PROCEEDINGS

WELCOME, INTRODUCTIONS, OVERVIEW

HAROLD FREEMAN
Dr. Freeman.  I want to welcome all of you here for the Center to Reduce Cancer Health Disparities and I’d like to begin by telling you a little bit about the center.  Some of you have heard this before.  But for completeness, I’d like to summarize about how we started and what we’re about.  First slide please.

Can you dim the lights just a little bit, please.

The Center to Reduce Cancer Health Disparities we consider to be the cornerstone of the National Cancer Institute’s efforts to reduce the unequal burden of disease in our society.  We believe that this task is a challenge to science as well as a moral and ethical dilemma for our nation.  The Center directs the implementation of and contributes to initiatives that 1) advance our understanding of the causes of health disparities and 2) develop and integrate interventions to reduce these disparities.

Next slide please.

This is the way the Center is organized.  At the bottom you see we have two branches, a Disparities Research Branch and a Health Policy Branch.

Next slide.

The Disparities Research Branch funds 18 five-year grants that are supported by the NCI’s Special Populations Network and the purpose of these 18 grants which are situated around the country and through all the ethnics groups in America to build relationships between large research institutions and community based programs and to find ways to address the important questions about the burden of cancer in minority and underserved communities.  In addition to this, we will support research addressing other specific aspects of disparities beyond the 18 grants that we fund around the country.  

The Health Policy branch examines gaps in knowledge and addresses questions emerging from Center’s supported so called “think tanks” of which we are having one here today comprised of professionals from diverse disciplines who can provide the expertise, insights, and guidance to the center to shed light on the complex issues related to cancer health disparities.  There are two ongoing think tanks one of which we’re having today.  One is reducing disparities in regions with high cervical cancer mortality, this one, and the other one is the racialization of populations, society, and science in the health care systems.  And we had a two day meeting just last week ending Thursday on the racialization issue.  

Next slide.

The way that I see this disparities issue, and I think people could debate whether this is comprehensive or not, but the way I see it, is that we’re dealing with three major factors that cause disparities, at least.   

And one of them is low economic status and poverty which is a universal factor irrespective of the group that you’re in.  Another factor is culture, and not to imply that culture is always negative, but that life style, attitude, behavior, belief system, values, conditions, world view, linguistics, communication play a role in the health disparities causality. And thirdly, the issue of social injustice, both historical and current, play a role in health disparities problems.  

And we believe that these three major factors overlap in some manner and not to illustrate this as an exact way they overlap, it could be at a given time in a given population one or the other of these factors might be more dominant.  But this is the way we see the disparities picture.  

Next slide.

The question, why did we pick cervical cancer to look at in the step.  We thought about this and several reasons.  First of all, for at least 50 years, we have had a diagnostic tool, it’s called the pap smear, that can diagnose cervical cancer early and even before it becomes invasive and this is cost effective too.  And at the earliest stage we have methods that are cost effect that could treat this condition.  And so, we don’t need a lot more research to understand those two points—we have a way to diagnose it early and a way to treat it—cost effectively.  Yet, nearly 5000 deaths occur each year from this disease.  

Well, you might say then that’s not many deaths compared to a half million deaths from cancer every year and then that would be true.  But it’s too many deaths related to a disease that we have an answer for at this time—it’s too many deaths.  No woman in America should die of cervical cancer.  

We know that also there are persistent geographic disparities in mortality by studying sources that are elementary related but particularly the National Cancer Institute mortality maps which were generated for all the various cancers, but particularly this disease in which it shows that geography seems to matter.  It has a determinant of where women are dying.  And so that raises the issue, the question of why American women are dying from a disease they shouldn’t die from, but secondly why are they dying particularly in certain geographic areas in America.  What is driving the system?  So this meeting is about those questions.    

Next slide.

Another concept is that if we had not simply looking at cervical cancer mortality.  We believe that there is evidence that when women are dying from a disease from which they should not die in geographically specific areas, this is most likely a marker for other things that are happening to these women.  So we’re using this not only as a study of cervical cancer mortality but as a marker for larger health system issues that affect women—particularly who depend on publicly funded health programs.  And you’ll see more of that as Barbara Wingrove gives her presentation.  

