NIH/CIT/DCSS
Moderator: Everett Carpenter
06-27-12/1:02 pm CT

Confirmation # 73256440
Page 36

NIH/CIT/DCSS
Moderator: Everett Carpenter
June 27, 2012
1:02 pm CT
Operator:  This meeting is now being recorded.

Male:  Okay.  So we're still having a few technical problems here, but let's start.  Can you all hear me?

Male:  Yes.

Male:  Yes.

Female:  Yes.

Female:  Yes.

Male:  All right.  (Barney), can you hear me?

(Barney):  Yes, very well, thank you.

(Steven Taplan):  Okay.  All right.  I just want to check and make sure.  Thank you all for joining us.  We have a great group.  I think you can look on your presentation.  You can see – I hope you can see from your site the list of people.  Rather than go through and use the time, the people we have are a great group of people, and we appreciate your time, taking out of your busy schedules and important schedules.

We have on the line a group of researchers, a group of providers, and a group of managers and business people who buy health care and are thinking about health care quality.  So those three groups of people are the three groups that we really wanted to gather.  I am (Steven Taplan).  I'm a physician, primary care physician and health care researcher.  I'm the chief of (the process of care) research branch.  We're a branch within (NCI) that is interested in – in developing more research in how – how we deliver care as opposed to what care is delivered.

Now, what care is delivered obviously matters and is obviously important ((inaudible)) places working on what's delivered in care, and what we want to focus on here is how we deliver it.  My own research ((inaudible)) screening, and ((inaudible)) for 25 years or so. 

So I appreciate your interest in this area and your participation in this presentation.  We will – next slide – so let's talk a little bit – I'm going to talk quickly about what we're doing.  So within (the process of care) research branch, what we're trying to do is solicit opinions from the three sectors I mentioned, from providers, researchers, and health care purchasers or managers.

We want to – and what we're going to get out of this is – is a set of potential research topics.  Now ((inaudible)) we're talking about is actually a series of four different presentations.  Its first presentation is going to be led by (Marjorie Godfrey).  She's on the line, as well, and she'll be joining in a little bit.  But we want to focus our research agenda, as I mentioned, on how we deliver care and make sure that we're getting at some of the issues that ((inaudible)) thinking about, that providers are thinking about, and that purchasers or managers are thinking about.

So that's the purpose of this series.  We have – as you all know, as you all have been involved in this, and we appreciate your time, we will not probably be able to hear from all of you necessarily on this call.  But you are welcome to join the entire series, and we hope that over the – we certainly plan over the (four series) to make sure we hear from all of you.

I have planted a couple of people in the audience out there, so I do know who's out there and will call on them, but you're all welcome to jump in.  We'll see the plan for this overall is that we have – right off the bat, we're going to solicit your opinions.  We do have a presentation.  It's about 20 minutes.  And then we have 20 more minutes of discussion.

So we will move quickly through this, but we really want to listen to you, so we're going to start off ((inaudible)) we hope that for you, you'll understand each other's perspective, learn a little bit about conceptual, analytic, and practical approaches to understanding ((inaudible)) delivery.  So we hope you'll get some sense of our perspective on it, and there will be interaction around the conceptualization of problems.

Then ((inaudible)). 

Female:  That was an invalid mailbox number.  You have reached an enhanced messaging service.  Please enter the mailbox number of the person you would like to reach.  To log in, please press the pound key now.

(Steven Taplan):  What is that from?  Somebody's got – well, I don't – I don't know where that came from, but it's not from here.  So we wanted to start this presentation with...

Female:  That was an invalid mailbox number.  You have reached an enhanced messaging service.  Please enter the mailbox number of the person you would like to reach.  To log in...

Female:  You're able to mute that phone, from whoever's controlling Adobe.  You can use that to mute that phone.

Male:  What phone?  We're – the phone we have, we're not...

Female:  That was an invalid mailbox number.  You have entered an incorrect mailbox number or passcode...

(Crosstalk)

Female:  To obtain the correct mailbox number and passcode, please contact your administrator.  Goodbye.

Male:  We've got a wrong number.

Male:  (Feliz)?  Hello?

Male:  I think they're gone now.

Female:  I'm here.

Male:  Oh, okay.  Everybody else okay?

Male:  Yes, I think so.

Male:  Yep.

Male:  Yes.

Male:  Yep.

Male:  All right.

(Steven Taplan):  My apologies.  We will – okay, so what we wanted to do was start this – and I think if you're picking up on the issue, the approach that I'm taking and we're taking as a branch in this ((inaudible)) problem-oriented approach, we're starting with a problem.  And what I would like you to think about is how this – what this problem looks like from your perspective today.

So the problem is a real case.  This is a case from a woman who's been generous with her – with the details.  She actually – this has actually been published.  But this is the case of a young woman who presented – who ((inaudible)) at the age of 28.  She grew up in a small town under the care of her primary care provider.  She went off to college.  Before going off to college, she had her last complete physical examination.  During college, she avoided physicians completely.

She then went on to get her first job.  Her first job cost her some money to get the insurance, so she didn't actually get health insurance at her first job.  She then got another job, a real job with a – with health insurance...

Female:  That was an invalid mailbox number.  You have reached an enhanced messaging service.  Please enter the mailbox number of the person you would like to reach.  To log in, please press the pound key now. 

(Steven Taplan):  I don't know...

(Crosstalk)

(Steven Taplan):  ... somebody gave us the wrong number.  We're dialing the wrong number.  

So the – at the second physician visit, when she actually...

Female:  That was an invalid mailbox number.  You have reached an enhanced messaging service.  Please enter the mailbox number of the person you would like to reach.  To log in, please press the pound key now.

