, these very deep human, societal issues but we want your guidance in the next segment of the discussion to tell us how you believe a center within the NCI such as our's could proceed and be a force in change, and also other agencies and other disciplines, how could they help?  


So I just pose that question for anyone to comment.

