AFTERNOON SESSION

Panel Part 3


DR. FREEMAN:  We are going to get started in the final segment.  Is everyone listening?  No one is listening.  No one is listening.


Ed Partridge is ready.  No one else is ready.


Ladies and gentlemen, we are going to get started 15 minutes early.  Not as good as you had hoped, Ed, but this is a pretty good start.


We have a final question and then we are going to have somewhat of a discussion after that.  The question is  “How can this group of agency representatives and the Center to Reduce Cancer Health Disparities continue to work together to realize improvements in the health of women who depend on publicly funded health services and are there other agencies or resources that should be involved?”  And that is the question.


I think, Ed Partridge, you could speak to that first because you made a recommendation already.

QUESTION 4


DR. PARTRIDGE:  Well, the recommendation I made right before – or the question I had right before lunch was is the Center interested in several geographic areas that have high cervical cancer rates?  Is the Center interested in putting together a group of individuals that represent the agencies around this table and the organizations around this table to address the issue of cervical cancer disparity as a demonstration project?  I do not know what else it would be.


I hate to use that word, but it certainly would be a demonstration of the effectiveness of the Center to put together a group of agencies with synergy to address, in this case, a particular problem that was identified early on by the Center as something that they wanted to target.


I think that could be done from my standpoint.  I would like to see –I think it is important to have – my experience says it is important to have two individuals from each of the agencies that are represented around the table.  One is the leadership of the agency at least at the local level.  Local – maybe it would be state or it may be regional.  And the individual responsible for providing the program at the local level if that person exists.


So when both of the – the one that holds the money and the one that actually makes it happen so that you have got those two people together, where possibly locally.


There are clearly other agencies that need to be at the table with this.  I do not see how – at least in our area – we can leave out the American Cancer Society and its activity there.  Certainly the Partnership for Cancer Control and the Underserved and, you know, whatever agencies, the Cancer Pan, the representatives from the State Cancer Plan, would be there.


The academic enterprise from the area because there has to be – you know, academics tend to be able to evaluate, certainly can form a research question where it is appropriate so that has to be represented, I think.


You know, one of the burning questions, and I will just go on and ask it now, would be—this could be done.  I mean, we could pull all of these goods together in a geographic area because all of them have, to various degrees, an interest in the disparity issue.  They could probably be brought on board to focus on cervix alone, you know, as the measurable endpoint.  Obviously, David has made a point, and others, that it would be nice to have them in the system also so I think we ought to work towards that being an entry into a system of care.


A burning issue is going to be what resources, extra resources is the Center, the NIH, the Office for Minority Health, what are some of the agencies that have an interest in this happening.  What are they going to do to facilitate with resources this happening?  It can be done without resources probably.  It will be more difficult.  It will be more difficult.  It will take longer because we are doing it to some extent – you know, I have learned a lot in the last day-and-a-half.  I have gotten – I see potential to bring in other partners that we had not brought in before, resources such as the case workers and case managers.  And so, if nothing else, the day-and-a-half has been helpful in terms of the goals that we have set locally as part of our cancer control program.


If the Center wants to make this a step to make it – to show that the Center can be effective then I would like to see the Center bring some resources forward to help with that.


DR. FREEMAN:  Any discussion on that point?


DR. SUMAYA:  I am a little unclear.  This grouping is going to get together, which is agencies, academia, I imagine health care provider organizations of some sort, to do what?  What is the purpose?


DR. PARTRIDGE:  What is the purpose?


DR. SUMAYA:  Yes, what will be the outcome of that meeting?


DR. PARTRIDGE:  The outcome is to set up a system by which we can identify, recruit and screen women who are at risk for invasive cervical cancer because they have either been never screened or rarely screened.  That is the population we have to go after.  Women that have been screened are not an issue.  If that is all we get then we will not demonstrate a reduction in mortality.


DR. FOUAD:  I think you have to go beyond that.  Just not the screening because there are a lot of women who have been screened.  We need to identify women –the women that have been screened.  We want to identify ways that they can be followed and treated.  And the ones that had never been screened go all the way through.  We do not want to just stop at screening and that is where the primary care and the tertiary care would come in there.  This is the new thing that we have not been able to link on this.


DR. ALGIN:  Yes, because there are places where we have surprisingly high rates of screening but poor follow-up.


DR. PARTRIDGE:  That would clearly be in there.


DR. FREEMAN:  Ciro?


DR. SUMAYA:  I guess I am still a little fuzzy.  I would think that the issue of cervical cancer, and then whatever extension some day we want to make it, may have various approaches in different parts of the country because there are a number of local and regional, state issues.  So I could see groupings to carry this further, perhaps at a regional level with a lot more local health care system stakeholders related to how would we improve this and perhaps use some very specific guidelines that the Center could have based on a number of these meetings that we have already had and put four or five or six specific guidelines: this is an issue, these are the outcome we would like.  How would you handle that in Appalachia?  How would you handle that on the board?  How would you handle that in the Deep South?  With more of a local, regional flavor to try to come up with specifics to develop a plan.


Now, whether you want to make that a planning grant approach from the center that goes on for a year and then you may have a number of these planning grants that bring forth a plan to you and then you sort out if you want to pick one, two, three, four, or five, whatever.  But based on already a coalition that is developed at a regional level that may have some concrete ways of implementing the guidelines that have been set forth from the Center.


