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Theresa Glore:  Good afternoon, or should I say morning to our colleagues in Alaska and Hawaiian time zones?  

Our moderator, Toni Wall, will begin the call at three.  For resource materials related to this call, go to HRTW.org and hit the link to HRTW-U.  Information about today's speakers and resource materials can be accessed from the HRTW-U home page by clicking on the link to today's call.  (See  http://www.hrtw.org/hrtwu/calls/050708_Overview.html )
Near the top of the resource page is an evaluation which we hope you will complete at the end of the call.  Thank you.  

Toni Wall:  Welcome everyone.  I'd like to say that we're continuing our dialogue which we began back in late November 2006 with our first HRTW topical call.

I'm Toni Wall and I'm the Director of the Maine Title V, Children with Special Health Needs Program and the principal investigator for the Healthy & Ready to Work National Resource Center.

Our topic today is “Ways Title V Can Support Pediatric and Adult Medical Homes.”  During this call, we will hear from three nationally-recognized experts, each of whom has been very active in building family-centered systems of care.  Two are members of our HRTW National Resource Center team, Dr. Richard Antonelli, a pediatrician, and Dr. Patience White, an internist who is also a pediatrician.  Our third speaker is Dr. Charles Onufer, a developmental pediatrician and State Title V Children with Special Health Care Needs Program Director for Illinois.  Also, on this call is Dr. Onufer's colleague, Ms. Gerri Clark, Associate Director for Program Services.

To learn more about our speakers and their contact information, I encourage you to visit the HRTW-U section of our HRTW website.  This site also includes links to materials and websites that relate to this topic.

We have set aside a time at the end of the hour for audience questions, so we ask that you hold your questions and comments until then.

I would like to remind folks that we are evaluating our topical calls.  If you go to HRTW-U page, you'll find a link to the evaluation.

I'd like to also recognize Elizabeth McGuire, our federal Project Officer.  She's currently out on maternity leave.  I'd like to recognize Linda Honberg for filling in and acting in her stead.
Speakers are reminded that their phones were automatically placed on mute when they entered the call.  So, when you need to speak, please press six twice to unmute.

I'd like to start today's questions to Dr. Antonelli.  Dr. Antonelli, I understand that there's a lot of activity at the national level in support of the medical home and transition.  Would you like to give us an update?

Dr. Richard Antonelli:  Yes, I'd be happy to do this.  This is one of those “I've got good news, and I've got a little bit of confusing news”  situations.

Let me start with the good news.  The good news is, that as those of us that have been trying for well over a decade to raise consciousness among policymakers, purchasers, payers, and families in the provider community about the need for community-based systems of care that are family centered and provide coordination, that medical home and transition truly are on everybody's radar screen - not just conceptually, but across the spectrum of all the adult specialties, especially those that are strongly focused on providing primary care.

Medical home is actually happening now at many different levels.  This includes American College of Physicians, American Academy of Family Physicians, American Osteopathic Association, Pediatric Nurse Practitioners, and American Academy of Pediatrics.  I think that there are well over a dozen other societies that have endorsed the so-called joint principle statement on the patient-centered medical home.  So, it's there.  

(See American Academy of Family Physicians (AAFP), American Academy of Pediatrics (AAP), American College of Physicians (ACP), American Osteopathic Association (AOA). Joint Principles of the Patient-Centered Medical Home http://www.pcpcc.net/node/14 )
The point of confusion, and I'm doing this as a full disclosure, is if you talk to adult healthcare providers, the term "transition" for them implies that patient who is in the community who then transitions into an in-patient setting, who then transitions into an ICU setting, who then transitions to a rehab center, who then transitions back to home or long term care.

It's not that this is a lost opportunity; but, I want to make sure for those of us that are on the call advocating for system-level change, that when the folks on the adult side are talking about transition, please make sure you're talking about apples and apples.  Most of the time at national meetings, it is apples and oranges.

So, what else is going on at the national level?  The so-called patient-centered medical home is what has been articulated in the joint principle statement that I alluded to.  There are entities that are trying to develop methodologies for benchmarking performance of medical home settings.  Most of the time those are primary care based, but I really want everybody on the call to recognize that subspecialists can provide a medical home as long as they're providing all of the elements that a medical home requires.