Next slide.

The high mortality population areas, you’ve seen perhaps the maps that we’ve put out, from the data generated by the NCI where the color coded maps are showing in some extent there are spots of geography showing, extending from the northeast down into Appalachia down into Texas and a cross over into South Carolina, for example, where high mortality areas exist.  But in particular we wanted to point out several areas and we are going to use two of them today to illustrate the depth of the problems: African Americans in the Deep South, and we’re going to hear from Ed Partres on this population, poor whites in Appalachia, and we’re going to hear from Steve White on this particular population.  

We are not going to have a special talk on these other categories but we also know that Latinas in the Texas-Mexico border are dying at a higher rate than others and we also know that Vietnamese in California and nationwide and that’s a relatively small population so we’re never sure on a map because there are not enough Vietnamese people in the nation for it to show up on a map.  Yet, we are very concerned about this population.  We also know that American Indians in the northern plains and Alaska natives have a higher mortality than the general population. 

Next slide.  

Without going deeply I’ll just mention the statistical review that we’ve made over the last nearly year and a half now have included these sources of data.  I’m not going to name them since you can read them for yourself. The SEER data, National Program Cancer Registries of CDC, the Medicare Database and so forth in collecting data for this project, we are going to the sources.  

Next slide. 

We also have taken time to review the literature on this subject.  And a group from Georgetown was commissioned to do this and there were at least 469 studies from 1950 and 2001that were reviewed. This data has been reported and is in the information that has been sent to you.  

Next slide.

We have also have used a system called concept mapping.  There is a description of this process in your books.  

Next slide please.

Briefly, this process, this procedure attempts to get the opinions of people who are situated around the country on a particular question and a concept map is produced.  The question is listed there.  An action taken by our region to reduce cervical cancer mortality and eliminate cervical cancer disparities from our high mortality rate counties is….  That was the question.  And we, I don’t know how many people participated in this concept map but a very, very large number of people answered this question, but the process led to four areas that are mapped and you can see them before you and I will name them.  Communication and Education seems to be a major issue that came out of mapping as a  cause of the disparities. Advocacy and Partnerships—collaborations.  Outreach and Services in the middle as you can see there.  And finally, in.Research.  So this is concept mapping.  So this is not an ultra scientific method,  but I think it gives a good guide of people who deal with this issue everyday, and what their opinions were in the nation.  And it looks like it’s coming out to four areas that make sense that we need to explore.  

Next slide.

But then in November of 2001, we held a roundtable in Corpus Christi, Texas.  It happened to be very cold and ice-y there, but we won’t talk about that.  I was thinking we were going to a nice place in America and we might have a little fun, but that wasn’t the case.  Very cold and ice-y.  And the rooms were cold, but anyway, we had a very good meeting there.  And 144 participants from federal, state, and local government, researchers, clinicians, advocates, educators, communicators—all came together.  I think it was a very productive meeting there, and if you read the material in your books you will see the results that came out of that meeting.  And from that, a phase one report was written and that is in your book.  I will not take time to go into that report.   The phase one includes everything up to this point.  
As is illustrated on this chart –statistical review, literature review, concept mapping, roundtable, that led to a report—that was actually written and sent to all of you who are participating.  

And then beyond that in May of 2002, we had a think tank, I believe that it was in this room, and many of you were there.  And at that think tank in May 2002, 

Next slide, please. 

Briefly, we explored cultural, social, and economic factors effecting cancer mortality in key communities.  And without going too deeply, this is not meant to be complete.  But the need for what was called a medical home—a whole person care system, better coordination or targeting of resources, eliminating reimbursement funding disincentives, outreach to never or rarely screened women, and help in navigating the health care system, and reducing distrust of health government care programs, and, finally, more research on HPV screening which is getting more attention in the research literature at this point as to how that might be used in the future.  
So that is some of the issues that came up.  That is a very brief review of where we stand up to this point.  And with that I’d like to take a moment to just go around the table.  
