DISCUSSION 2

DR. LENGERICH:  That concludes the slides that we have just kind of in summary and I would ask Steve if he has any comments to make just in summary.  I think taking off of the high risk mortality areas, I think we are confirming that there is high rates of incidence as well, particularly among the un-staged disease which may be   spuriously high and it really may be distant stage.  So I think probably across all stages we have got high rates of disease in this area.

We – I think Pam had talked about the possibility of an elevated prevalence of high risk HPV among particular populations in West Virginia which certainly could contribute to some of that high incidence in mortality and then Angel’s talked about the numerous research and collaborative efforts that are ongoing within and throughout the Appalachian, that Northern Appalachian region,  the Kentucky, West Virginia, Pennsylvania sorts of areas.

So Steve, and then open up to comments or questions?

DR. WYATT:  Sure.  A couple of comments.  One, the follow back study that Angel mentioned, Claudia Hopenhayn, and Jim Marks will have a lot of interest in this, this is something we have talked about for five or six years and in the literature there are a couple of studies that used a follow back protocol using registry data.  So, we have done is we have designed a study that follow back on incident cases and to look at where the barriers are occurring through the continuum from early detection through therapy.

We have already started a pilot study and it is interesting because I think most of us always argue that it is a lack of screening, but some folks argue, and I am one of them, that it kind of falls along a continuum.  Early in the pilot study, though, what they are finding out when they contact women is, it is just a lack of routine screening   They have been screened but four or five years have lapsed since their last pap smear but that is a small n.  It is an n of five to ten women at this point in the pilot study.  But I think that is an important point that we need to really start to define where the problems occur and start to quantify through the continuum where the problems occur and we can only do that with a study like this.

And, second, as we have looked at intervention strategies, there are not many.  I keep harping with the folks in the health department in Kentucky that we need to look at best practices from the intervention perspective and use our intervention dollars wisely because they are fairly sparse, as I’m sure you know. But we do not have a lot of models for intervening in rural areas from the outreach perspective so we feel like we need to start investing in learning more about how to intervene and looking at using faith communities and rural white populations.

It is interesting.  There is a lot of good information about using faith communities in the African American population.  We have a witness project and some other intervention programs—less, so in the rural white population.  But yet, religious communities are kind of pillars of the community so to speak when you’re in small white rural areas.  

DR. LENGERICH:  Thank you.

 (Technical difficulty.)

DR. FREEMAN:  Very impressive information.  But we have around the table people from different agencies, CDC, CMS, HRSA and so forth.  And you presented mostly questions that we have to answer.  Is there anything we could do without further research?

DR. LENGERICH:  Is there anything that we can do without further research?

DR. FREEMAN:  I mean, we are talking about – do we know enough now in your part of the world to act or is it still at a point of more research?

DR. LENGERICH:  Well, I think it is probably more of a two armed approach.  I think that there is action as well as research that needs to be done.  I think the data of the high risk HPV data is very intriguing I think among a fairly stable population.  I think the staging is very – the staging is in agreement, I think, with what the preliminary data are showing that this is a continuous problem.

I think in terms of the other arm, which is interventions, yes, I think that there are health centers and that there are projects that are there.  The witness project, for example, is one that can be replicated and, hopefully, can be replicated in other areas.  We are involved in identifying and targeting.  That project is actually going to work fairly quickly.  That is an 18 month project and it is ongoing so we are working with those high risk communities, those high risk communities right at the current time.

Steve?

DR. WYATT:  Just one thought from a policy perspective.  We talked about this several months ago.  Reimbursement rates for pap smears specifically from Medicare are an issue and we keep hearing from this from providers in the rural area.  It is an issue in urban areas as well but I think that is something that we mentioned month and months ago that I did not want to lose.  It is something I think that would have some impact, immediate impact.

DR. LENGERICH:  And I think I would also go back to some of the West Virginia activity and they are actually demonstrating some effectiveness with self-collection and so that may be a place that we can look at as well.

DR. FREEMAN:  We have these people around the table who have some power.  What do you want to say to them?  Do you want to say just what you have said or is there anything more that you could give for things that could be done now from your perspective?

