AGENCY FOR HEALTH CARE RESEARCH AND QUALITY

KAY FELIX-AARON
DR. FREEMAN:  Kay Felix-Aaron?


DR. AARON:  (Not at microphone.)  Thank you for this opportunity.  It is a very interesting conversation.


I will be speaking on eliminating ethnoracial and socioeconomic disparities in health care.


The goals of my talk this afternoon are actually threefold.  One to introduce you into AHRQ’s research.  The second is to describe AHRQ’s vision in disparities research.  And the last thing but certainly the most important is to invite you to partner with us. We have a strong history of partnering with our sister agencies. 


Research at HHS:  Where does AHRQ fit in?  AHRQ, unlike NIH, looks – or CDC – studies the effectiveness of health services and the health delivery system whereas NIH focuses on biomedical, bench research and efficacy trials.  And increasingly behavioral and social research. And CDC focuses on the public health system and is interested in community based interventions.  AHRQ is interested in health services and in the health system.


Our research at AHRQ is patient centered and not disease specific.  We have a dual focus on services and the delivery system.  We have to consider cost effectiveness, that is the trade offs between quality of care, outcomes, access and costs.  Our effectiveness research focuses on daily practice so we want to understand and intervene on how patients and providers make decisions.  We want our research to better support those decisions.


A case in point is diabetes.  NIH would be interested in – would develop and test interventions that cure or prevent disease.  What can work?  CDC evaluates health behaviors; tests community interventions; programs to increase exercise, improve diet; clearly has a broad population focus.  We at AHRQ would develop the science to help clinicians and patients select the best interventions.  So we are interested in what actually works.  And we come to disparities, racial disparities as a quality failure.  Disparities in health care we recognize are a quality failure.  And, therefore, an improvement – an opportunity for quality improvement.


One of the assumptions we also have is that we understand that health care does not occur in a vacuum.  The type of care that patients get depends on the environment that the health care is delivered in.  So we understand that it is affected by who delivers the care, the incentives, the reimbursement of that care, and the ecology of the clinical situation that either supports the care that providers want to give patients as well as supports the decisions that patients make for themselves.


I will now turn to describing four of our major initiatives in our health care.  The first one is the National Health Care Disparity Report.  Now, this report is a report on the state of health disparities of the United States.  AHRQ is the lead but it is a departmental effort.  Then I will describe two of our research infrastructure programs.  The third is one of our research programs that is specifically for health disparities.


Congress mandated that beginning in the fiscal year 2003 that a report regarding the disparities in health care delivery as it relates to racial factors and socioeconomic factors in priority populations.  Priority populations include rural populations, inner-city populations, low-income groups, minority groups, women, children and elderly, as well as individuals with special health care needs.  So we are taking the lead in reporting on ethnoracial disparities as well as socioeconomic disparities among those six groups.


And in terms of the measures of health care disparities that we will report on, we will report on access measures.  We will also report on quality of care as it relates to disparities.  We will also report on cost and utilization of services.


This next slide just shows a sample of the measures that we will use and for quality measure with female cancer we will report on the percent of women 18 years and older with a pap smear.  We will also report on the percent of cervical cancers diagnosed at the mid to late stage.  So these are two measures of quality that will be included in this report.  In terms of costs of services, we will look for the percent of patients who have any dollars spent for medication.  Again looking at disparities in those measures.  In terms of use or utilization of services, an example of a measure will be to look at the number of visits to the ER for asthma as a measure of utilization of services.  We will also include the number of visits for injuries. And in terms of the access measures, one of the measures we use for access are the percent of patients with private insurance for the different social and racial and ethnic groups.


I will now move to describing our second major initiative in disparities.  That is the integrated delivery system research network.  The integrated delivery systems network brings together multiple components of the health care system for research purposes.  It includes 55 million patients, more than 700,000 physicians, most U.S. acute inpatient facilities are included in that network.  It also includes more than 2,000 outpatient clinics, about 450 long-term care facilities, 50 rehab facilities and 30 home health agencies and about 60 dental facilities.


And so we have contractual arrangements with nine partners and collaborations.  You can see this is where the partners are located.  They are across the United States.  We have two of them in the southeast.


In terms of our integrated delivery research network, this is a system that we developed so that we can – that is very speedy.  So we wanted a system where we could get faster around research.  So there is – in that system we have ongoing topic selection.  We partner with CMS and NIH where there are specific questions that we want answered.  Questions that have policy relevance that we would use this network to address those questions.  The proposal submission and review period go very quickly.  There is a ten week turnaround period.  The project timeline takes anywhere from eight to 24 months.  And on average these projects are completed in 16 months.  And we also have a built in dissemination aspect because we clearly believe that translation to implementation phase is a very important part of this strategy.


In terms of this network we have a diversity of payer mix and geographic mix.  Those – in this network we have three million privately insured – sorry, we have privately insured persons, three million Medicare enrollees covered in this network.  We have two million Medicaid employees and patients and half a million uninsured people.  In terms of the geographic mix we have urban and intercity representation and we have suburban representation and we have 6.3 million rural patients in that network.