Some entities like the National Committee on Quality Assurance (NCQA), (but they aren't the only one), are developing assessment tools for the medical home.  The purchaser community, the corporations that buy health insurance for their employees, are demanding improved access to care, improved quality of care, and linking reimbursement to high performing community-based systems of care.

There is a wonderful confluence of financing drivers, advocacy drivers, and performance and outcome-based measurement methodologies that are starting to come together.  What this does is open the door to be able to operationalize the elements of transition, as we in this group are calling it, which essentially is movement from the pediatric healthcare system to the adult healthcare system.
Let me stop there, catch my breath, and see if the moderator wants me to go on or field some comments.

Toni Wall:  We're going to do comments at the end.  You have about three minutes left.

Dr. Richard Antonelli:  Okay.  I can fill that easily.  I know that my colleagues, Dr. White and Dr. Onufer, will probably speak to this point, but, to tee this up for them, everyone should be mindful that in addition to the patient-centered medical home joint principle statement, there is a consensus statement.  Again, multi-specialty collaborative agreement around what the elements of transition should be.
(See American Academy of Pediatrics, American Academy of Family Physicians, American College of Physicians-American Society of Internal Medicine. A consensus statement on health care transitions for young adults with special health care needs. Pediatrics. 2002;110: 1301-1335 Supplement 
http://aappolicy.aappublications.org/cgi/content/full/pediatrics;110/6/S1/1304 )
On the website for today's presentation, I have put up a PowerPoint for you to look at which describes-- really contrasts --the difference in the pediatric system of cross-sector communication and accountability and why it's more than double.  It probably goes up exponentially with the challenges are to be able to maintain that when that youth is transitioning from the pediatric to the adult care side. 
I've got two pearls that I will share with the people here.  This is all laid out in the PowerPoint that you can look at later on if you've not already opened it.

There are two things that can make this happen quickly, but we need advocacy by our family and youth partners, everybody on this call, and all interested parties.  One, there are administrative barriers currently that do not provide compensation for pediatric and adult primary care physicians to be able to communicate.  There are some marginal opportunities for pediatric and adult subspecialists to communicate, but we need to envision a system in which that youth has transitioned into the adult care world, but especially for those conditions that have pediatric origins and maybe even limited experience in the adult side.  We've got to empower providers to be able to reach out to their colleagues across the age threshold for ongoing co-management.  So, co-management, co-management, and co-management are the three critical drivers of this.

Then for those of you that like data, there are CPT codes for care plan development and care plan oversight.  You can be tracking your performance in a system around developing care plans for transition.  That is administrative data, but at least it starts the conversation.

Toni Wall:  Thank you, Dr. Antonelli.  Dr. White, from your perspective as both a pediatrician and an internist, what are some of the challenges you see facing us today as we assist youth with special healthcare needs to transition from pediatric to adult healthcare?

Dr. Patience White:  Thanks, Toni.  There are a lot of challenges that my colleagues bring up, both being pediatricians and internists.  I think that the number one thing that I've learned that is the major challenge here is that we all have not agreed that this change is going to occur.  In other words, it sounds amazing, but not all families, not all children and youth, and not all pediatricians see that this young person should move along into the adult healthcare system.

There's lots of data out there that mention this.  The Healthy & Ready to Work Center did a survey of lots of medical home programs as well as states.  It came up that about half said they just didn't want to do this.
Then, the cascading challenges below that, the barriers that people bring up, I think Rich has nicely mentioned a couple of them.  Reimbursement comes up -- not the top one, interestingly enough -- but physicians aren't paid to do this kind of coordinated care.

Actually, the one that comes up the most is that they feel the system is fragmented and that they don't know where the adult providers are.  They're not sure the adult providers will take the youth.  They actually don't even interact much with the adult providers.  So, they feel that they don't find adult providers out there that will be able to take care of these youth.  That's one of the challenges.

Another one is that physicians feel that they don't know what their resources are.  Clearly, Title V folks can help people understand what the resources are out there for youth.

I really think the number one question that we all -- and probably step number one is -- is that everybody needs to come to the agreement that change is going to happen and that it's something that's natural.

