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DR. ARORA:  (Not at microphone.)  I am going to be talking about our cancer collaborative that we have been working with HRSA and other folks for quite some time and I want to acknowledge my colleague, Peggy Coleman, for her contribution to this presentation as well.


The collaborators on the cancer collaborative are HRSA, Bureau of Primary Health Care, NCI, the Division of Cancer Control and Population Sciences where I work, the CDC’s Division of Cancer Prevention and Control and Susan Drew is here, who is our CDC representative on this collaborative and the Institute for Health Care Improvement for getting this process to move forward.


As far as NCI’s involvement is concerned, this collaborative was one of four projects that is supported by the NCI’s Quality of Cancer Care Committee.  This committee is headed by Dr. Bob Hiatt and includes members from virtually all federal agencies who are working on improving quality of cancer care.  And Nancy is one of the members of the committee.


This collaborative was formed in 1999 and the focus of all the four projects has been on translating research into practice as opposed to funding more research.  And this cancer collaborative is one fine example of that.


The overall objectives of the cancer collaborative are to drive organizational change in HRSA supported health centers such that they would result in improved screening rates for breast, colon and cervical cancer, as well as improved follow up for those who receive an abnormal screening result such that they receive standard and appropriate access to follow up diagnostic and treatment services.


The cancer collaborative right now is broken into two phases.  There is a pilot phase which is going on at 12 health centers.  And the role of the pilot phase is to develop a cancer program that is for screening and follow up that will then be used as part of a national cancer collaborative next year.  They were to verify that…one of the reasons that we decided to pilot was all the collaboratives, so far, have been done with chronic illnesses and not in the area of prevention.  And the population that we are dealing with here are much larger and much more complex.   So we thought it would be a good idea to first have a pilot with a few centers.  You notice that we say we have experienced health centers.  By that we mean these were the centers that have already participated in a collaborative before, so they knew all the models and they knew how to go forth making these changes.  And they are also some of the high performing teams in previous collaboratives.  So the intent was not as much as to train them about the care model or the implement model but to go and make changes as far as screening and following up were concerned.


The aims of the – the specific aims of the pilot, we are trying to test our latest things.  One of them, of course, was to see whether the chronic care model can – how can it, in fact, be used as a screening—to try and change when it comes to screening and follow-up as opposed to diabetes or cardiovascular disease.  Like I mentioned earlier, about where in the continuum from screening through treatment is the problem?  While we have a good handle on the screening rates at the health centers, we really do not know much about what is the size of the follow up problem.  Is there a problem?  Is the problem made by sending people for diagnostic services or is it by sending them forward treatment?  So we are using these 12 months to identify and document the follow up issues that the health centers are facing.


The other thing that we are focusing on is what are the teaching concepts and ideas that really work in these health centers when it comes to improving screening and follow up and we are using this 12 month period as a time period to learn about that.


We have also developed certain measures for progress that I will discuss shortly and again we are trying to finalize what are those key elements of effectiveness that we need to ask these health centers to collect data on so that we can show that the changes that we are make in the organization really do make a difference in screening and follow up.


Finally, as David mentioned, the Bureau of Primary Health Care has developed information registries for all these health centers which are being now modified for cancer so again the goal there is to identify the feedback from these health centers as to what are the key elements that need to be added to the information system so that they can track the patients on where they are from screening and subsequent follow up.


David mentioned that the teams do not do this alone.  They have substantial support of faculty and planning group members.  This is a group of really dedicated people who have expertise in several areas and people who have volunteered to give substantial amount of their time to guide and coach these health center teams as they go about making their changes in their organization over the period of 12 months.


The team is chaired by Dr. Steve Taplin, who is at Group Health, and for those of you know Steve, he is a family physician and also a researcher in breast cancer.  And members of the team are representatives from HRSA, NCI,  and CDC, the American Cancer Society, people from academia who have expertise in intervention research and the health community also experts from – people who are expert in health communication.


This is a slide that David would have shown had he had his overheads.  I want to show this basically to give you an idea of where we are in terms of time line.  This is a learning model that basically synthesizes the whole collaborative process.


So the first date we have in November of last year we had an expert panel here in Virginia where we invited I think about 40 people with expertise in all the three cancers, including primary care and interventions, health communication.  There were a lot of people from the health centers themselves who bring a lot of expertise that most of the other people do not have.


And the challenge of this expert panel was to identify and exchange concepts and ideas that they thought in their minds from their expert opinions would work to improve screening and follow-up as we go about this project.


And then from the expert panel we formed a smaller planning group of the people that I alluded to in the previous slide.  This is a smaller group of around 15 people who decided, you know, that there would devote a substantial amount of time to this project.  And the charge of this panel group was to then classify the change ideas and concepts that were identified at the expert panel.  The six categories of the care model that you saw in the video, self monitoring, community leadership and support, and so on and so forth.  And this planning group also identified some of the key measures that we would ask the health center teams in the pilot to track on a regular basis so that we can identify what difference these changes that they are finding in the process.


We had the first learning session in June of this year where this was the first time that all the 12 teams from the health centers met with the small planning group and it was a very interactive session where the teams were introduced to the collaborative, what the aims were, what measures we were going to ask them to collect.  And they went home after this planning session with key ideas as to what changes they were going to make.