DR. LENGERICH:  Well, I think some of –

DR. FREEMAN:  Other than resources.

DR. LENGERICH:  Well, no, I think that there are.  I think implementing – help in working with the communities and the HRSA centers, for example, and implementing the self-collection process would be something that could be garnered.  The policy issue of addressing reimbursement issues.

DR. FREEMAN:  Those are good ones.

DR.  LENGERICH:  Yes.

(Technical difficulty.)
DR. FRIEDELL:  I am not part of the team but –

DR. FREEMAN:  But you are part of this whole universe.

DR. FRIEDELL:  But I would raise a different question as far as reimbursement goes.  Is Medicare still reimbursing every other year or is it every year?  I think it is every other year.

DR._________:  I think so.

DR. LENGERICH:  It is every year.

DR. FRIEDELL:  Every year now.

DR. LEGERICH:  It is every year Now.

DR. FRIEDELL:  One of the gaps that we have, and we have not done research on it, but one of the gaps that we really have is in women who do not go to health departments.  There are many private practitioners in our part of Appalachia and they are seeing somewhere between 40 and 50 and 60 patients a day.  Now, in the women, who are in that mix it is unlikely that they are going to get a pap smear in those circumstances.  We need to have some means of routing those women to health departments or to other facilities where they are available.  I do not know the magnitude of it but I have really only become fully aware of this in looking at other issues to do with health care and it certainly applies to all the other conditions we have talked about so that is one thing that we could do.

And my proposal is actually that we use the equivalent of patient navigators.  We need to set up some mechanism by which women can use what existing system there is and we have a pilot project on that doing – dealing not with cancer but we need to make that connection and I do not believe we make it very well and we cannot assume.  Only a small proportion of women for the variety of reasons that people in Appalachia have talked about actually go to the health department for screening.  They go there for other purposes and the older women do not go to health departments to get screened.  So this is a whole population that we are missing and I suggest we can actually do something about it now at the same time we could be looking at it.

The other thing is that in terms of the state health departments and perhaps with CDC cooperation I suggest that we look at the high risk areas.  We know about them from cancer registries.  In our state they pretty much distribute money for breast and cervical cancer screening on an equal basis per county.  They do not focus on areas where we know there is a greater need.

Secondly, I think it would be very nice within the existing system to get some data back from the CDC cervical cancer screening programs with regarding what happens to these people.  I mean, take specific areas and follow them out.  We are collecting the information, supposedly.  I would like to see whether the collections are really working.  And, secondly, what is happening with the people who are in the system.  I think these are things that could be done now but it requires CDC in this program to have a certain flexibility.  They cannot mandate the state what to do but they can certainly offer incentives to do this.

And, finally, they could encourage state health departments to go out of the box in getting people to help them do this.  Our state health department is not unique.  We have hiring freezes.  We have all kinds of things even with money that does not necessarily work.  But if CDC only gives money to state health departments and does not give them incentive to do it, does not encourage them to go outside to get people to help them do their work, it is not going to happen.  So I think these are things that could be done now.

DR. FREEMAN:  Steve Wyatt?

DR. WYATT:  Gil and I have been talking about the issue, and I’ve talked to (?)  William and Jeff Marks about the targeted screening in areas where there is high disease burden and, Gil’s right, in Kentucky they distribute the dollars basically on a per capita basis based on the size of their health departments.  And if you look at the data you are seeing a lot of success in the urban areas.  In Jefferson County and Bullitt County you are seeing rates coming down.  Those two health department systems have a lot of infrastructure and so they are able to take the money and be effective in using it.  The smaller county health departments, one, they do not get a lot of money because many times their population is small and then, two, they just do not have the infrastructure existing to be able to really start to reach out and do the outreach that it takes to get women in for the screening.

So I think it is going to take – it could and I think it would help to see targeted efforts by health departments in the areas where there is high disease burden but it is going to take some help from CDC in encouraging that and I would not advocate taking money away from where they’ve already distributed it because that is only going to make folks mad in the state.  I think a better approach might be as new resources become available for this screening program that those monies be targeted to areas of higher need.

DR. FREEMAN:  Yes?