Now, whether you're a family doctor and see children throughout their lifespan, you know that they're going to leave that family doctor in their lifespan.  So, it's very hard for me as an internist because I have young people coming and going in my practice all the time with disabilities that people aren't going to change and aren't going to move on to another practitioner of some sort.  So, I think that's a fundamental thing that we all have to think about. 

If you look at some of the documents that we've put up on the HRTW website for you to look at, there is one that is based on the Consensus Conference that Rich mentioned.  It is a checklist about what you'd want a practice to be doing.  One of the first ones, but one of the most difficult, is the actual policy of when a youth should be thinking about moving on to an adult provider in the adult system should be posted, right there saying, "We take care of youth until 21, 25, 18," whatever it is, because story after story comes from families that find it's a total surprise.

Suddenly, they say, "You can't go to the emergency room at a children's hospital because you have aged out."  Surprise should never happen to anybody because you want these kinds of transitions to happen when people are coping at their best, not when they're sick showing up in an ER.  They should have the chance to do the kind of screening to find the right providers for themselves.

So, I think that's the number one challenge that we have out there.  It seems amazing, but it is the one thing that I find when I talk to both pediatricians and internists, by the way.

You know, even as an internist I know when I take on a young person in their 20s that they're going to leave me at some point, so I need to prepare them just the same way I would prepare a 13-year-old that's eventually going to go on and see an internist.

Amazingly enough, neither physician group, the internists or pediatricians, does the greatest job at transition.  I think most internists would agree that the youth you've got to move on at some point.  I'm not sure the pediatric community has come to that agreement about if they should, and if they should, when?

Toni Wall:  Thank you Dr. White.  That was great.  I have questions at the end to ask you.  Next, we have Dr. Onufer from the Illinois Title V Children's Special Health Care Needs program.  As you know, the Title V Children with Special Health Care Needs program in Illinois is widely recognized for its leadership and innovative practices.  What are some of the things that your program has done, Dr. Onufer, to support the medical home and transition?  And what are you most proud of?

Dr. Charles Onufer:  Thank you, Toni, for allowing me to share some of the information about transition activities in the Illinois Title V CSHCN program, which I'll refer to as DSCC or the Division of Specialized Care for Children.

I'll talk about some of the activities for helping families and young adults make the transition to adult healthcare, including arrangements for education, location, recreation, and independent living, but with a primary focus on preparing for adult healthcare.

To set the tone for why we have a focus on transition, let me mention two short quotes from parents who responded to our 2005 family survey.  "Currently, it is difficult to find a physician to fit her needs for the future as an adult.  Lots of things will need new planning as she moves from pediatrics to adult care.  We are nearing that transition.  This move to adulthood is difficult."

Another parent said, "I need a lot of help in understanding what goes on this time in his life.  It just seems to me that people are too busy to take extra time to help me with this matter.  I would appreciate whatever help you can provide."

Well, you know, with this sense of desperation and crying need for assistance, plus the MCHB emphasis on transition as a Healthy People 2010 goal, our program designated a dedicated individual to work fulltime on transition issues.  This individual is responsible for providing transition training to regional office care coordinators, representing DSCC on the state level interagency coordinating council, and giving presentations to youth and their parents, teachers, physicians, and other transition stakeholders.  These presentations raise awareness of the impact of health issues on transition planning efforts and strategies to facilitate planning that include addressing healthcare issues.

DSCC care coordination staff work to improve transition for youth through the dissemination of instructional and planning materials.  In addition to a healthcare checklist, some materials are designed to help the youth work with their healthcare provider to set appropriate healthcare skill goals to move toward maximum independence.

Every other year, a survey is sent to a sample of youth between 14 and 21 years to determine their perceptions of DSCC transition planning efforts and levels of success.

In 2007, 500 randomly selected youth and young adults, ages 14 to 21, living in Illinois and served by the DSCC Core and Homecare Waiver programs, were sent a survey.  A response rate of 19 percent was achieved that represented 95 youth and young adults.

Response for females was 42.9 percent, and 54.7 percent for males.  For race ethnicity, the response was African American 16 percent, Caucasian 60.6 percent, Native American 2.1 percent, Hispanic 14.9 percent, Asian 5.3 percent, and others 1.1 percent.