In terms of the demographic mix in this network we have 5.8 million ethnic and racial minorities.  We have about 14 million children and adolescents.  And about seven million people 65 years and older.


In terms of the data and research capacity of this network we have a large, robust database.  We have access to administrative records, claims, utilization data, as well as registries.  This database has clinical diversity as well as demographic and geographic diversity.  We have teamed up with nationally recognized academic and field based researchers.  And we have expertise in data manipulation, methods and policy and management issues.  And I must say that there is always a potential for cross site collaboration among the partners.


This graph describes the different special population studies that we have done using the IDSRN program.  As you can see, and I will highlight a few of them, in terms of the rural populations we have completed about six studies for that population.  In minority groups, ethnic and racial minority groups we have completed about nine studies.  For chronic diseases we have 14.


So in the IDSRN program we have had a number of projects focused on disparities.  Our projects include studies that specifically build the capacity to study racial and ethnic disparities in access, use and outcomes.  We also use the program to conduct studies on the impact of disparities on access and outcomes of care.  We use it also to assess variation in quality of care for cardiovascular disease and risk factors.  And most recently we used it to study the role of diffusion of new interventions in explaining disparities in health care.


I will next turn to our primary care practice based research network.  Practice based research networks are groups of ambulatory care practices that come together to form a network expressly for research purposes.  So we partner with each other and we partner with academic organizations as well as professional organizations to study practice based research in primary care.


This started in the 1970s and it grew exponentially.  We think that around the 1990s there were about 30 to 40.  In 1999 when we issued this RFP we got an overwhelming response for practice based research network.  We got over 100 applicants at that time.


Currently most recently we funded 36 networks and these networks include 10 million patients, 10,000 clinicians and these clinicians include family practitioners, general internal medicine physicians, pediatric pediatricians and nurse practitioners.  Eight of these research networks focus exclusively or primarily on minority health.  Six of them focus on rural health.  Four of them have a national scope.


This is a graphical recitation of the location of the practice based research networks.  As you can see we have several of them in the southeast.  In 2002 we funded – as I mentioned, we had 36 practice based networks and in 2000 we funded 19 of them.


Now, these are small projects.  They are developmental projects because we believe that developing the research infrastructure in primary care is critical.  A lot of the questions that we have in terms of understanding what happens post screening to patients with cervical cancers and other cancers are critical.  So we think that any strategy, national strategy, that tries to address disparities have to include, you know, what goes on in the outpatient setting.


I also wanted to highlight two of these networks.  The network at Morehouse is a network of community health centers, the HRSA program and includes eight centers in eight southern states, and that covers about 1.7 million patients.


The University of Alabama is a network that is using PDAs to promote smoking cessation.


We have collaborated in this program with the National Institute of Health, NIH Resource Center, to provide technical assistance to these networks.  We also have collaborated with NCI to do colorectal screening in the practice based research networks.  And most recently we collaborated with RWJ Foundation to look at health behaviors of providers – I am sorry.  I mean to look at provider based improvement of health behaviors for patients.


The last program that I will describe is our Excellence Centers for the Elimination of Racial and Ethnic Disparities.  It is the EXCEED program.


There are nine such centers and they are located all across the country.  There is one in Georgia.  One is South Carolina.  One in North Carolina.


And those are the EXCEED programs to advance disparities discourse beyond mere documentation.  Over the course of the day several – other presenters have mentioned that we know where the disparities are so we really wanted to, you know, get a better understanding on the causes of disparities.  Not only why they occur or how they are generated in health care.  We wanted to identify strategies to improve – sorry.  Strategies to reduce health disparities particularly focusing on aspects of a system that we can change.


Another goal of EXCEED is to develop the capacity and infrastructure for minority health services and for minority health services research.  Our approach to the development of minority health services research is not only going to focus on minority individuals and minority institutions and minority groups but also groups studying minority populations.


I wanted to highlight some more of the EXCEED programs.  The Morehouse program. The Morehouse EXCEED center looks at access and quality of care for African Americans.


The center at UNC looks at cancer disparities in rural settings.


The Medical University of South Carolina studies strategies to reduce disparities in cancer in rural settings.


And Baylor University looks at the contribution of poor patient provider communication of disparities.


At the University of Washington they are studying how communication and decision making by racial and ethnic minority groups contribute to disparities as well as looking to develop decision aids in cancer screening.


The goals for disparities research, we are constantly assuring or wanting to assure that the topics that we study need to meet the needs of all users and the needs of all users include patients need to know, what our federal partners need to know, what providers need to know.  We are always looking to accelerate research.


Disparities is a critical issue and we want to work on it and we want to work on it now. So we are always looking to accelerate the research base without compromising the quality and all collaborative efforts.  Getting the research to the right audience is another goal of our efforts.  And we constantly need to identify what the impact of our research is. And, lastly, we also need to secure funding to assure partnering to meet our goals.