DR. PARTRIDGE:  What kind of guidelines?


DR. SUMAYA:  When I say guidelines, I think we would have to bring issues of how do you approach the access problem with this, how do you approach the linguistic problems with this issue, how do you approach the referral system of an integrated system actually from household or family or female to a primary care arena to a specialty hospital arena?  How do they utilize the system in the appropriate way that we think should be envisioned to handle this particular issue?  So you would try to pick the issues that we have been discussing but apply them more in the local, regional level.  And how would you handle it?  How would you work that out?


DR. PARTRIDGE:  I just did.  I mean, I – I guess it is a surgeon mentality that I have.


(Laughter.)


DR. PARTRIDGE:  But, you know, we talk about it all the time.  We have enough knowledge right now.  We just have not applied it, and we certainly have not applied it in an organized fashion and bringing everybody to the table.  And so that is what I would do.


DR. FOUAD:  I agree that you need to have a local flavor too because things, you know, look different from one region to the other.  But there needs to be some kind of overall evaluation and look like it is one program because the problem we struggle with, you know, each one of us is going to be doing something different and we cannot evaluate this.  And also there is some strength to adding or aggregating some information that is, you know, cervical cancer and we are looking at small numbers sometimes and especially if we are going to look at outcomes of treatment.


I think REACH 2010 did exactly what you have been talking about.  They had one year of planning and the community and the coalition came out with a community action plan and now they are implementing that plan.


I agree again with Ed that we have heard about a lot of good programs yesterday, great projects, so I do not know if we need again to reinvent the wheel for other models.  I am sure each one of us has some kind of a model that it is working with and that is going to be like the implementation.  If we can move more faster to the implementation than taking a whole year of planning again, but that is some of the things that maybe we need to move into implementation.


DR. FREEMAN:  Right.  Let me ask you this:  This may be a good suggestion.  We will certainly deeply consider that.  The question that I want to ask you, Ed – not just you, but any people who are responsible for treating people in the country in areas of excess mortality around this table.


What can you tell us that you believe that we should do based on what you already know?  You practice – you worked on this for nine years in Alabama.  You definitely have some thoughts.  You know what has worked and you probably know what has not worked.  And I would like to go away from this meeting not only knowing what you could do in the future but I want to go away from here knowing what could we apply now that you already know?


DR. PARTRIDGE:  I think what we can apply now is a – I do not know the right word but a formal effective organization that links community health workers with rural care centers and HRSA centers, has CMS providing data, and funding where possible by case manager where and if we can do that, and their being actively involved in saying this is a place where we might be able to help you with the case manager.


Have the community infrastructure that we have already put together through special population networks and other activities be clearly involved with that.  And have the early detection program, since it happens to be focusing on the disease that we are interested in, extremely involved in whatever targeted area we decide to be involved with and have some serious way of identifying the un-reached population so far.  And we note that we kind of a way to know who they are and kind of where they are, and we do not try to bite off too much.


The tendency is to want to take every disease and the tendency is to want to make it statewide or regional, and that leads to amazing frustration.  At least amazing frustration for me because it moves so slow when you get – when you are dealing at a regional or a national level.


And if our goal is to completely change the system then we have got to take a different approach.  If it is to show that we can take a specific disease or I think a better way to say this is a specific group of people that are underserved, get them into a system in one area, there is no reason to think that cannot be duplicated in other areas where it needs to be done.


And to take every area is difficult, too.  It is just – there are – some people are ready, some people are not, some organizations are in place, some are not, and you have to take your places that are most likely to be successful in their effort, and then you build on that.


DR. FREEMAN:  Other suggestions or comments?


DR. RARTRIDGE:  We have treatment in place for these women, too.  I mean, it is not like we cannot get them paid for.  Most of them are going to come through the early detection program or Medicare if those people are at the table.  So that means that when we identify somebody with either breast or cervical cancer we have the ability to pay.  That is a nice thing to have.  That is a nice thing to have so you can – so we can work out how we link HRSA with the tertiary specialist.  It could be done up front.  It could be done up front.  Somebody has identified out of this program then it is done.  It is paid for.  So it is a good model.


Now, one could argue since they are tied together so neatly with the early detection program that you could add breast, too.  I mean, you could measure your success in breast in this same group of women and then you get a little bit more buy-in because it is a bigger disease and you can get – there is a lot of interest, and it would not hurt because I think you can do both at the same time and something we could discuss.


DR. FREEMAN:  Dr. Zelinger, can you comment on that suggestion?


DR. ZELINGER:  I am not sure I am, you know – know where it is going at this point.


DR. FREEMAN:  What is your point of unclarity?


DR. ZELINGER:  Well, I do think the local – looking at something very locally is workable and doable and getting the right people and knowing what your major questions are.  It is identifying those who are not coming in for screening.  If it is enhancing the case management and outreach around all of that or once they get into the system to identify your questions.  A proposal has to be developed and then get all the relevant actors to really play a big part of it.


DR. FREEMAN:  Ed?