Based on the survey in assessing healthcare transition, development of written transition plans increased to 59 percent in the 2007 survey versus 51.3 percent in 2005. More than half of the respondents received a copy of their DSCC transition plan.  
An essential planning goal for healthcare transition is to increase independence in healthcare management. Results to the questions asked to evaluate skill development in the area of healthcare management illustrated a slight increase in the percentage of respondents obtaining skills related to medication knowledge, 81 percent versus 79 percent in 2005.  The percentage of respondents independently managing medication refills remained similar to past results, i.e., 34.5 percent in 2007, 27 percent in 2005, and 34 percent in 2002.

There was a slight increase in the percentage of respondents knowing the name of their insurance coverage, 59 percent in 2007, which was up from 53 percent in 2005.

Well, I won't bore you with more results from our 2007 survey, but if you're interested, contact us, and we'll be glad to send you the multipage detailed summary.  It will also be posted on our website in the near future.

Talking about our website, we have both an intranet site for staff and internet site for the general public.  On the intranet site, there is up-to-date information on transition healthcare clinics and initiatives, lists of community agencies and their contact persons for each of our 13 regional offices, portable medical summary samples, adult healthcare provider reference charts, healthcare transition trend survey results, and other health resources available to support and/or complement DSCC care coordination efforts around healthcare transition.

A transition referral list of adult providers was developed and posted to this intranet site for our staff reference.  This tool was developed to help identify adult practitioners interested in caring for adolescents and young adults with special healthcare needs.  Staff are encouraged to continue to identify more providers that care for adults with special healthcare needs.

On the internet site, there are dedicated transition resources and information for families, and a separate site for healthcare providers.  Many helpful tools can be accessed including healthcare checklists, transition timeline, teaching sheets, activity sheets, and much more.  It's worth reviewing everything that this comprehensive site has to offer.

In collaboration with the Illinois Chapter of the American Academy of Pediatrics, the DSCC transition specialist developed a new educational program entitled Adolescent Transition in Healthcare for presentations at grand rounds for pediatric residency programs in Illinois.  Presentations were held for physicians, residents, and allied healthcare providers in several teaching centers in Chicago, including Lutheran General Children's Hospital, Loyola University Medical Center, Children's Memorial Hospital, and Rush University Medical Center.

In addition, training sessions were also offered to all 19 of the medical home quality improvement teams participating in our MCHB Illinois Medical Home Project grant.  Two separate transition presentations were made during the Medical Home Learning Collaborative that was part of the state Medical Home Project.

I'd like to also give you an example of how DSCC has done outreach to pediatric training programs on self-advocacy in adolescents with disabilities.  The University of Illinois in Chicago Department of Disability and Human Development, in collaboration with DSCC, received a one year grant from the Illinois Council on Developmental Disabilities.  The project titled Building Capacity Among Pediatric Residents to Promote Health Advocacy Among Persons with Development Disabilities was aimed at medical students and residents.

Students attended a two hour workshop to increase their knowledge, improve attitudes, and enhance self-advocacy towards health advocacy for adolescents with intellectual and development disabilities, and then observed, through scheduled community based site visits, good models of communication and health promotion, self-advocacy, and health literacy skill-building activities.

DSCC has worked with the State Board of Education through the transition outreach training for adult living project.  DSCC has also worked with special-ed co-ops to promote healthcare transition planning within the IEP transition plan.

Over 59,173 students are receiving special education services in Illinois.  These students have the right, under the Individual with Disabilities Education Act, also known as IDEA, to transition services to enable each in meeting their person-centered goals in the areas of employment, education, and/or training in independent living.

I'm going to stop at this point to allow questions at the end.  But, in closing I want to emphasize the role that Title V CSHCN programs can play in supporting youth and young adults in making the transition to adult healthcare.  This is seldom perceived as the responsibility of the educational system, and many physicians are not recognizing this as their responsibility either.

Toni Wall:  Thank you so much.  That was great to hear about Illinois' Title V.  It's not very often that we actually have an opportunity to hear from three distinguished speakers.  Right now I'd like to open it up for questions.  This gives us about a half an hour for questions.  I actually would like to start the questions off, if you don't mind, and this is directed to Dr. Antonelli.  Dr. Antonelli, I've often heard you talk about the activated patient and was hoping that you could explain that to the rest of the folks on the call.