(Steven Taplan):  To any of you who've dialed in and then left – then left, I guess you won't be there, because take your phone off the hook.  

Female:  That was an invalid mailbox number.  You have entered an incorrect mailbox number or passcode too many times.  To obtain the correct mailbox number and passcode, please contact your administrator.  Goodbye.

(Steven Taplan):  ... wrong number.

(Crosstalk)

(Steven Taplan):  Hopefully that's off now.  Can you go back to the case?  So the case – previous.  So this is a woman who then goes to the physician – when she finally gets to a physician some five to six years after she left her primary care doc, she is seen by the physician.  The physician doesn't say much, but is pretty quiet at the end of the visit.  She (casts the patient back).  The patient comes back, who's now in the neighborhood of 22, 23, she's told that she probably has cervical cancer and that she needs to see a gynecologist.

She goes to the gynecologist.  The gynecologist does a biopsy.  The gynecologist tells her she has cervical cancer and needs to have a hysterectomy, but needs to see an oncologist first.  An oncologist – oncologic surgeon sees her and confirms that it's cervical cancer, recommends a hysterectomy.  She decides that she's – that they're crazy, that they're inaccurate.  She doesn't want to do that, and so she decides to avoid it for a while.  She is contacted by a primary care physician and others.  She goes out and seeks nine other opinions.

Finally, at the end, after several weeks of delay, she decides to go ahead with the hysterectomy as a hysterectomy, and now is at 28 doing well, and beginning to date, and feeling – feeling good, but looking back over that period and feeling that she – if something went wrong, her biggest regret is that she didn't consider ova preservation prior to her hysterectomy and so cannot conceive at this point.

So she is – so that's the case.  And so I'm interested in, first, maybe (Darren) – are you on, (Darren)?  (Darren Anderson)?  Okay.  How about (Elizabeth Yanno)?  Is anybody on?  

Female:  I'm on.  I'm ((inaudible)) I've got a really bad ((inaudible)) bear with me.

(Steven Taplan):  Okay.  How about (Bruce Bradley)?  As a provider, do you – I know you're on there.  As somebody who's thought about quality of care and who's done – looked over health insurance, how does this case look from your perspective?

Male:  Can you hear me all right?

(Steven Taplan):  Yes.

Male:  Okay.  Let me just start how employers think and I'll try to be fairly brief.  But you'll get a fairly significant range of employers whose primary concern for the most part is the cost side of the picture.  And on one extreme, they deal with it by either shifting costs to the employees or negotiating – and negotiating lower rates on price.

On the opposite extreme, employers ((inaudible)) fully understand it's the delivery system, stupid, and get very engaged in terms of actual either direct contracting and performance expectations, (measurement) and so on.

But the main drivers for employers, and so thinking about this case, are costs.  And at the end of the day, even medium-sized employers pay for the cost of care through experience rating or, if they're (so funded), they're paying the whole cost of care.

Recruiting and retention – meaning they got offered good benefit plans – employee engagement, they do deeply care – and I used this, actually, in some cases – about the well-being of their employers ((inaudible)) their people and leaders are leaders and so on.  And then it's all part of an employee compensation program anyway, the more health care costs, the less money that's available for compensation.

So having said all of that, in looking at the case, there are a number of things that come to mind, in terms of employer expectations.  You know, first of all, you know, are we dealing with an insurance system or a delivery system?  And if we're dealing directly with a delivery system, that's one thing.  And with an insurance system, we're expecting them to deal with the delivery system and develop performance expectations around – clearly around quality, quality and cost.

A couple of things that come to mind in this particular case is – you know, is evidence.  Are (the screening guidelines) upfront based on something like the U.S. ((inaudible)) task force?  And then are people getting screened?  It sounded like that was probably the case here.

Then, we're – you know, we want to – maybe overarching in all this, in an organized system of care, an integrated delivery system, so it was not just an individual having to rattle around, go from place to place, and try to manage their care – I mean, this patient was, you know, college-educated, clearly sophisticated, and yet struggled.

You know, there's a real strong need for the patient navigator or an organized (systems care) where, in fact, you know, the total picture is being managed.  Part of the cost issue is, in fact, you know, getting the appropriate care early enough and – and – and also having, you know, a good way of measuring the economic impact, the favorable economic impact of high-quality, appropriate and timely care.

I think we've done a terrible job, frankly, as an industry in measuring the economic benefit of the good work that's being done.  And in order to get sustained support for good work, the employer level of enthusiasm will go down or up, depending on whether or not, you know, a case is being made for quality.

I think ((inaudible)).

(Crosstalk)

Male:  If I could just get – go ahead.  Ask me some questions.  I mean, it's kind of hard to comment on the whole case of ((inaudible)).

Male:  Yes, there's a lot – there's a lot in this case, so I think the – the point that I heard that was very interesting is the issue of talking about the economic benefit of organized care.  And I think that's a – from your perspective, I see that as an important point.

But let's hear from physicians.  Is (Darren) on now?  Or any of the physicians?  (Amy Abernathy), are you on?

(Andy Salner):  This is (Andy Salner).  I can make a comment.

Male:  Oh, (Andy), go ahead.

(Andy Salner):  You know, we didn't hear about whether she was screened in between high school and when she finally got her job, but cervix cancer is certainly one of the diseases that frequently is detected at a much earlier point in time than an invasive cancer, which requires such dramatic and radical treatment.  I mean, the fact that she had a hysterectomy, followed by radiation and chemotherapy, suggests that the disease probably had spread to lymph nodes by the time it was diagnosed.