This is a light slide.  We think that – we use that slide to focus – to remind us that disparities is an important issue.  We have to get it right. We have to monitor it and we have to partner with others to work on it.


Thank you.

QUESTIONS


DR. FREEMAN:  Thank you.  Are there questions?


DR. FRIEDELL:  I have one question.


DR. FREEMAN:  Yes, go ahead.


DR. FRIEDELL:  If I look at the title of your presentation it says “Eliminating Ethnoracial and Socioeconomic Disparities in Health Care.”  But during most of your presentation it sounds to me as though you are equating minority and disparity.  But in point of fact – and I looked at your maps and I do not see any of your entities in Appalachia, for example.  I trust that AHRQ is really not only going to focus on minority disparities but on disparities in general.


DR. FELIX-AARON:  Oh, most certainly.  I mean, our South Carolina program, the UNC, I mean what I tried to do here was pull out programs that I know look at minority communities or rural health.  They were representational.  There are some of our programs that clearly do not – I mean, do not have a minority focus at all.  Some have a rural focus, a rural White focus.  So clearly, I mean, we are very much committed to looking at racial ethnic as well as socioeconomic disparities in health.  Actually in terms of the national health care disparities report that will pay specific attention to looking not only at traditional disparities but looking at urban-rural disparities among women and looking at socioeconomic disparities.


DR. FRIEDELL:  I guess the point I am making is that the low income White population is one that I would certainly like to see AHRQ looking into very carefully.


DR. FELIX-AARON:  Certainly and that is – you know, we have to work more in that area and in the IOM’s report looking at – giving us guidance to our national health disparities report, one of the recommendations is that we develop a much broader portfolio looking at socioeconomic disparities.


DR. FREEMAN:  What typically happens after you make a report with respect to what effect in the past have you had?  Can you measure that in other things you have got?


DR, FELIX-AARON:  Are you talking about the national health service disparities report?


DR. FREEMAN:  No, I am talking about AHRQ in general.  You do studies about quality, care, things like that.  What tends to be the result of your work?


DR. FELIX-AARON:  (Not at microphone.)  In terms of – I mean, I think we face some of the challenges that a number of our partners here are facing in terms of trying to get the reports into practice.  Often – I mean, I think we do a fairly good job of getting the report, you know, to people who – you know, policy people, getting it to providers, getting it to professional organizations.  But I think where we need to more work is getting to document that this practice actually changed anything.  And that is where we need to document that we need to change –


DR. FREEMAN:  Taking this big issue, which is a very big issue, of disparities that you are getting into, and some studies are going to be done and you are going to come out with some findings.  Do you have a plan about how to implement or affect – have an effect from your studies?  Or do you simply do the studies on disparities?  You are going to come out with some findings, whatever they may be.


DR. FELIX-AARON:  Right.  Let me just say – because I mean I presented four things and we have a different strategies for the different programs.  So one is the national health care disparities report.  In November of next year we will have the first report that we will present to the nation.  So we are working with – I mean, a number of partners including all partners of congress so – I mean, congress is the one who mandated that we do this report.  So we are meeting with them and letting them know where we are in the process.  I mean, so that is one.


The other, we – one thing we are doing is meeting in the next couple of months with professional organizations and letting them know that this is the report, this is coming, you know, I mean, this report is coming out, you know, and listening to them – not only to let them know what it is about but also listening to them as to, you know, how should we present the report for different audiences, you know, what are the needs, what does this report have to have so that they can continue their work.  And so we are in the process of doing that right now.


Now, in terms of EXCEED, which is our – I mean, it is a five year program, a $45 million investment.  It is in its third year.  We are hopeful that we will have interventions and we will have strategies of interventions that we will have to share and that we are undergoing a similar process where we are beginning to plan with professional organizations and some patient groups as to, you know, this work and what it will mean to disparities.


DR. SUMAYA:  (Not at microphone.)  I have a question on you went over several of these large programs that AHRQ has as they deal with health care services and the delivery system as they relate to disparities.  Could you clarify is this – are any of these dealing, and to what extent, with the barriers from language, linguistic barriers to health care services and health care delivery?


DR. FELIX-AARON:  EXCEED does.  I mean, I have to say that.  I mean, we also have the research on general health services research and, yes, specifically we have – actually have a number of projects that deal with language barriers.  I mean, I am not – I mean, I do not – whether any of the specific programs deal with language but I know they deal with communication and communication barriers between patients and providers.  And I think that language is one of the issues that they deal with among other sort of communication barriers.  What I tried to do is to give an overview of what – of AHRQ’s work in disparities and to highlight the major investments we have made.  In addition to those programs we have our general health services research where we do general health services research where we are constantly encouraging our grantees to focus in that area.


DR. FREEMAN:  Thank you very much.  Any more – any further comments?  No?  Thank you very much.


We are going to take a ten minute break before the final presentation.


(Whereupon, a break was taken.)