Dr. Richard Antonelli:  Ah, this is a wonderful, wonderful question.  In fact, if it's okay with you, I'll deal with the question directly, but then I need to expand it because I sort of held on to one other piece of information that I personally think is going to be a significant catalyst for making transition happen.

Basically, the notion--if you think about the so-called chronic care model that grew up in the adult care arena, most notably by Ed Wagner and his colleagues, the system of care, a portion of which is the medical sector, needs to be designed and configured to support that activated, informed patient.  It's a proactive care team.  The healthcare provider is a part of it, the vocational sector, in all aspects of what goes into a supportive community.
(For more on the Chronic Care Model, see http://www.ihi.org/IHI/Topics/ChronicConditions/AllConditions/Changes/  and See Dr. Antonelli’s powerpoint at http://www.hrtw.org/hrtwu/calls/050708_Materials.html  )

An activated patient is an empowered patient - truly a partner.  So, we want to operationalize what our Family Voices family partners over the years have been trying to get us to achieve, which is the healthcare system needs to be supportive and empowering of that youth and of that family as they navigate and negotiate the healthcare system.

Now, how does this link to the broader notion that I described for you?  I've spent a lot of time in the last year working with our adult medicine colleagues on the so-called patient-centered medical home.  I started this conversation by telling you that even the nomenclature is not necessarily the same.  The reality is that those youth that have special healthcare needs in the pediatric medical home, by the time they transition to the adult medical home, they become one of a very large number of patients that have chronic conditions and chronic disabilities.

So, part of the process of supporting these youth into the adult system of care is also to do as great a job of empowering and informing that youth and their broader circle of support, their family, their significant others, so that when that transition occurs, there is an integrated care plan.  Care coordination is in place.  Literacy issues and cultural issues are already dealt with.

I think that the pediatric side of the equation has to be very empowering, and patient activation and engagement needs to be a significant outcome measure of how the pediatric medical home is functioning.  By the time they're ready to enter the front door of that adult healthcare system via the medical home, hopefully, the patient already comes as a paragon of an integrated care system.

So, thanks for that question.  That's a great, great way to segue to making this happen.

Toni Wall:  Oh, you're welcome.  I would like to open it up to other folks who are on the call.  Please unmute your phone and ask folks questions.  First, hit your number six twice to unmute your phone so it's open for questions.  Please direct your question to one of the speakers.

Gina Gembel:  Hi.  This is Gina Gembel from Michigan.  I guess this could go out to any of the panelists in regards to the consensus statements on the elements of transition and the inclusion in there of having a portable medical summary.

I know Dr. Onufer talked a bit about people in Illinois having those paper portable medical summaries.  Has anyone or anybody ever looked at this idea of an electronic portable medical summary?  They have those new products out with the USB thumb drives, if that would be a realistic thing to put in place?

Dr. Patience White:  Well, actually, that's exactly what I do.  I work with the youth about developing that one page and then put it on a flash drive.  Now, of course, they put a lot of other things on that flash drive.  But, that's exactly what we do and actually give that to them.

Now, the loss rate is reasonably high, unless you've got something else on it besides their medical record.  I say that with a smile.  I encourage every format because as they're moving, whether they're leaving me as an internist, going to another internist or anywhere,   they just bring it back to me, I plug it into the computer, I change the drugs or we change whatever it is, and they walk out with it again.  Or, if they're off at post-secondary education, they can just plug it into their computer and press print, and take it with them to the college or wherever they're going to be seen.  So, you bet.  That's actually the only way I do that.  It's almost all electronic now with the youth that I'm working with.

Gina Gembel:  Great, thanks.

Dr. Charles Onufer:  One of our practices actually gives a flash drive to each of their parents that they provide a written care plan for.  At La Rabida, which is another one of our grant practices, they have a follow-up high risk clinic and they provide written care plans for each of their patients.  

Many of the parents have said that some of them don't even use a computer, but it's nice to have the flash drive to carry to their primary care physician or other providers because they can just show it and have all that information in one little small compact case.