And between the first learning session and the second learning session, we have conference calls every two weeks and they interact with the planning group and via e-mail and electronic voice office, the teams post questions that they have and then the experts reply to them and there is a lot of sharing going on between the teams while they are going about making changes in their organization.


At the second learning session which recently was held in September, end of September in Virginia, this session was primarily led by the health center teams and to me it was very fascinating to see. Given that, this was my first major exposure to these community health centers.  The kinds of changes that they have made and they are trying to make within the short period of a few months.


And now we are in the most exciting phase of this project which is –we are between the second learning session and the third learning session.  The third learning session is going to be held in February of next year, which will be the culmination of the pilot where the teams will come and present their findings as to what worked and what did not work.  And this is a phase where the teams are making all their major changes and implementing them, actively.


So this gives you a brief timeline and once the third learning session is over we will take all the information that is gleamed through this course of 12 months and then develop the program for the first cancer collaborative that starts in July of next year.


Very briefly, some of the measures that we are asking the teams to track.  There is the scheme of measures, of course.  So, for instance, for cervical cancer it is what percentage of women, 20 years or older have had a pap smear in the previous three years.  And the goal that was set for the teams was 90 percent.


We have several follow up measures.  One of them is notification of results.  So, for instance, again for cervical cancer, what percentage of women who had a pap smear have documention on notification of results in their charts within 30 days of having the pap smear?


The next follow up measure relates to diagnostic evaluation.


DR. BREEN:  Why did you set the goal for 95 for breast and cervical and 100 percent for colorectal?


DR. ARORA:  I am not really clear on that but there was, I think – the reason of doing 95 percent I can tell you was that a lot of – some of the population was migrant population and the health centers felt that it would not be realistic to try 100 percent.


I think, Peggy, do you have a better answer on the colorectal?


DR. COLEMAN:  No.


DR. ARORA:  Colorectal we have – there are other groups from American Cancer Society who – basically were facilitating the guidelines.  His thought was that we should try to push for 100 percent on colorectal.  So the goal again is to try to do as much or more than is possible.  So it is actually greater than or equal to that.


DR. STEVENS:  This is a prototype.  When we revisit (unclear) there were for diabetes as well.  This is not the end of it.  So it might be 100 percent next year.


DR. ARORA:  So again for diagnostic evaluation, for instance, for colorectal it is what percentage of patients with a positive FOB test have a colonoscopy or sigmoidoscopy within eight weeks of positive testing?


Similarly, the last follow up measure was on documentation of treatment.  So for breast, for example, it is what percentage of women who have initial cancer CIS have had their initial treatment within 90 days of receiving the diagnosis?


And, finally, for all the cancers we have a shared decision making role and this is that all the patients should have a document and shared decision making discussion with their providers regarding screening and follow up.  And by shared decision making, we mean the provider should assess, ask them about their convictions for getting screened, what are the barriers that they face, and inform the patients about screening and follow up.  Delivering the information based on the barriers that the patients identify, that they have about getting screening.. And finally, identifying a plan for screening and follow up before the person leaves the provider’s office.


The teams are testing several changes in their health centers and we are in the process of combining the list of changes but just to give you a flavor of some of them.  A lot of them are consistent with the evidence base that we have.  The progress of the cancer pilot is a standard agenda on all meetings of the senior administration and the medical staff.


A lot of the senior administration people are part of the cancer pilot team and so in terms of community a number of them are doing outreach with their churches giving out the message or identifying the needs of the community and educating them about screening and follow up.  Some of them are using health fairs.  Some of the organizations are working with local hospitals and universities and local labs to negotiate with them on a reduced cost for screening.  And a lot of them are working with state health programs and coming through and being instrumtental in helping them with their community issues.

In terms of self management, David alluded earlier that self management is a goal for all the teams and all the collaboratives.  So a lot of the teams already have interesting self management worksheets for their patients educating them as to where they are on the various evaluations of medical needs.  So they are trying to integrate cancer screening as part of those worksheets so that the patients are empowered and they know absolutely about where they are as far as a need for screening.


Our experts from the Yale Institute for Health Implementation, they have designed a shared decision making tool that some of the teams are testing that will help the providers facilitate their discussion with the patient about screening and follow up.


In terms of delivery system design, we have talked about the reminder system in Santa Clara.  A lot of the health care organizations are trying to develop different kinds of reminder systems modeling for the patients a notification system but also for the providers to let them know when their patients are due for screening and follow up and where they are as far as that is concerned.


Some of the health centers are using mobile vans for mammograms and they are also using this as an opportunity to hand out (unclear) kits if appropriate.


In terms of decision support, all the health centers are working to have a routine education for the providers on the guidelines for screening and follow up and also to train them about opportunities for talking about screening when the patients come in for other reasons.


Clinical information systems, the Bureau has developed a cancer registry which they call the PECS (unclear).  PECS stands for Patient Electronic Care System.


DR. _____________:  And it’s strong. (Not at microphone.)


(Laughter.)