DR. PARTRIDGE:  I do not see any other way to do it.  I listened to other suggestions but I do not see any other way to do it other than getting the local groups that have an interest and can bring something to the table together in a local area and demonstrating a difference.  Short of some kind of national health insurance but even that – even that we know is not going to do it all by itself because it takes more.  It takes more to get the – so we have to – we have to build a system and we cannot – you cannot get the people around this table that represent these agencies together at the national level to solve it.  They just will not do it.  They will not do it.  They will not do it.  They struggle a little bit when we say, “But can you help us a little bit locally?”  They say, “Well, go to your local person.”


So we cannot – we have been unable to forge partnerships at the national level.  You had a national dialogue on cancer.  All they are doing right now is dialoguing.  A lot of dialogue.  No action.  And it is time to act.  You have said it 1,000 times.  We have enough information.  We have enough agencies interested in the same thing.  It is time to do something.  And if we fail, so what?  We start over.  But we have got to do something.


DR. FREEMAN:  I agree with that point.  It seems to me that you have framed it correctly.  I think that the issue seems to be how to get women into the system, the ones that need to get in.  The rarely and untested if you are talking about cervix but you could also be talking about breast.  I think it is a good idea to put those together very frankly.  That is the way it has been framed at the CDC and no point in disturbing that relationship.  You are also getting to many more women if you put the breast with the cervix.  So I would suggest that maybe we move in that direction.


But it looks like the two questions, I mean the two things we have discussed over the last day-and-a-half is how to get those women in who need to get in for these tests.  And once they are in and have a finding to get them all the way through.  Those are the two challenges.  Do you agree with that?  So let’s start with that.  Let’s start with that, that those are the two challenges.


We will call it community health worker or whatever else to get them through – to get them in and then we use the term navigation or any other term to get them through but both are really essential.  Would you agree with that?


DR. PARTRIDGE:  Absolutely


DR. FREEMAN:  Then the question is if those are the two parts of the problem then what is the best way to attack that, and you are saying bring x numbers of groups, arrive as groups together around a table to do – to talk about those two things.


DR. PARTRIDGE:  The second one I think is easy.  I mean the Black Belt Cancer Linkage Initiative did that.  It took primary care physicians who diagnosed cancer and linked them to specialists and provided transportation and all that.  So that is do-able at a local level because people have an interest at a local level.  CMS might not.  I mean, they may broadly but they are not going to do anything to make it happen.


It is the former that is the hardest to me.  The former is the one that I am not sure I can do and that is to identify and bring in the women who are un-screened or under screened.  That seems to be – and there is a lot of them.  I mean, you saw the data for 65 year and older mammograms.  Thirty-five percent of the population.


DR. FREEMAN:  I suggest to you from my personal experience that you cannot be successful in bringing women in unless they see hope that they will get through.  That has been the Harlem experience.  What got us more people to come in was the confidence in the community that they were going to get through because many of the people in the poor communities are knocking their head against the wall and say, “Why bother?  If I have got something, I am not going to be able to take the next step.  I do not have insurance or whatever.”  And so I think –I do not believe that you can say that the first part is any more or less important.


DR. PARTRIDGE:  I did not say important.  I said harder to do.


DR. FREEMAN:  Well, maybe the question is – if I put it – in some parts of the country they have not done the other part and you have a certain experience and I do, too, but I do not think we can necessarily generalize our experience.  I think there are some parts of the country that are having a lot of problems getting people through, big time, around this country.


Mary, do you want to comment on that?


DR. ANGLIN:  Just to reiterate what you are saying and I think – that is why I think the idea really of thinking about this from the local dimensions because you may – you may end up with one set of logistical issues and in the Appalachia we may have a very different one that has to do with access.  And those things will come to bear through looking at these coalitions, but I think absolutely it is the issue of follow-up for findings is a huge issue in Appalachia.  And that is our particular concern.


DR. REUBEN:  I would just say that you mentioned that CMS maybe does not have a big role in this, but I was just reminded of testimony of a woman – I think she was from either North Carolina or South Carolina – who testified before the President’s Cancer Panel about a year ago.  She had been diagnosed with breast cancer.  She talked about how she spent weeks driving around three different counties surrounding her area trying to find – and she was certified for Medicaid – trying to find a physician who would take Medicaid.


So I think that it sounds like CMS does have a role to play in helping to make the connections.


DR. ANGLIN:  I can give another example from Eastern Kentucky of a woman who got a biopsy and it was a doctor who refused Medicaid and said, “That is your treatment for cancer diagnosis.  That is it.  I am – you know, get out of my face.”  And that was a very proactive, very determined person.


DR. PARTRIDGE:  I did not say they did not have a role.  I said they had to take an active role in making sure that – do not misquote me.  I said they have not taken a role in making sure that woman gets treatment.  It has been up to the woman or the system or the local resources, or how aggressive she was.  Nobody has taken the role.


DR. FREEMAN:  Well, those two elements are the key elements, getting people in and then getting people through.  Regardless of what you call it, I think those are the two elements.


Then the question is who would you need at the table to help you to move this along?  Would you need CMS at the table?  And why?


DR. PARTRIDGE:  You need CMS at the table because they can certainly at least in the breast area, 65 and older, they can show me the block level places that I have the biggest problem so that is the first part.  That is the access part, identifying and bringing them in.


Maybe at the local level they can help facilitate the second part.  That is make sure that a medical – that everybody that is eligible for Medicaid is getting Medicaid.  What else could you do in that second part?


DR. FOUAD:  They can educate their beneficiaries.  They have access to give them information about their benefits and results, and this has been working – this is very important, and the providers, also.