Dr. Richard Antonelli:  In inner city Hartford where we have a significant number of patients with Medicaid coverage, and by extension because of socioeconomic factors and medical complexity, we've got a large proportion of special healthcare needs patients.

What we're trying to develop right now with a community-based organization partner called the Hispanic Health Council is actually a secure web-based platform that captures the care plan.  This is not an electronic medical record.

I do dream about having an EMR some day, but it's just not in the cards in the foreseeable future because of cost.  But, this electronic web-based secure system allows the primary care provider to develop a care plan with the action elements attached to it that can be web based.  So, it obviates the need of the patient bringing it from one place to another.  The youth and family can grant permission to people on a need-to-know basis.

So, it's pretty parsimonious in terms of its software architecture, but it's very powerful because it captures an integrated multilateral care plan.

Gina Gembel:  Thank you.

Craig Becker:  Dr. White, this is Craig Becker from University of Wisconsin in Madison.

When you were talking, you had talked about the idea that people can't identify adult providers.  In Wisconsin we did a survey and that was one of the overarching themes of pediatric providers, that there weren't adult providers to care for what were previously pediatric diseases.

One of the things that we've been doing is looking at providing education to the med students to expose them as an option that might be an avenue for providing care for those kids.  Are there other ideas that you have to sort of not preach to the pediatric choir, but encourage that dialogue with the adult world?

Dr. Patience White:  Well, what's very interesting to me is if you think about how physicians find people to refer to.  Just think of yourself, you want to see somebody else and you don't know who to go to -- it's very much by word of mouth.  Clearly, insurance plays a role, but people say, "Well, who's a good person that does this or that?"  There's a lot of chances for general pediatricians to interface with their pediatric colleagues, with their state AAP, American Academy of Pediatrics chapter and so forth.

What’s lacking here is the actual time where people can get to know people from the adult arena, and there's really very little opportunity to do that.  So, anything that people can do to have an opportunity where they have a chance to get together and know each other is extremely important.
So, think broadly about that a little bit.  Clearly, doing surveys is a good thing, but it's really getting to know people.  So, when I had to transition about 300 youth out of our Adolescent Employment Readiness Center Program at Children's National Medical Center, I literally had to do some phoning and talking to people and learning a little bit about what their comfort level was.

As Rich mentioned earlier, if I agree to sort of step in and look over the shoulder, many of my adult colleagues are happy to take on youth.  It's just that it's out of the blue, just suddenly sending somebody to an adult provider.

And sad but true, we just talked about medical records.  In survey after survey--I was just in New Hampshire where less than 20 percent of youth arrived at an internal medicine doctor's door with a medical record in hand, and there was no communication.

So, I think that you need to reach out.  I think it's hard.  I think staging this is extremely important.  And also, having everybody understand the roles of what people are going to do.  For instance, if you have a very rare--let's take an anomaly, a cardiac anomaly.  Adult cardiologists are rarely probably ever going to take care of that child, but certainly an internist will in their general care.

What often happens is suddenly the family expects the internist to play the role that the pediatric cardiologist did.  This happened to me a couple of times in the process.  I had to sit down and say no, people go in the adult arena for physicians for different reasons.  Your internist who--or your subspecialist may create the medical home, but they may not know the minute detail about a pediatric illness.

I often encourage young people to transition their general care first, so that you're settled and you're getting the type of care that's appropriate for your age in the adult environment.  They transition their pediatric subspecialty care later, or at some time that works better, because I think that it's very hard for people to transition everything at once.

So, think about staging it.  Think about where do adult docs get together and is there an opportunity for you to interface?  For instance, there is an American College of Physicians Chapter which I interface with.  That's how I know my adult colleagues.  I went there seeking colleagues that were going to be willing to take on young people as they have to come up with unusual illnesses.

I think, it's also preparing the activated--not only the activated patient, but the activated family to understand the role that the physician's going to play in the adult environment.

It's so difficult, as an internist, to have a young person who's 23 sitting in my room who has the capacity--I'm not talking about somebody who has to sign a health [unintelligible] release, but has the capacity--and I've got families sitting there who never have been asked to leave the room until they're in front of me.  Legally, I cannot have them there.  It is a very bad footing to start off with in that setting.