DR. FOAUD:  (Not at microphone.)  I would like to follow up on the comments about is there a group of women that are in groups that have primary care physicians and can get screening.  And actually we did a study looking at the comorbidity in relation to if physicians actually did the screening or the comorbidity effect of them not to do the screening.  Again, primary care physicians tend to treat the frequent – those are the women that they have in the system that they go in for hypertension, diabetes, and just having those comorbid conditions that primary care physicians take care of this and neglect to do the pap smear or refer for a mammogram.  It was really – you know, it showed that there is a difference, you know.  These women with other comorbid conditions they are frequent to those clinics.  But if we can find a way to get them to the system with those primary care physicians, too, that they see 50 percent and especially older women, they do not get the pap smear.

DR. FRIEDELL:  It is not peculiar to Appalachia.

DR. FOUAD:  Yes, it is not, no.

DR. McPHEE:  If I could make a comment.  I think it is true in the Vietnamese community that there is a much higher rate of ever screened than there is a return for maintenance, up-to-date screening.  And one of things we are pilot testing in Santa Clara County on a county-wide basis is a pap smear registry and reminder system.  And this is modeled on the success of immunization registries and one of my goals, of course, would be to have a national registry not just for people with cancer but to have the stage, you know, the end results, to have actually a national cancer screening registry.

Well, that is very ambitious and we are trying this actually at the county level and we have the Santa Clara Department of Public Health.  Re of all that, if we find that it works, we have got 5,000 Vietnamese women enrolled in this annual reminder system.  We register them through their primary care physicians and every year we send them reminders through the mails with an incentive.  Take this in to the doctor to get another pap smear.  The incentive happens to be a silk rose, which is very popular with Vietnamese women, and a $5 gift certificate if they can get the physician to sign that they have actually come back for their routine pap test.  We are doing this annually as part of our reach project.

I would actually like to see this happen not just for cervical cancer, which is the theme of your meeting here. but for a variety of preventive services.  My own background as a primary care doctor is in developing a computer based reminder system for my own clinic system that has now been in existence for about 20 years and brought our mammogram rates, for example, up from 13 percent to well over 85 percent because we now, in the midst of that busy visit for hypertension and diabetes, there is a little piece of paper that says “Doctor, pay attention, your patient needs a pap smear, a pneumovax and a flu shot.”

So if we can begin to think big picture, yes, this cervical cancer problem is a problem, we can maybe do some annual reminders through a registry system.  But then ultimately wouldn’t it be great if you got a little card file in your back pocket that had encrypted on it where you are for your dental visit and your blood pressure screening and your mammogram?

DR. PARTRIDGE:  The other thing, Harold, as you know this – I am going to step out on a limb a little bit and get outside the box but let me do it.  The CMS knows which one of their beneficiaries have not had a mammogram or a pap smear in a given year by name and address and telephone number.  That is a hell of a piece of information.  It is in the database.  Now, because of HIPAA regulations and all of the things we have got we would have to get through that but, you know, if you know the name and address of a woman who has not had her mammogram or her pap smear then one could conceive of all kind of interventions that you could come up with to get that woman into the system.  So, you know, it is there on the 65 and older.

DR. FREEMAN:  Right. 
DR. BROWN:  Sorry.  I hate to be back seat driver here.  I just want to sort of revisit a couple of things.  First of all, following up on what Steve had to say.  When we looked in our breast and cervical cancer data in West Virginia we have eight fieldworkers spread across the state who really are working right in their communities to try to get women in for screening and looking at the population ratio and screening percentage.  Those counties are getting more women in than those counties that do not have anybody in there to shepherd people through the system.  So, I mean, we have data that can show that.

The other issue with the HPV is that the women who we have identified with high risk HPV, once more, have normal paps.  If we know that HPV is one of the precursors to cervical cancer then being able to identify women who have high risk HPV might be more important than screening and giving them a pap test.  So, if, you know, we have  a device in the patent office as we speak to actually be able to distribute throughout West Virginia up into all the hollows and whatever, get women to return it back to the health departments, use our labs to screen it and look at it, and those are the women that need to be followed.