DR. PARTRIDGE:  And they can – you can tie reimbursement to performance.  I mean, you can.  You have to reach a certain level.  Now they have not been willing to do that yet, but--

DR. ZELINGER:  Well, I think – yes.  I mean, I do not want to be in a position – I do not want to spend my time defending the agency but you have to understand the role of the Medicaid program.  Two different roles.  You keep talking about data.  That is the Medicare side.  And Medicare – and I think John has already said he could meet with you in a week, right, in three different areas and he can do that.


We have a different relationship and we would be willing to meet you, you know, wherever.  I am sure a representative here down at the state level, who administers the program, who is responsible for, you know, processing claims, making sure that the services are available, we could help facilitate all of that but again it is a different relationship.


The state has a key role in all of that and you have to understand the differences between Medicaid and Medicare and what we are willing to do and what we can do and what we are doing.


DR. PARTRIDGE:  Medicaid will have to be at the table.


DR. ZELINGER:  Well, both – 


DR. PARTRIDGE:  Both Medicare and Medicaid.


DR. FREEMAN:  And what about HRSA?  Should they be at the table?


DR. PARTRIDGE:  Yes.


DR. FREEMAN:  Why?


DR. PARTRIDGE:  They can provide the screen but, maybe even more important than that, they can provide the continuation of care and all of the things that we talked about that if we got this woman into the system then they can provide all of those primary care services that need to be done.  And I think we should not overlook that possibility.  That is something that we could offer.  Get them in on the basis of a breast or a cervical cancer screen but get them hooked into a system.  Have that as part of our goal.  Not just to get the screening done but to get them into the system if possible.  Even if the screen is negative, they are now in the system.


DR. FOUAD:  Their other conditions, actually the other comorbid conditions, it may have some relation to that in terms of even of the treatment of the breast or cervical or how it can be managed.  This is a very important link.


DR. FREEMAN:  Should CDC be at the table?


DR. FOUAD:  Because we like Susan.


(Laughter.)


DR. PARTRIDGE:  We like the CDC.  We like the early detection program because the early detection program allows us to provide services, screening services to the women that we bring into the system.  Without them it would be sort of like the colon cancer issue that we talked about.  Without – I mean, they are critical at the table.  Critical that they be involved, and it is critical that they really be involved in both ends of it.  Getting them in and getting them treated through the system, and they can provide help to do that.  They have case managers.


DR. TRUE:  People think of us as a screening program but we are a screening program in the best sense of the word that when someone has an abnormal finding our programs are required to stick with that woman and make sure she gets everything needs, including treatment if that is where her situation goes, and that is something we are really good at.


(Simultaneous discussion.)


DR. TRUE:  We are good at that nationwide.


DR. FREEMAN:  Ciro?


DR. SUMAYA:  Yes.  I have a feeling of disconnect.  For a major national problem as cervical cancer is, and I think we have the elements to make a major impact and intervention in reducing mortality.  I think the elements are there.  It is how can we assemble the elements to work together to reach the goals that we want to reach?


And I see where a national federal perspective of players, federal agencies and other leaders of major organizations may be useful in a certain forum but I would approach more of a policy type nature.  When you look at operational, to me it is essential that you have a more local, more regional approach than operationalizing something.


I think a more regional approach can bring together the necessary elements to implement interventions to reduce cervical cancer mortality.  If we look at how do you get women into the system, certainly you need some national guidelines on eligibility, et cetera, but they you have to – who is going to push, if the word can be used, the person to enter the system?  Who is going to see that they are going to apply for Medicaid eligibility?  That is at the local level.  Once they are given to the system, who is going to assist with going through whatever was developed as a collaborative system in a particular region.  That is at the local level.


And so again policies may be set at a broader national level by a number of leaders well versed in these issues but operationalizing I would think it has to be somewhere at the local arena and that we have the necessary resources.  It is just bringing them together.


Just an example right now on let’s say Medicaid.  A fantastic program producing great--  Addressing great needs in the country.  But when we have the issue of health care providers not accepting Medicaid patients, that is a local – a problem that can be dealt with at the local level if you have a community that is organized around improving health.


I bring that up because one of the things our school of rural public health is doing in the Texas arena is developing regional community health development groups.  And we have three ongoing and they are involved in one case seven counties and in another place it is nineteen counties, and in another place it is two counties.  And what we bring the stakeholders related to health and have them talk to one another, which in many cases had never occurred, and try to see can we develop an integrated system, public-private, including those who are around there, and if we do not have those resources can we bring in another county to help us with it if they have got some resources.  And to me that has a more long-term sustainability approach in intervening with a number of public health issues such as cervical cancer mortality.


DR. FREEMAN:  So who do you bring to that local table?  Who do you bring?


DR. SUMAYA:  Who we bring to the local table are community groups, community based groups historically because that is another arena is, if I were to  involveany cervical cancer initiative, I would want to make sure that the client, the cervical cancer people have had a voice in what in the world is going to go on with me.  But it is community based groups, with the primary care clinics, we have state and we have federal, it is hospital administrators or leadership from the hospitals, it is the medical societies that are involved with this, and there are other groups that I do not recall.


No, I do recall because health, I think – as we all are certainly sensing, to address health issues it is not necessarily just a health activity.  It is related to the economic capacity of a region, so we bring in business people into our grouping.