I think it's really important that we activate the family so they understand their role and they understand the role of the adult provider.  Often they come back with names when I was searching for people, and I would then reach out and speak to that physician.
I think what's hard is there is no one way fits all here and each community is a little bit different.  But, by far the number one way physicians find people to refer to, and I'd--sure love to have Rich or Dr. Onufer comment on this, is by word of mouth and who is out there, and you get to know them.  So, certain doctors tend to refer to other doctors, given there's also this issue around insurance.  But, we almost always seem to get around that, particularly in the Medicaid setting.

I hope I've helped you.  It is extremely difficult.  The other hidden agenda -- I have pediatric folks say to me, "Oh, there's just no adult doctor that, you know, is going to take on the care."  It's that they don't believe the adult doctor can take care of the youth as well as they can.  It's not that they can't -- they often don't look that hard because they don't believe that the adult doctors are going to be able to do the care as good as they do.

I did a little project where I gave tapes to youth that were going to pediatric subspecialists. I said  "Go ask your doctor about ‘when am I going to go to an adult physician?’ and so forth?"  What was on those tapes was absolutely shocking.

My pediatric subspecialty colleagues were saying things like, "Well, you're not going to do well.  They don't care for you very well."  This is rooted basically way back in training.  People make choices.  I always have noted this, having gone back and forth, that pediatricians want to be pediatricians.  They don't want to take care of adults and don't like the adult system.

I'm not sure if I asked any of you on the phone if you liked the adult system that you would just be clamoring to say, "Oh, yes.  I love it."

But, I think that, similarly, internists didn't want to become pediatricians.  So, culturally they're making choices very early, and bridging that cultural gap is hard for physicians to do.  Then think, oh, my gosh, how hard it is for families to do.

So, I've given you a longwinded answer to something that is extremely hard and the core of the issue.  That's why sometimes pediatric practices can't agree on when you should leave their practice.  I always say that's the first question that has to be asked.  You sit the practice down together and they argue about it.

So, I think that encouraging Title V, as I think Dr. Onufer mentioned, to go out and talk with internal medicine practices and see what their interests would be, I think that's a good start.  And then, I think, these relationships get built over time.

Dr. Tom Brewster:  This is Tom Brewster from Portland, Maine.  A couple of comments:  I think Rich has outlined it very well as far as the overview of where medicine is going.  But, I think--I don't know, Patience, if you know John Tooker.  He's the CEO of the American College of Physicians and he was--.

Dr. Patience White:  Yes, I know him.

Dr. Tom Brewster:  He was at Maine and spoke Tuesday.  I think he has a good overview of the issue.  Part of the problems that are being described are not an interest by internists or pediatricians [inaudible], to provide care coordination for any individual with a chronic condition.
The problem is there's a shortage of primary care, and it's increasing.  Medical students are not able, at this time, to really go into primary care because they can't afford to.  Until we have a healthcare system that reimburses for care coordination, a lot of the discussion, not only at this call but almost everywhere, is this problem of access to care and getting policy and payment reform.

So, I'm not telling anybody anything different, but, I think it's important for all those on the call to realize that part of everybody's frustration is the fact that there is a shortage of primary [inaudible], there's a shortage of those to provide the medical home.  Until that changes, which I think Rich was saying at the beginning about the good news, is that almost all the big stakeholders now realize that's an issue and that's the direction to move.  That's a comment that I wanted to share besides I wanted to say hi to Rich.  That's why I got on the phone.

Dr. Patience White:  I absolutely agree with you, but when you look across societies, and let's look at Canada and Sweden, this issue of transition doesn't go away when payment is smooth.  Payment is clearly a piece of it--and we focus a lot on payment in the United States.  But, I think these cultural issues are the subcontext here.

And so, I'm with you.  I absolutely agree with you.  People do bring up reimbursement.  But, when you survey people, it isn't number one, which is so interesting amongst physicians.  It is clearly high up there.  So, I think we have to look at it from both sort of views here.  You're right.

Dr. Tom Brewster:  Well, Patience, would you agree that there is a shortage?  And if you do, there is a problem.

Dr. Patience White:   I think there's a shortage and there are troubles with payment.  But, I guess, I'm on the glass half full side.  I think we're going to have to work around that because I don't see that getting changed in the next 12 to 13 to 15 months.  I see this as long term plans.  I'm onboard with you.  I agree with you, but I think we have also to think of solutions for today.