And it's likely that she would have had a detectable cervical carcinoma – cervical intraepithelial neoplasia, CIN, or a cervical cancer in situ.  Those are both lesions which would have been diagnosed and treated with, you know, fertility-preserving therapies, which may have been a cone biopsy or some ablative therapy and would have prevented not only the cost to her, in terms of all the treatment she had to go through, lost work time and side effects, but also loss of her ultimate fertility, and also would have avoided the cost to the system.

Male:  Yes, I think that is one of the parts of the case.  I think that this summary doesn't bring it out, but the fact is, she had an abnormal pap smear when she went off to college, and that never got followed up.

(Andy Salner):  Oh.

Male:  So there was a lot of – there was an abnormality that didn't – that didn't get acted on.  And she went off to college.  Any other comments?  And then we may – we'll get back to some more discussion, but any other comments from the group?

(Amy Abernathy):  This is (Amy).  I'm sorry; I cut myself off as I was coming off of mute before.  Actually, the question of the abnormality pap smear, when going off to college, that really was striking to me – and I'm glad you brought it up – because one of the challenges is that our health care system isn't typically connected up well enough that the health care that she would receive when she is, you know, with her parents or going off to college prior to then ultimately getting to her next job, it's not connected to the system well enough for you to be able to see her and follow her well.  And so she's eventually the one responsible for it at a time when understanding responsibility for your health is relatively new to individuals.

Male:  Exactly.  That's (an interesting point).  All right.  

(Amy Abernathy):  The other – sorry, the other thing that I wanted to point out was that she's also very young, and as she starts going through all these things, you know, we expect that she ends up needing a lot of support and care at home, which therefore is going to be coming from other young individuals, most likely.  It's not going to come from the 80-year-old retired person, which means that as – as she has to get care at home, that – that is being provided by likely another family member who's likely young enough to have to come out of the workforce ((inaudible)).

(Marty):  And so you're saying there's an economic or financial implication to that?

(Amy Abernathy):  It's economic, as well as social.

(Marty):  Right.  So if I – this is (Marty).  If I could just add a couple other observations, one is, if we think about the ecological model, I mean, we have examples in this case of factors at many different levels that are affecting what happened in this woman's situation, all the way from how she is dealing with the information and her behavior, to the individual different providers, to the health care system, to the insurance and to the expectations or norms in the social system that she travels in.  So multiple levels to look at this.  And then, because I'm a carpenter that has a hammer called looking at coordination, you see the coordination problems in this particular situation, that I just want to also raise.

Male:  Okay.

(Crosstalk)

Male:  You know, I – (Bruce), I couldn't agree with you more.  The coordination issue is something that I would love to see the research agenda start to document the economic and the – well, the clinical outcome, and then the economic impact of coordination of care, because, you know, at G.M., we had – 1% of our patients accounted for 23% of our spend.  And that was a lot of money, and when we started to look at it, it was the lack of coordination and being part of an organized system of care that were major drivers of waste in this whole thing.

And this case just is reeking with the lack of coordination of care and management, and I think that would be a great agenda item ((inaudible)) to measure ((inaudible)) the impact of that on something like cancer care.

Male:  (Bruce), can I just ask (Marty) to follow up on his point of coordination and his hammer of which I ((inaudible)).

(Crosstalk)

Male:  I didn't mean to interrupt.  I didn't know ((inaudible)).

Male:  No, no, over the years...

(Crosstalk)

Male:  ... your V.A. study, has anybody followed up with that rather, I think, a classic thing between the intensive care unit and the surgical sweet and the nursing floor and what impact that had on morbidity and mortality?

Male:  So actually, in the V.A., this was all part of the work in developing the risk-adjusted surgical outcome model.  And, you know, that whole set of efforts has had major impact in terms of quality improvement in surgery in V.A., and the model which was sort of the heart of it, and we were – our work was a bit secondary or in support of that, the model is now being used in the private sector, also.

And then there's a whole other big line of study around coordination, and two different major conceptual models around it.  But I think, given the amount of time we have for this discussion, perhaps best to say that there is a very strong empirically based literature about factors that affect the achievement of coordinated work and the effects of coordination on clinical outcomes.

(Daniel Lee):  This is (Daniel Lee) from Michigan.  I second (Marty)’s observation about the importance of coordination on care.  I think, for example, the – first of all, I'm impressed that the primary care and gynecologist actually helped the patient along the way.  But I'm struck by the observation that ((inaudible)) actually ((inaudible)) she herself has to make an appointment with the oncologist at a hospital, rather than the primary care physician doing so on her behalf.  So there's sort of a lack of coordination between physicians and patients ((inaudible)) coordinated care themselves.

Female:  ((Inaudible)) oh, sorry.  I was just going to say...

(Crosstalk)

Female:  Okay.

(Steven Taplan):  Yes, let's go back to you.  (Becky), we'll pick up with you after we hear from (Marjorie).  (Marjorie) is going to talk with us a little bit more, and I think it's relevant to the coordination discussion, so (Marjorie) is going to talk a little bit about (microsystems), which is I think the – part of the underlying problem that coordination is trying to address.  So (Marjorie), why don't you take off now?  And then we'll come back and we'll begin with Elizabeth when we get back.

(Marjorie Godfrey):  Okay, thank you very much, (Steve).  Can you hear me okay?  

Male:  Yes.

Male:  Yes.

(Marjorie Godfrey):  Okay, great.  So in thinking about this case and also listening to everything that you all said, it's very interesting in looking at the research that we've been involved with at Dartmouth in looking at this idea about micro, meso, macro, which fits into the (ecological) levels that you had talked about and actually was developed from there.