So it is health and then health related stakeholders that are part of a steering committee.  This is – again, this is not all new.  There was a committee planning done in the past but I think if we are going to look at something that is more sustainable at the local level that may be an approach and I think it would fit in with where the Center may be trying to head.


DR. FREEMAN:  These are two different ideas.  These are related but not the same.


DR. PARTRIDGE:  My problem with – I mean, cervical cancer occurs almost exclusively in poor and underserved women.  Almost exclusively.  I mean, I – I cannot remember the last time I saw a middle class college educated woman show up with the cervical cancer if I have ever seen one.  If I have ever seen one. So it is not a national problem.  There is no cervical cancer in Montana.  I mean, it is not – cervical cancer is not a national problem.  It is not even a regional problem.


DR. MYERS:  The denominator in Montana is as small as the high prevalence in the norther plains–


(Laughter.)


DR. PARTRIDGE:  Excuse me.  Utah, wherever.  So to me you have got to get groups together and the subgroups of those groups that are interested in the poor and underserved.  I mean, that are really interested in that.  You know, my state medical society is – a few people are interested but the society as a whole, it is not heavy on their minds.  It is more tort reform and Medicare reimbursement.  So I have to get people representing groups that their heart is on fire.  Their heart has to be on fire.  If the heart is not on fire we are not going to get very far.


DR. FOUAD:  I just want to comment on the two different approaches.  I think the reason for the two different approaches is maybe the level of readiness or the experience of each region.


In Alabama those groups that you are talking about have already been formed.  There are coalitions of stakeholders, community based organizations, hospitals, the PROs, the ACS, the extension service, the attrition sites, you know, other organizations.  They have already been together and they have been talking and we got the buy in of the state stakeholders that cancer prevention control in the underserved is a major issue.


So this is a very important step to do so that is why probably now for Alablama the new thing – the next step that we have not done before is trying to link the CDC and early detection to the primary care, you know, HRSA and other – these are things we learned about here today.  To maybe work with CMS and getting information to – maybe to educating beneficiaries or other help that we can get trying to work toward the tertiary – you know, going through the tertiary providers.


So that is why, you know, probably there are different approaches but I am sure both of them are going to really valid and that is why those things have to happen on the local level but then overall maybe the Center would oversee that we all end up where we are supposed to end.


DR. FREEMAN:  Yes, I admire both of the approaches but I favor the Partridge approach first because I think we need to learn what we can do and we also have to hook it into the larger agencies.  At this point it is not certain.  I mean, it is almost like you have a surgical case, a surgical diagnosis, and you need to go in and see if the appendix is inflamed and take it out if it is.  Then you call in the community board and let them know about the success.


That is a mixed metaphor but I think – I like – the Partridge philosophy is to go to the case.  The real case in this community and any community like we are talking about is you have not been able to get these people in and we have not been able to get them through.


Now, in Harlem, we could get the community board and the politicians but those things tend not to have any immediate effect.  They can be supportive of things that we convince them that they ought to support, but I do not think that is the point of the percolation of the idea.  So I would like to have a more directed attack in the early phases of this and then to bring in these broader constituencies once we have worked it out a little more than we have now.  That is what I think.


DR. PARTRIDGE:  I believe that influencing the broader constituencies is going to require the public to be more interested than they are at the moment.  Similar to what Nate said.  You know, ten years ago nobody even discussed cancer disparities.  It started being discussed about 1990.  Oh, maybe there is a problem here.  It took ten years before agencies put it on their agenda.  They knew it existed but it was not on the ACS, the NIH, the NCI, CMS’s agenda at all until two years ago, three years ago.  It is going to take probably another 10 years before it is in the public agenda.


I spoke to the Rotary Club about disparities and what we were doing.  You know, 95 percent of them are White men.  They had no idea that there were health disparities.  Had no idea.  You know, the business leaders in Birmingham.  So it is going to take a while, and that is one of the problems with working at the policy level or the agency level or it is just going to take a little longer.


I am with you.  I just think we need to do something we can do.


DR. FREEMAN:  I think the thing that you mentioned in the first go-round but not the second is you do need to bring the state people together to this.  I mean, yes, the cancel plan is being developed as we speak, and they need to be at this table, I think.  Do you agree?


DR. PARTRIDGE:  Yes.


DR. FREEMAN:  You mentioned them once.


DR. PARTRIDGE:  Absolutely.


DR. MEYERS:  I have a little story.  As early as 1975-80 the Alaskan Natives, about 100,000 people—really got upset about the rising prevalence of cancer in their population at the grassroots, and they were categorically blown off by the agencies who said, “Well it is just those people who live old enough to get cancer.”  Bunch of things like that.  Bottom line, it was not an agency priority.  Now, 15 years later, all of a sudden we are all excited about a disparity that was really very strongly felt within the lay population 15-20 years ago now.  Our trick is trying to synchronize that energy, I guess, and you have to go to realize that in a sense this is our issue.  It may be that if you – the real hazard is if you go to the community they are going to say, well, you know, our real issue is that anybody that gets a little crazy goes to jail.  There is no mental health facility.


What we are really trying to do is say this is an issue that we are more interested in so we are going to push it, and it may be that if we can show results then we can recruit the population to support our efforts.  But I would not short change the ability of a community to know their problems.  They may just come to a different conclusion than we do.