DR. ARORA:  (Not at microphone.)  And this – at the second learning session one of the important things that took place was this information system was demonstrated to all the teams and the team members went through training on how to use this.  This is now going to help them query and find out as to where their patients stand because some of the health centers do not have information systems that could do that and the PECS will help them now.  We are hoping that using this information system will help them monitor the progress of their patients much better.


Some of the trends that we are seeing in all the health centers.  Between the first learning and the second learning session we spent a substantial amount of time trying to find out, who are these people that they are screening.  You know, should they be doing in-reach or outreach.  And unlike some of the other collaboratives usually most of the collaboratives from what I understand the population of focus that a health center focuses on is around two to three hundred.  In cancer they have at least a minimum of 500 for each of the three conditions.  So it is much bigger than what they were used to so they had to spend a substantial amount of time trying to identify this population.  And in the absence of a cancer registry it was a big task.


There has been excitement for senior staff and a lot of the senior administrators and leadership are on board and part of the pilot teams.  All the health centers are testing some method of reminder systems in their organizations.  They are developing educational materials either using a model that ACS, NCI or CDC have or they are taking that and transforming that to the differences for the people that they are serving.  All of them have been engaged in educating their providers on the guidelines that have been developed.  And the self management worksheet that has been developed is is a key part of the collaborative.


Some of the barriers and challenges that we faced.  Like I said, cancer information system was demonstrated to them in the second learning session so before that there was problems as to how they collect the data and how they are displayed.  That problem, hopefully, has been taken care of.  Then, I guess, it does not come as a surprise that there was resistance by many of the providers.  Especially some of the providers did not want to spend time with the shared decision making , talking with their patients about it.  At the same time we are having some of the teams that are piloting the tool are finding it to be an efficient way so that is one of the exciting things we are look forward as to how that tool works out.


As I said, large numbers of their patients in the population are not focused on the big problem.  

A number of the organizations have problems getting reports from outside sources where they refer their patients to for screening or diagnostic evaluation.  And that is part of this collaborative, how do we improve feedback.  So it did not come as a surprise.


One of the things that surprised us was that – remember I said that we chose these 12 teams because they were experienced and we had thought that we would not have to spend time coaching them about the implementation method and the various models and how they go about doing it, but we realized that was not the case and we had to spend more time coaching them about the QA method.  Partly that was because a lot of these teams had members that were not trained by the previous collaborators so that has taken some more time than what we had anticipated.


The final slide I would like to talk about is when are we going to actually be translating research into practice because this is what this collaborative is all about.  And as far as NCI is concerned that is what got us most excited to be a part of this because we have been funding research for a long time and our thinking was that if all the interventions that we funded over time, if they are not implemented in the real world then what is the point.


So one of the things which was done as part of all the collaboratives is at this third learning session there is a significant amount of time spent interacting with the health centers trying to identify what were the key change concepts and ideas that really worked in terms of improving screening and follow up and what are the barriers to implement them.


But beyond that what we are proposing now is acting on at the learning session we would have more group based feedback and we thought since this is a pilot this would be a wonderful opportunity to have some one on one interviews with different people from the leadership because what we have done as far the evidence based is concerned– remember I told you about the expert panel and we have created this wonderful document.  And I would like to share that with you who are interested on the change concepts and ideas as to what are the changes that are likely to work in each of the six areas of the chronic care model.  And we have identified references that show who has shown that these work and who is – you know.  So the teams have that document and they know what works.  And so the teams have those documents.  And they have access to the experts on the planning group that are ready and willing to help them, but we would like to have a better idea of how do they go about identifying where they want to make the changes given that they have this document of evidence based.  Do they say, well, this sounds good but I certainly will go ahead and do what I think will work in my health center because, you know, this does not seem to be something that works or will they really, you know, use those change concepts.


The exciting part is that a lot of changes they made are consistent with the change ideas that we gave them but we would like to go much more in depth and interview these people and get a sense of how we can do a better job of sharing the evidence with these health centers and helping them translate that into their practices.


And one of the resources that is going to help us next year with the cancer collaborative is the Cancer Control PLANET web site that Dr. Jon Kerner at NCI has been working with CDC and some other people and a lot of other folks at NCI are involved in that.  And this web site will then give – the teams will be part of the cancer collaborative next year – access to one place where they can go and find out, okay, what is the evidence base for this kind of an intervention that I want to make in organization like mine.  Have people tried something?  And they will get an idea of what exists out there.  Not only that, the most exiting part is that they will also have access to tools that have been tested as part of randomized trials and they will be able to look on the web and they will be able to look on the web and they can download those tools and then use them in their practice.  So we are looking forward to that linkage next year and we think that that will help further accelerate this process of reducing the gap between the discovery and practice.


And, finally, before I close, I would like to leave all of you with a quote that I heard almost two years ago when David and Peggy invited me to attend one of the diabetes collaboratives national congress where one of the health centers – you know, one of the people from the health center said something that struck me and I would like to share that with you.


And he said, “We are successful to reverse the direction of health disparities as our patients are receiving better care than their high income and insured counterparts.”  And we hope to do the same thing with cancer screening and follow up.


Does anyone want to ask a question?