And if we can move forward to the objectives, is looking at, again, the case study discussion has been great.  To be able to review and analyze potential issues that ((inaudible)) if you will, illustrated for us in this little vignette.  And if you think about systems within systems, which you all have talked about, is the multi-level health care system, how might we think about focusing on some of the work that we've done in looking at having those at the front line of care, along the continuum of care, work together in a mesosystem model, to be able to look at how to improve the care and how to guide the care, and create system ((inaudible)) delivery system, rather than being dependent on just one individual.

The slide that shows all the different patients and providers is really intended to say, at the end of the day, we can do all...

Male:  ((Inaudible))  

(Marjorie Godfrey):  ... we can do all the mechanical and technical aspects of health care in looking at measures and – and trying to track what's going on, but it's really about people caring for people.  And if we go to the next slide, where it talks about cancer care as process, I really...

Female:  ((Inaudible)).

(Marjorie Godfrey):  Hello?

Male:  Keep going.  I think it was...

(Marjorie Godfrey):  The cancer care as process, I have taken advantage of some of the slides and work that (Steve) has done to really look at, if we can get those at the front line of care, including individual units ((inaudible)) units in a mesosystem that we define, that focus on, what is the detection (prop phase)?  What is the diagnostic phase, the treatment, the survivorship, and the end-of-life care, that if we can get everyone along that continuum to have the conversations about structure, process and outcomes, we're likely to build a better system?

If we go to the next slide, many of you have probably seen some of these definitions that talk about where (Steve) has talked about (types).  And we actually can move forward to two slides there, the definitions of the ((inaudible)) that need to achieve a care goal, and then looking at the steps that what do you do alone to be able to provide the care needed in that type and then look at transitions?

And this is where the coordination of care really comes forward in looking at, how do we connect these different major types of care and make sure the handoff, that there is a clear accountability of a handoff and acceptance of responsibility along with the transfer, as the (interfaces show), for the transfer of information and responsibility along this care to result in the process of cancer care?

So the slide that shows the final definition of the process of cancer care being the – some of the types, the steps, transitions, and interfaces, and by labeling them and naming them, we can have a language that will help us focus on the same element of the overall system of care.

If we go to the slide that says the outcomes of care are a function of the process, this, again, is a wonderful way to show the continuum of care and being able to look at the processes of care across this continuum and then look at the impacts.  The (IOM aims) are listed here, in that we should be able to measure that.  There was conversations...

(Crosstalk)

(Marjorie Godfrey):  I'm on the one that says the outcomes of care are a function of process.  

Male:  ((Inaudible)).

Female:  Previous.

(Marjorie Godfrey):  It's a grey – black and grey slide.  

Male:  Yes, I'm trying to (get there) ((inaudible)).

Male:  ((Inaudible)).

(Crosstalk)

Male:  Where is it relative to the (Talden) quote?

(Marjorie Godfrey):  Okay, let me just see.  It's slide number nine, is what I'm on.

Male:  There we go.

Male:  Here it is.

(Marjorie Godfrey):  You all set?  So I think the IOM outcomes of what we want to look at is the impact of the systems of care, but also as we heard earlier from (Bruce), talking about the cost, what are the economic considerations when we had delays, where we have (rework), where we have poor handoffs and transitions, and interfaces where the process of care is not clear, so there's delay and increased morbidity and mortality of care?

If we go to the next slide that talks about the care process is more complicated than it appears, which is slide 10, again, this is an illustrative way to address what (Steve) had talked about and defined for us, looking at interfaces, looking at the types of steps of care, and also the various transitions.

I find this very useful in working with front-line teams to help them map out the process of care.  Many times, people have an allergic reaction to want to do any sort of flow-charting at all.  And then using this sort of depiction to understand where the transitions are, where the interfaces are, how do we have to be very thoughtful (at this step) to be sure the patient is cared for well is very important? 

The 11th slide here that (is Paul) that says every system is perfectly designed to get the results it gets, really, I think illustrates and – and makes a statement about the vignette, the case that we were looking at, that its lack of system-ness and the lack of design that gets the poor results that we often have.  So in order to change those results, we really have to look at the system and the processes of care.  

If we go to slide 12, again, this is what everyone's been talking about, the ecological model, and looking at the multiple layers of health care and how we need to think about the structures and processes and where they intersect.  And the next slide, 13, is our depiction of systems of care from a microsystem perspective, looking at practice intervention, measurement, and policy, that (there's self-care where) the patient and family, moving to individual care provider relationships, and then this idea about the clinical microsystem being the next embedded system, that where the interaction and coordination in the intersection between interdisciplinary health care professionals and patients and families come together within an information environment.

And then above that is the mesosystem, which is where I would think that this ((inaudible)) microsystem, so it would be that continuum of care, and then the regional and geopolitical context.  And what's important is a lot of the work that we're doing really is focusing around the mesosystem idea that there isn't a sense of shared purpose across the mesosystem of care.  Typically, each microsystem does their role, and then the patient moves to the next step without this coordination, this continuity, and a lot of the work that's been – that we've become familiar with in the past year is with (Jodie Hoffer Gotell), who did her PhD at MIT and is now at Brandeis, with this idea around – this theory around relational coordination.

And in the relational coordination, which I think is so essential across mesosystems, where you're crossing multiple units of care, is this idea of having a shared purpose.  And how do we create the time and space for front-line staff to come together that represent each one of those units to talk about, what is our shared purpose here for a woman who has have abnormal pap smear or whatever the process of care is that you're looking at?  What is the shared knowledge context that we have?  Do we have an electronic health record where we can share information together?  How do we inform each other and have the same knowledge?  And also, do we have shared purposes?  

And so – and with that also comes mutual respect.  And frequently that we find that there's a lot of relational dysfunction going on in these systems, but through focusing on the microsystem and mesosystem, we can design and promote a different cultural environment.