DR. FOUAD:  I was just talking to someone and they came and said, “We have been focusing on breast, focusing on breast.”  That is our community coordinator and she said, “We have a lot of cases of cervical cancer and we have not been doing much about it.”  So some of them do.


DR. FREEMAN:  David?


DR. STEVENS:  I think what Ed is saying is good.  I think that what we can add to this is that it should be a part of a strategy so that is the thing.  That is what I think Ciro is talking about.  This is talking about a strategy in a broader context.  And so – both – I am going to speak for – in Texas – both in Texas and Alabama you are probably going to want some very honed down things to give you early results and get things moving but it has got to be part of a larger strategy.  Where do we want to be three years from now or five years from now?


And that is also really helpful for us because that is how we have to think in guiding, you know, these gondolas that we have that, you know, at least we know – sure of where we are going here.  And that is the way we also know we can recognize other opportunities that relate and we can bring them in.


So one thing we do not have is to have this embedded in a – or maybe we do – I mean, sure but in a larger strategy and I think that is where the Center could be real helpful.


DR. FREEMAN:  I think Ciro is speaking to that point and I think that is right.  But all I am saying is that before you go to that level you have to understand what you are going to say to those people.  You cannot bring those people in and talk nonsense.  I mean, there is a time to call in the groups that you have mentioned and the long-term success of the strategy will require that without a doubt.


I think – 


DR. SUMAYA:  But what I am trying to say is that the issues surrounding cervical cancer are the issues that surround 70 other conditions and that to make the changes in all those conditions to improve cervical cancer mortality relate to issues that require policy level at the national but implementation at the local level, and that is really where I was coming from.


DR. FREEMAN:  I agree and I would just add to that that you need to understand what you are asking to be implemented before you take it to that higher level of thinkers in the community, I think.  That is my experience.  I have had to define issues before I could take them to the politicians or the community boards or whatever.  So I think we need to define this a little better, and I believe Dr. Partridge’s suggestion goes to that point.  Soon after it should marry into what you have said.


DR. FELIX-AARON:  I like both ideas and I think in terms of Dr. Partridge’s strategy, I think it would work but I think we also need to do some upfront work in terms of identifying the readiness of communities to take that strategy.  So where some communities are ready to go – and, you know, I mean, you need to just tip them over, you know, bring the parties together.  You know, I mean, they are there, they are waiting and they are primed but they need to be brought together to get some energy, and they will move on.  Other communities are not like that and so for this group – this group I think needs to be very deliberate about sort of that strategy, where that strategy is applied because I would imagine that this group is interested in sort of having early successes.


And in Alabama, you know, I mean it looks like – you know, I mean, you would get an early success in Alabama but maybe in another community – another community that has not gone through the process that Ciro is mentioning it would not be successful.


So I think some upfront, you know, sort of developmental work around really trying to understand what are the elements in the community, you know, and the development of the community – I mean, where it is in its developmental stage needs to be considered.


DR. FREEMAN:  I think we will go along with that – we can work the details out outside of this meeting but we will go on with that general suggestion.


I think there is another area of concern.  Let’s take the HRSA situation in general.  Not just in Alabama, but they have 4,000 sites and I was intrigued by the point that some work needs to be done to get from primary care that you offer to hospital care that cancer patients need.  I just would like to have more dialogue as to how the Center could help to have a dialogue on that issue.


DR. STEVENS:  It is one of the important parts of this collaboration we are having with NCI now with these 12 health centers.  That is one of the elements that we want to learn about and we have got 12 different communities that we are working in.  What are the concepts that are useful in getting the – not only getting the women over there but not losing them in terms of keeping contact in primary care?  And also I think what will come up is how do we know it is a quality service?

Suppose – this will be amazing because we do not have any choices usually – but even if we do not have any choices --  suppose it is going to a certain center for certain care.  We just do not want to send people anywhere.  What is the quality of that place?  How do we know?  How does the provider feel about, you know, suggesting to a patient to go to this particular hospital for this particular treatment?


So we are learning about that right now in a pilot, among other things, and I think having the Center learn along with us this next eight months or something, and hear the same things we do and discuss the significance of that would be very valuable.


And I would like – we can talk about it later but if there was someone which you found appropriate on your staff to kind of be that link that would be great, along with the other folks, Susan and others to kind of discuss the significance of that, and also I think there will be some reverse things because we are all going to hear some – probably hear some issues that we did not know about and that we need to consider.  And so I think it goes both ways.


And then I would then we would be able to really, on the implementation, be able to suggest some pretty concrete things people need to be doing and we can be working with them to get it done.  That – and that information, those concepts are in the public domain and they are going to be useful to Ciro and they are going to be useful to Ed.  I mean, you know, whether they can use them now or later or whether they agree or disagree, they can add to them.


So that is where I really see something  immediate, you know, like to be involved in now to help us understand that – you know, how that really plays out.


DR. FREEMAN:  Actually we have exchanged e-mail.  Roland and I have exchanged e-mails over the last several days on this particular issue and I think that we will assign a point person to talk to HRSA, which would be you.


DR. STEVENS:  You can talk to me or Peggy.  We are not HRSA.  You know, you do not have to talk to me or Peggy but we will get it taken care of.


(SD)


DR. FREEMAN:  Who is the one to talk to?