I am leaping forward.  I realize that I do not have enough data.  It also speaks to the fact that, yes, we do still need to be looking.  We have got to be able to validate what we are saying.  We do need to do research along the way.  But I believe that contining to look at this from a lot of different perspectives there are resources that each of us representing either a certain type of research or a certain institution can bring to this table to make it work.  If we can do it here for cervical cancer we can do it for other cancers as well. 
DR. FREEMAN:  Jim Marks?

DR. MARKS:  Well, Gene, related to your data, you have high incidence and you have high late stage.  That suggests that if we take out incidence it suggests that there is a problem in detection and it was either not getting enough screening for quality detection or loss to follow up for early abnormalities.  And one of the things that you could – your question of is it time for research or is it time for action but we still have to do research, in surgery, you know, you do the mortality conferences.  How do – what has happened in the cases – how do we get the cases that did badly?  And in public health and in OB/GYN there is always the maternal mortality reviews.  There are not so many cases that one could not take invasive cases and do the equivalent of a maternal mortality review.  Can we track down whether they were – what were the system’s failures for these cases?  And that is, in essence, both research, maybe not what we would normally think of as statistical research, but it is also a valuation of what is happening on the ground.

DR. FRIEDELL:  Jim, I think we have the answer to your question.

DR. MARKS:  And that may be the kind of bridging that we need between research and actual action.

DR. FRIEDELL:  I’d like to answer Jim.  We’re starting to do that now in Kentucky but the important thing is that it would be sponsored by the Kentucky Medical Association because ultimately this is the teaching tool for physicians.  And so we are trying to get them to do it with the registry and to go backwards in looking at deceased patients does not have all the information requirements.  We have got about 100 patients a year, 100 women who are dying of cervical cancer for a period of two or three years.

DR. MARKS:  I would suggest that you probably go back to invasive cases that are detected in the registry.  It would be even closer.  One of the things that does have to be done, is the deliberations have to be protected from litigation.  Most states have laws on maternal mortality.  I have no idea whether they would have it relevant to these.

DR. SUMAYA:  A comment on that research/action.  I think always we have to be looking at the biomedical research as a continuation but I think research along interventional line is in great, great need.  I think one of the underpinnings of the intervention is trying to answer the question should one look at interventions in a very categorical nature of cervical cancer and how we are going to do outreach for cervical cancer in the pap smear or HPV or again, as Stephen was mentioning, looking at the broader issue of how do we intervene with helping the health of people, in this case women, being in the broadest sense because we are doing the intervention for cancer.  We know there is comorbidities that we have to take care of.  We know that any screening that is done you are going to have a contact with a primary care caretaker who can often do health education.  The children can be brought for immunization.  In other words, looking at it as a package.  But I do not think we have good research to see which way is better, quicker, more efficient, across relationships to all that and that may require, I think, some good interventional activities along with research.

DR. FREEMAN:  Okay, thank you for those comments and we’re going to go on to the next –

DR. MYERS:  Can I –

DR. FREEMAN:  Yes, please.

DR. MYERS:  I certainly speak for those retrospective follow back studies, whether they be at mortality or in detection of invasive disease.  You know, the rural populations are just as diverse – and I mean that in the broad sense – just as varied as the urban populations.  There just are not so many people in each cell but, for instance, even going into one of the counties with very high death rates from cervical cancer you find that the people living in Hazzard, population 5,000, are quite different from the people living in the countryside.

The faith based community in the urban Hazzard is quite different that the faith based community out in the hills and hollows.  The faith based community in Hazzard is more likely to be receptive to – well, they have Methodists or Presbyterians, Episcopalians.  In the countryside they are going to be the old regular Baptist who regard it as inappropriate to be concerned about issues if you put off dying it is just longer until you see your mother again.

And you are going to have to disaggregate and disaggregate and disaggregate until you find the nodules of people that are not in the system at all.

Just one last anecdote.  In one of those little communities, sheerly by accident, it turned out that they suddenly had a clinic with no male providers.  If you went to that clinic you knew you were going to be seen by a female physician or a female nurse/practitioner and all of a sudden, women who had never seen a doctor began coming down out of the hills. And it would take somebody more sophisticated than I to understand that prospectively from a statistical study.

DR. FREEMAN:  Thank you.