If you go to slide 14, this was the formal definition of a microsystem that talks about a small group of people who work together on a regular basis and the individuals who receive that care.  So we include patients and families in our thinking, in our assessment, in our redesign.  

And the questions for today, if we go to slide 15 – I don't know if we want to stop here, (Steve), or go on to the next flowchart, is thinking about what are the policy impacts ((inaudible)) process?  What about the frontline or microsystems of process of care that could be improved to get a system that gives us better results?  And within the micro-, mesosystems, are there patient knowledge and informed decision-making issues for Ms. F that weren't addressed or she wasn't able?  As it was said I think by (Marty), she's obviously educated, that missed out, that these were not brought forward by the continuum of care.

So I think before we do that, maybe I ought to just finish these?

Male:  Yes, why don't you go ahead?  And then we'll go back to the questions.

(Marjorie Godfrey):  Okay.  So on slide 16, where I took the vignette of Ms. F and made a high-level flowchart – and Ms. F could be any of these women's faces who's not married, she's desirous of children, and I had asked that question.  I got answered how long it had been since her last exam between coming uninsured and finally seeking this physical exam to visit the physician.

So each one of these colored blocks is depicting a different microsystem, a different unit of care.  And then looking at the physician visit, two weeks going by, having a phone call for follow-up, and then seeing visually the need to refer to her gynecologist, being able to looking at cervical carcinoma, and the cone biopsy, having a GYN visit, then having a whole month delay and being told that you need a hysterectomy, which automatically drove her into seeking multiple opinions, to then resulting in the hysterectomy, which includes many microsystems, which would consist of a mesosystem, radiation, and then the chemotherapy.

So helping staff visually see this to be able to look across the system to see what was the process for her and how might we improve it, and moving to slide 17, is really looking at this idea around shared decision-making.  How do we have more of this occurring along the course of care and have all front-line providers be thinking about this and being more engaged with Ms. F as she's gone to get multiple opinions?

Slide 18 talks about the true structure of the system, every system's perfectly designed, should we view it through the eyes of the patient, that the patient experiences people working together, if there's tangles, if it's a poor coordination that we talked about.

And then on slide 19, we're really talking about here that the building block of every health care system, the sharp end of health care is really what we call this microsystem, where there's (inter-professionals) coming together with patients, families and technology, and that each one of them need to be the best that they can be in order for the whole system to be the best.

I talk again this about this whole idea about mesosystems being communities and that we haven't intentionally provided the space or time for these individual units to come together and see themselves as a community, to work on having mutual respect, to have shared knowledge, to have shared purpose, that we usually see our own purpose.

And then another way to depict ((inaudible)) is on slide 21.  It looks at with the patient in the center, maybe we can think of different orbiting units that orbit at different lengths and distances, depending on what the need of the patient is, and how do we coordinate that to create the best value for the patient?

So in summary, I think using this case study to explore systems within systems, the ecological model, the embedded systems that I just talked about, and focusing on the front line of care where patients and families intersect with care professionals and processes and technologies, along with fully engaging patients in studying their journey and learning with them and helping them have the best evidence-based knowledge to make the best decisions, that we can improve care.

So I'm wondering, if we want to go back to those questions, (Steve), or – I hand it back to you.

(Steven Taplan):  Thank you, (Marjorie).  That was excellent.  We can – I think we can throw it up for quick questions, but we'll go back to the question slide, too, and see if there's anybody that wants to address those questions.  But I'll throw it open first while we get back there.  Are there any comments from the audience?  I think, (Elizabeth), you were going to make a comment when we started into this.

(Elizabeth Yanno):  Yes, I think my – some of the fundamental issues here is, you know, the expectation that a patient who's at the center of all of these contacts has this – there's this unrealistic expectation that that person who usually is sick somehow has to make the system function and communicate.  But they're the only ones who know which parts of the system they've touched and what changes have happened at each – at each one of those contacts.

And I think, you know, the system falls down repeatedly and in really substantial ways, given that expectation, that the system itself doesn't respond or act or behave as a system, that there's no inter-accountability, you know, the measures – my original point was going to be just focused on the amount of work it takes to even measure coordination, to measure care transfers, to measure collaboration and communication.  Most of our research and evaluation is really within the silos of the system.

And, you know, within each one of those circles in that network – value network diagram, we tend to (sit) within those.  And that's hard enough to measure and evaluate, but when you start doing boundary-spanning work, which is absolutely essential to the kinds of issue that (Marjorie) just brought up, the methods don't match what the need for research is.  So we have an enormous amount of work to do.

And I think the only other issue I had while she was talking was just that the lack of patient-centeredness, you know, and our inability to even define that well, to measure it well, it measure it in ways that are meaningful to patients and to make sure that, you know, some measure of patient-centeredness and patient preferences are integrated into clinical guidelines, that there are (performance measures) that come up with them.  You know, there's just so much work that's needed in those areas.

(Steven Taplan):  So that's interesting, (Elizabeth).  You were pointing out that the challenge to measure within a system, but if you think about going across systems and across boundaries, it becomes even more challenging, a measurement issue.  But that is something that we need to move forward on, I agree.  Other comments from...

Male:  (Steve), along those lines, I think (Andy)’s point about, at an early age, okay, you know, it would have changed the whole course of this case, and which raises the question of prevention and how this would interact with the educational sector, which is providing early health education beyond that of the family.

(Steven Taplan):  It's an interesting point.  I think – I'm not sure the patient – or the woman understood that she needed to find out what was the result of her pap smear.  She was in the position that no news is good news, and that was a mistake.