DR. STEVENS:  Why don’t you talk to Peggy – 


DR. COLEMAN:  I am easier to get a hold of.


DR. STEVENS:  She is easier and she is a lot friendlier than I am.  So that is going to happen.


DR. SUMAYA:  Looking at the relationship between primary care centers, community health centers and hospitals, every locality has its own type of arrangement and there have been all kinds of promises back and forth on that.  But one carrot, I do not know well it has been looked at, is that community health centers could provide a major reduction of the emergency room care that presents to hospitals as a primary care type of case.


But the documentation of that, how well are community health centers doing that, quantitatively how much money are hospitals saving may be something that if we could get some information may cement a closer relationship than before.


DR. STEVENS:  Ciro is right, and in some places that is happening.  That is where it all fits together.  See, they may be showing – this is where everything – all these conditions are leveraged.  You have a relationship with a hospital and say you are doing some of the things we are doing around asthma and reducing emergency room visits like, you know, by cutting them down 50 percent.  And so there is a relation with the hospital and you say, look, you know, we are doing this for you but, you know, we have a couple of patients that need oncology care.  How about we talk – you know, that is – you know what I mean.  That is the kind of discussions.


And that is the advantage of having a little more – that is the positive about comprehensive.  You have got other things you can deal with and talk about.  So Ciro is right and we could do a better job in documenting that stuff but there are some examples of that already.


It may come out in the pilot, too.


DR. FREEMAN:  So the Center will follow through with this HRSA relationship.


DR. STEVENS:  Okay.


DR. FREEMAN:  We will – Roland, I think, would be the one that I would ask to do that.


Barbara, you will be the one that I will ask to organize the Partridge idea.

DR. STEVENS:  We know Roland.


DR. FREEMAN:  And I have another question to CMS, the $460 billion organization.  Lot of money. How could we participate in a dialogue that would help us to understand what can be done?  I mean, I am sure the rules are whatever they are – regulations.  We found out yesterday there was something that could be done that we did not even know about.  But the question to me is could someone from this Center, we are talking about the Center’s relationship to agencies, have an opportunity to talk to someone from – someone or some more than one – at CMS about just – so we can understand what CMS could do?


DR. ZELINGER:  Absolutely.  I think you want to speak to a couple of different folks.  I mean, on the Medicare side there might be two or three individuals.  Again it depends on how the proposal is once you firm up what you really want or even in doing that, you know, I just see it as a magnified discussion of what we are having today but on the Medicare side it might be two or three different individuals.  One dealing with, you know, data.  One dealing with the program and policy and what is available on the Medicare side.


On the Medicaid side, you know, we can explore the – what is out there already in terms of these research and demonstration projects or hybrids of those that can be done without the more formal 1115 proposals.  It is just a magnified thing and it depends.  That discussion will be tailored to what your ideas are.  Are we talking about enhanced services?  Different kinds of services?  I mean, because again as an insurance vehicle and these services are available to a large degree right now.  So are we talking about outreach?  You know, all of these things can be discussed and – you know, initially, and then ultimately we would have to go down at some point to the statewide level and local level to initiate action.


DR. FREEMAN:  I understand.  Can you give us some names that we could contact?


DR. ZELINGER:  Sure.


DR. FREEMAN:  Would you be one of the people?


DR. ZELINGER:  Well, I think we need to discuss the 1115 and the waiver folks.  Mike Fiore is the head of that division.


DR. FREEMAN:  Mike Fiore?


DR. ZELINGER:  F-i-o-r-e.  And I think those folks – someone in his shop there.  We could talk to those folks and probably bring in folks on the fee for service side, too, to see what could be done just to give you a sense of what is do-able.


DR. FREEMAN:  That is on the Medicaid side.


DR. ZELINGER:  Medicaid side.  You can use me as the contact and we will get you in touch with the right folks.


DR. FREEMAN:  Our person will be Jane Day.  Is Jane in the room?  She is probably right behind me.

(Laughter.)


DR. FREEMAN:  On this issue, we want to understand what is possible in the current system.  That is a different question than what we might do that is different.  But I think, you know, an agency is pretty well defined like CMS, I mean you could do some exploratory things but there are basically demonstrations that you say you might be able to do –but then you are proscribed to do certain things, and we need to understand what those things are.


DR. ZELINGER:  In Medicaid, well, I think, you know, David probably went through a lot of slides on the Medicaid 101 traditional program.  That is the things that is kind of set in law.  Those are some of the federal requirements but behind that the states have a lot of flexibility.  So, I mean, you have already heard the 101 broad federal requirements and then to know more about what – how you tailor a program and what can be done.  We have to bring in – you just talk with us, we bring in the local folks if you identify a state or a community, and see if there is any existing initiatives, and see how they tailor their program and then we can talk about the waiver kind of process.  The more formalized research and demonstration process.


DR. FREEMAN:  John?


DR. HEBB:  Just specifically, I will brief Dr. Barbara Gray, who is my boss, who I am filling in for, and prior to being the head of Quality Measurement and Health Assessment Group, she was our national liaison for physicians.  So I will brief her on that.