Male:  That was the first one.  But I think (Andy)’s point was that this really, much earlier, when she was in high school or something, something would have occurred, which she would have been interacting with her family, and the school system becomes a very, very important element here.

(Andy Salner):  It also – this is (Andy) again – it also addresses the issue that at age 18, if she was told she had an abnormal pap smear, she was, you know, sort of in a vulnerable population who needed yet more coordination in her care, because you couldn't entrust her to necessarily – as a young person to necessarily act on that knowledge of saying, hey, your pap smear's abnormal.  She really needed – the system really owed her some sort of a coordinated follow up, and obviously with her change of venue and heading off to college and whatnot, the system let her down.

Male:  Which system are we talking about?

(Andy Salner):  Well, you know, one of the systems.  I'm not sure which, but...

Male:  Well, no ((inaudible)) but the role of the – the educational system, the secondary school systems and so forth, this is where they're getting health education and, you know, self-care, and these are important factors that are setting the scene for, you know, further care of the individual and how they would interact with the health system.

(Marjorie Godfrey):  So this is (Marjorie).  One of the things I wanted to mention, because I know a young lady that this change of life, going to the next phase of life from living at home to moving off to college, happened.  And one of – you know, as you said, this is a vulnerable time for a lot of reasons, but, second of all, we also have a big system policy issue that parents aren't supposed to know their children's health status.

Male:  That's true.

(Marjorie Godfrey):  If the letter comes and the daughter's gone to school and the health care letter comes to the home, does the parent open the letter or not?  I mean – I mean, this actually happened to one of my daughter's friends, and it wasn't until Christmas break that they realized that this – this young girl had an abnormal pap smear.

But that played into also, the whole confidentiality and age and – and then where does the communication go?  Ensuring that the system knows how to contact the individual in this period of transition in her life.

Male:  I would like to go back to the ((inaudible)) patient-centeredness in this case.  It is a tragedy that Ms. F lost ((inaudible)) cervical cancer and lost her ((inaudible)) undergo hysterectomy.  But it's also interesting to see that she didn't actually receive enough counseling about treatment options and the likely consequences.  For example, one of her desires is to conceive, to have children.

So – but when she talks to oncologist, I don't think – based on my reading of the case, she wasn't informed of the treatment options and what the outcomes may be, and therefore she didn't think about preserving her ova.  And therefore, she couldn't conceive in the future.  And so the idea of patient-centeredness is very important, because she wasn't informed about her options.  And therefore, she's regretting about her loss in that regard.

Female:  So I wonder – is (Dale Videll) on the call?  Is (Dr. Videll) on...

Male:  (Dale)?

Female:  Yes, (Dale Collins Videll), is she able to make this call?  One of the things...

Male:  ((Inaudible)).

Female:  One of the things that we're actually doing at the Summer Institute for Informed Decision-Making that (Dale) is the leader of, is this summer we're looking at measures within and across the system specific to informed decision-making, because exactly – you know, do you do it or not?  But what are the outcomes of if you do have opportunities across the system to support patients in informed decision-making?  What are the outcomes?  What are the measures of the process that actually happened?  And we will be exploring this in actually two weeks at Dartmouth with an international group.

(Crosstalk)

Female:  ((Inaudible)) just to add – add a (management perspective) and to pick up on (Marjorie) about the (life transition), oftentimes someone that's the first time getting a job elects not to take health care coverage because, in setting aside unions ((inaudible)) lots of times the cost-sharing is 40% or greater.  And sometimes families elect to take them off their family coverage ((inaudible)) so along the lines of education ((inaudible)) having coverage and making arrangements within your budgeting, to make sure ((inaudible)).

Female:  ((Inaudible)).

Female:  I know that likely will we'll have some answers tomorrow that we'll be interested in hearing, but...

(Crosstalk)

Female:  I was just going to say that.  I was just going to say that.  We made some adjustments there, and we might be having more changes where they can stay on the parents ((inaudible)) absolutely.

Female:  And then one other comment.  In this case, the primary-care physician did the pap smear, but very often they recommend to the patient to go to the gynecologist.  And very often, that's another falloff between providers and follow-up, which is pretty common in a lot of different communities the way care is provided.

I know the new meaningful use guidelines for electronic health records are going to start to track, you know, what's appropriate screening for patients, and that should be helpful, but that handoff wasn't represented in this case.  That's often another area where things fall through the cracks.

(Amy Abernathy):  This is (Amy).

(Steven Taplan):  This is (Steve).  Just one more comment.  On picking on (Donna)’s comment, I think – and I think we've heard this before from (Elizabeth), the issue of (within system) measurement versus (boundary spanning).  So it's common to hold agencies or organizations accountable for whether – for the measures of screening, but in this case, it's really about the connection between the systems.  And in that case, there aren't measures out there.  If you look at the accountable care organization measures, they're about screening.  

They're not about this kind of a problem, which is – getting at (Elizabeth)’s comment, we really need to be doing the hard work of (boundary spanning) and measurement of care that has to go across these boundaries in order to understand whether we really are creating a system that is better.

(Amy Abernathy):  This is (Amy).  Actually, that's really what I wanted to comment on, which is that if you go back to one of the original slides that got the cancer care roadmap, there is an aspect on that roadmap that has to do a lot of cost boundary measurements.  And that's end-of-life care, because patients are in home, nursing home, hospice, and they're touching so many different aspects of the health care system, and yet the funding model (is capitated).

So the one suggestion here, as you think about, you know, trying to develop the models, is to think about places where we already have those aspects at play, and end-of-life care happens to be one of them, where those models have been built for mesosystems and microsystems and ((inaudible)) inherently patient-centric and has to be put together.

But then the other part of this is that – the question you have ((inaudible)) policy, and not only ((inaudible)) measure this end-of-life care, that there's a policy implication in terms of the payment model.  There's also really big issues in terms of the policy implications of what's (allowed) flow of information, and there the policy updates are really remarkably needed.

I wouldn't (see us) trying to do this, and electronic health records will help some, but it's not going to get us there and so more work on the policy side, in terms of flow of information, is going to be critical ((inaudible)) (boundaries).

Male:  To make sure I get that, I think that's come up now twice on the call, the issue of the policy that – around confidentiality that actually may be a problem and may create problems would raise, but then you're just raising – I don't know whether it's an issue of confidentiality or just an issue of policy in general about how organizations share information and need to share information, so the obligation to share information, as opposed to the restrictions.  Is that what you're getting at, (Amy)?

(Amy Abernathy):  I'm getting a little bit of ((inaudible)) a little bit of each.  So you run ((inaudible)) policy challenges at several levels.  Even if you have electronic health records, electronic health records don't technically have to cross boundaries, except through meaningful use criteria, yet in order to do the measurements across boundaries, you actually have to be able to integrate the information through health information exchange or something else.  So making sure that you have the policy that makes that possible is pretty critical.

Male:  Thank you.  Excellent.

(Donna):  It's (Donna) again.  Another thing, in terms of systems of care – and every market and organization is different ((inaudible)) more connections occurring, but the ability to make electronic appointments from one provider to the next really helps all this, and that doesn't exist in a lot of places where that handoff happens between primary-care or just specialists. 

Male:  Or to have a navigator who's helpful to the patient, because this case of waiting a month for the exam with – or the visit with the (GN) oncologist really indicates that the system of care was organized around the physicians or the providers and not around the patient.

And you have a great – you know, a well-coordinated system of care, but if the providers aren't all in and agreeing to make sure that they're going to provide care organized around the patient, then the system isn't going to work.  And I would argue that perhaps one of the problems that resulted in the patient seeking a lot of other opinions is that she didn't receive finally an appropriately focused care the first time.  She should have been seen by the (GN oncologist) the next day.

Male:  Well, that brings a question about the...

Female:  I would like to echo that point, because what struck me about this case was that month in between that you just mentioned and wondering what happens in the event that a patient – when a schedule is booked.  How does the system (remove) the patient to another alternative in a timely way?  That seems like – in this case, what we saw was an informal approach to coordination, as opposed to a systematic approach to handling when you have a bottleneck in the system, and that really struck me as important.

The other thing, in addition to the patient-centeredness and the boundary spanning that was mentioned earlier, was that the idea that since their surgery, the quarterbacking responsibility had shifted to the oncologist, and that I wondered, how do you make the – at what point are there – at what point does the shift happen again?  And how does that happen in a seamless manner?

Those issues were raised for me, and I wondered. 

Male:  Right.

Female:  ... like it becomes an organizational issue again of, how do you make that happen?

(Andy Salner):  Yes, I mean...

(Crosstalk)

(Andy Salner):  This is (Andy).  I would just...

Male:  ((Inaudible)).

(Andy Salner):  I would just say from a – from the perspective of the cancer team, you know, that there's – the team of individuals, including the providers and the navigator who were caring for the patient, and hopefully they make a seamless handoff by virtue of the communication and collaboration they have around the need of the patient, sort of answering your first question, which is, in the case of a bottleneck, I think, you know, the team members have to take ownership of making sure that the patient has access in a timely fashion to the services they need and they have to come up with strategies to overcome that kind of barrier.  If somebody's schedule is full, they have to come up with a strategy where perhaps they seek, you know, another provider, if that provider is unable to see the patient in a timely fashion.

(Electra):  This is (Electra).  So I would speak on a couple of issues.  First of all, on navigation, because we actually did this for our – in our navigation study with cervical abnormalities, and, second, from the system perspective, at least in our system – so, first of all, to make the mandate that patients get in within – you know, two weeks is really reasonable.  It should be 48 hours for anybody (who has diagnosed) cancer.  It has to come from the system level.

So I know at our institution, it's a mandate now, that in the – for cancer care, again, depending on the cancer, it's a maximum two weeks you're seen by the specialist.  For some cases – I know, for example, sarcoma, it's 48 hours you're seen.  So that has to come from the system.  The system has to be aware that that's a need and that's a goal, and they have to structure the system – the processes, the intake people who make the scheduling, to do that.  

Second of all, you know, the month delay could have been part of the participant – I mean, the – the woman issues, also.  And we've seen that time and time again, where, you know, the handoff to the (salazia clinic) or wherever it is, it's really a maze to try to understand who to call, et cetera.  And, again, the coordination I think should be come from the referring – referring physician.

And not everybody has navigators.  And ((inaudible)) care coordinators, but really not everybody has navigators.  (However), I think that is a super suggestion.

Male:  Great.  Thank you, (Electra).

Other comments?  Is (Dale) out there?  I don't think they joined.  Comments from others?

(Daniel Lee):  This is (Daniel) from Michigan.  I like the idea of navigators.  And I have several questions and (probably thoughts) about that.  I've heard ((inaudible)) primary-care (practices), primary-care team members have a difficulty thinking about the role of navigators or case managers, so care coordinators, because they are not a traditional member of the primary-care team.  So in a way, you can think about that as a case where the boundaries of primary-care teams being disrupted by the presence of new member.

So the issue of integrating care coordinators or navigators in (these routine) or traditional care process seemed to be a challenge ((inaudible)) primary-care ((inaudible)) wondering whether there is a similar challenge in cancer care, as well.