In general, and I was reminded about it today, there are open door – called open forums with – generally with Mr. Scully.  If Mr. Scully cannot be there then it is generally Reubin Kingshaw today with rural health.  There is a call every two or three weeks, nursing homes, physicians, home health.  There are six or seven topic areas and these are ongoing calls if you are here in the Washington Area if you call Mr. Scully’s office if you wanted to come and go to the third floor conference room and meet with him.  So in general, if there are rural health issues or home health issues or a physician open forum, these calls generally last two-and-a-half hours and people are invited to bring up anything.  Usually it is either Mr. Scully or Reubin Kingshaw, who is the deputy.  And then his senior staff are there to follow up on questions.


But I will certainly tell my boss what went on here and what the expectation is and that will be the person for you to contact.


DR. FREEMAN:  The next question is in this atmosphere and movement toward being concerned about disparities, which has occurred in recent years and has elevated itself up to government agency concern, even CMS has concern about disparities you said.  I think you worked in the past – or you still work with – are you still working with this issue?


DR. HEBB:  Yes, different capacity but the same issue.


DR. FREEMAN:  Can you define what the CMS approach is or concern is about disparities?  What are you directed to do about disparities at the CMS?


DR. HEBB:  When Reuben came, when there was a change of administration and Reuben came in, he immediately appointed a fellow by the name of Kevin Nash, who is our overall agency lead for health disparities.  And one of his primary jobs, of course, was to gather in one place all of the efforts that CMS was working on to eliminate health disparities.  So we have – he is in charge of our agency work group.  And as you can imagine, we have a variety of things that are going on from issues about culturally and linguistically appropriate services to my work with the PRO community to education and outreach, with CDC, the folks in CMSO have an outreach program to reach the dually enrolled and get them enrolled.  I mean, there is a consistent – I mean, there is an overall agency effort to work to eliminate health disparities.


And as best as we can within the agency to work together, all of us in CDC, I did a lot of work with the dually enrolled, which led me to the CMSO folks because they were interested in signing people up.  I was interested in how you reach the dually enrolled.  So, as I said, in the early part of the day, you have a deputy administrator who is absolutely committed to reducing health disparities in issues of immunization, issues of diabetes care.


We have a quality council which consists of the department chiefs that meet on a regular basis and one of the things that Reuben challenged with was what can we do immediately to work on health disparities in the areas of immunization and diabetes.  And he asked all of the department heads to make specific recommendations about – we have a lot of complaints about what reimbursement is for flu shots and the administrative fee when we publish in the Federal Register what the payment is going to be.


So there are – I mean, it is a commitment of the agency.  From someone who is very far down rowing the boat, it is job one with him.  I would not suggest it if it was not.


DR. FREEMAN:  Your people are compassionate about this?


DR. HEBB:  Absolutely.  When we have a deputy administrator compassionate about disparities it makes things happen.


DR. FREEMAN:  Okay.  We have three approaches and we will stop at those three, and we are going to work out a local approach and I will call it the Partridge plan until proven otherwise.  We are going to have a HRSA approach to explore particularly looking at the way to connect the primary care to a point at which a person needs to have something in the hospital.  It looks like something needs to be worked out.  We want to work with you to think that through with you – I know you have a plan.  We would just like to participate with you.


DR. STEVENS:  Appreciate that.


DR. FREEMAN:  And then we have a suggestion that we need to be better educated about what CMS can do as it is proscribed to do and what leeway it has to do anything creative, which you have mentioned a few things over the last day or so.


So those are our  three to-do items that come to mind out of this meeting.  Does anybody want to make any final remarks?


DR. FELIX-AARON:  I would like to encourage this group to take advantage of AHRQ’s resources in terms of its understanding of the health organized services.  I mean, that is what AHRQ does, studies of health system, not only how services are organized but how primary care fits in with secondary and tertiary care, and that we have a Center for Organizational and Delivery Services and I think its mission is to specifically look at those services.  So I would like to extend an invitation – you know, our research – there are people in our center who know a lot about organizations of services and I think you should take advantage of that.


DR. FREEMAN:  Who in your agency should we contact?


DR. FELIX-AARON:  I mean, I can serve as a contact but in terms of names, Dr. Irene Frazier.  She is the center director for Center for Outcomes and Effectiveness Studies.


DR. FREEMAN:  That is a very useful suggestion.  There will be some areas for further research to help us understand what we should do.


DR. FELIX-AARON:  Right.


DR. FREEMAN:  Particularly at the level that you do the research in and you do research that is related to action.


DR. FELIX-AARON:  Right.


DR. FREEMAN:  Is that true?


DR. FELIX-AARON:  Yes, we do research related to action.


DR. FREEMAN:  What happens to the action?


DR. FELIX-AARON:  Well, I mean, the action – I mean, again we have a dissemination arm.  We encourage – we are a research agency.  And so we get the information to the places where it is needed and we encourage them to use it but we also do something else.   We listen to our users.  And so I mean our users dictate what our research agenda is, so it goes both ways.  We hear what people want.  We have programs that tries to bring the information to them and then we return the information to them.


So I would think not only as our research in terms of evaluation but as a resource, you know – people who understand how the health system – how the pieces actually fit together.  There are people at our center who actually know that.


DR. FREEMAN:  And we will be in touch with Jim Marks with respect to the CDC and that coalition of people that will be working with this so I think there is a lot that the CDC could contribute to this and we will talk to Jim Marks about that.


I will assign particular people that will help me with the CDC part and the other part.