And the second issue I'm thinking about in terms of navigator is, what's the qualification, the training ((inaudible)) to require for somebody to do an adequate job as a navigator, and whether there's any research out there to inform that kind of choice or selection (or equipment)?

(Electra):  So could I answer that, (Steve)?  Is that all right?

(Steven Taplan):  Sure, go for it, (Electra).

(Electra):  Okay.  So I'm not sure you're all aware that the NCI and the national American Cancer Society sponsored the national program called Patient Navigator Research Program.  And it was one of the first initiatives to actually test in a scientific way whether patient navigation improves the resolution, meaning from abnormal diagnosis to resolution, benign or diagnosed with cancer, and then from cancer diagnosis through the start of treatment and actually have end of treatment.

So that was done, and we actually have definitions of different types of navigators.  They can be laypersons who are trained all the way up through social workers, (LPNs), (RNs).  And the key point is training.  And secondly, you know, how they coordinate with the care team that they're – that they work in.  

We, outside the study, have begun using managers as part of the care team with our cancer patients.  And you are right.  It is educating the physicians on what a navigator can do, and it's different than a care coordinator.  So I want to stress the point.  It's different than a care coordinator.

So there are papers out there on our methods for PNRP.  And all of our outcome papers are under review at the (Journal of CVP).  So hopefully those will be accepted – we'll know in July, and if, (Steve), we could get that out to the group sometime, you know, after they're accepted, we could get those out to people who are interested.

(Steven Taplan):  Sure.

Female:  Another area to think about, if you look – the patient-centered medical homes and a lot of the work (NCQA) is doing around the different levels, they're – the teams are coming together with personnel that aren't necessarily, you know, RNs or physicians, but they're kind of the champions of follow-up for patients, especially around diabetes, obesity, that kind of thing.

It might be worth looking at how those roles on care teams might be able to help with these kinds of issues, because they're kind of built in already and could be piggybacked on.

(Marjorie Godfrey):  This is (Marjorie).  I wanted to add to that...

(Crosstalk)

(Marjorie Godfrey):  ... that some of the professional roles, too, in the – in the profession of nursing, there is the graduate degree of the clinical nurse leaders who could also assume that role across the mesosystem.  And I think that if you look at what was said about laypeople to all sorts of different professionals, the key is developing the training and the processes to facilitate and coordinate the care.

Male:  ((Inaudible)).

Male:  ((Inaudible)) navigator (of care coordination) is one aspect of making ((inaudible)) patients are being transitioned ((inaudible)) different steps of cancer care.  Another way to think about this is ((inaudible)) language that ((inaudible)) which is wonderful ((inaudible)) sort of the micro, meso idea.  Meso is a combination of different microsystems.  So one way to reduce the – the need of transition is to (partly) combine microsystem within the same organization.

And that reminds me of a case I used in my class regarding a breast cancer surgeon at UCSF, a (Dr. Laura Esserman), who had the idea years back about a one-stop shop for breast cancer care, integrated, coordinated, one-stop shop model for breast cancer care.  So basically, she combined all the specialty within – under the same roof, so one patient – once a patient comes into the organization, she will receive all the care that's coordinated under one roof.

(That seemed to) be an alternative way of coordination, sort of the collocation idea.  That's probably ((inaudible)) similar best practices out there that need to be uncovered that could ((inaudible)) as far as organization.

Male:  Thank you.  This has been a great discussion.  We're at the point where we need to wrap it up.  You guys were very active, and I appreciate that.  We hope that we – that you will – you have found this useful.  We certainly found it useful, and we hope that you will join us.  There are going to be three more discussions on September 5th, December 5th, and March 6th.  We'll send you some follow-up information.  We'll also send you some information and references from this.

Again, I want to thank you all for taking the time to begin the discussion, and we look forward to having you continue with it through this period.  Thank you very much.

Male:  Thank you, (Marjorie), for your...

(Crosstalk)

Male:  Thank you.

Female:  Thank you.

Male:  All right.  Talk to you all later.

Male:  Bye-bye.

Male:  Appreciate it.

(Crosstalk)

Male:  ... get two monitors ((inaudible)).

Male:  ((Inaudible)) 10 minutes ((inaudible)) and, you know, I'm going to talk to ((inaudible)).

Male:  Yes, I think there's two things.  One ((inaudible)) make ((inaudible)).

(Crosstalk)

Male:  ... so that we can keep track of who's on and who's not ((inaudible)).

Male:  Right, right, right.

Female:  ((Inaudible)).

Male:  Oh, yes, yes, yes.  We know that.

Male:  Well, you can't ((inaudible)).

(Crosstalk)

Male:  ((Inaudible)) sharing as a screen.  If you could upload the presentation, it's not a big deal.  It's – the problem is, when you upload somebody else's presentation, they've got graphics, and then ((inaudible)) which this did.  I tested it a few days ago.  It would require everything in order to upload ((inaudible)).

Male:  ((Inaudible)) they take over ((inaudible)).

Male:  Yes, but that's usually a little dangerous ((inaudible)) more dangerous, probably, than ((inaudible)) share it out with somebody, but sometimes ((inaudible)) worried about something happening on the other end, and I would prefer not to.

Female:  Right.  Right.

Male:  We'll send a note to people saying...

(Crosstalk)

Male:  ... and ((inaudible)) I think the discussion still went well.  And we learned a lot.  I think there were – I think some good points in here that I picked up.  Anybody have any particular comments you wanted to add, in terms of points or learning that you got out of the meeting?

Female:  Well ((inaudible)) one of the participants has on, what do you do when the ((inaudible)) is booked.  Why is that necessarily failure of the patient or the failure of the referring physician?

Male:  Right.  Well I think that …
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