Dr. Monique Winslow:  Hi, this is Monique Winslow in North Carolina.  I wanted to make a comment, and I also had a question for Dr. Onufer.  I first wanted to say that we have a transition project in North Carolina, and we work collaboratively with a lot of partners who are engaged in transition, not just through our project but in their own respective practices.  We've worked with one practice that actually surveyed a number of adult practices in her area.

She wrote a nice letter, sent out a survey.  With that survey, she asked them, "Are you willing to take on patients who are transitioning out of our practice who have special health care needs?  How many are you willing to take on?  What are some of your areas of interest or specialties?  What are some of your limitations?"  These were just a number of things that she asked.

What was she able to get from that survey?  She got quite a few responses back.  For those that she did not get a response from, she actually made some phone calls, talked to some folks, and spent a little bit of time trying to do this.

Out of that, she was able to develop a directory of people in the area--of adult providers in the area -- who were willing to take on patients who were transitioning out of her practice, and actually provide that listing to parents as a choice--or family members and youth as, you know, they could choose from any one of these doctors depending on what their needs were, depending on what their issues were, where they were located, or anything like that.

That so far has worked out very, very well with her practice.  I'm starting to talk about that a little bit more with some of our other project collaborators.  So, that's one approach that we found to engage the adult provider world.

Another thing that some have been working on has been trying to not just connect with the adult care provider, but also maybe have the care coordinator be able to sit in on the first meeting with that adult provider, acting as a bridge between the two worlds because we realize that there are some issues that are definitely very different between the pediatric world and the adult provider world.

Being able to have conversations with the youth and with the adult provide, that care coordinator has really helped to make things a little bit easier.

But, you're right.  There is still some confusion about when the adult care provider comes in and when they should start actually trying to work with that youth.  I think that's one of the areas we're still trying to work on and figure out, and really get them involved in, and engage them.  How do we educate them?  What kind of the things do we educate them on?  Those are some of the questions that we're struggling with right now.

But, my actual question, just to get that in before we run out of time, for Dr. Onufer is, how do you sustain the work that you're doing in transition using your Title V funds?  You seem to be doing quite a bit of work, and it's very exciting work and it's a lot of what we're trying to do here in North Carolina as well.  But, how do you sustain those projects and activities with Title V funding?

Dr. Charles Onufer:  That's an excellent question.  One of the primary abilities that we have to sustain the transition activities is through our medical home grant which is actually coming to an end in June.  Five years ago--four years ago, when the Healthy People 2010 goals came about and we looked at that along with medical home, we decided to dedicate staff to working on those particular issues.

But, you're absolutely right.  It's difficult in a world where funds are decreasing and our budget certainly has been dwindled away by other factors -- how do we continue to sustain these efforts?

We try to work through our care coordinators in our 13 regional offices by educating them.  As Dr. White mentioned, it's through usually word of mouth that we identify adult providers that are willing to take on adolescents and young adults to help them to make that transition.  So, we identify those people, but the number that we really have on the list is very small.

I've heard Dr. White mention a couple of times, and I'm sort of stealing her thunder in a sense, but she always tells us about the strategies that she uses in having the pediatricians starting with the child at age 11 or 12 to make appointments with a adult provider, and every two years to make those appointments and to get acquainted with adult providers so that they know how to talk about their medical conditions, what medicines they're using, what priorities they have, (etc.) 
When I talk to pediatricians and say, "You need to try to make those relationships--develop those relationships with internists," many of them are very reluctant.  Either they say they don't know them, or it takes time, and it's just not possible.  So, it's really a major struggle.

We're hoping to sustain our transition activities by virtue of just having the care coordinators be aware of the issues and to try to expand the availability of providers that are out in the communities.

Rhonda Werner:  This is Rhonda Werner from Children's Hospital of Wisconsin.  I'm a clinical nurse specialist, and I work with children with transition.  I'm really interested in the survey that the physician from North Carolina did because we are in the midst of developing a similar one in Wisconsin.  Is that something that's available to share?

Dr. Monique Winslow:  I'd be happy to talk to the physician and see if she'd be willing to share it more broadly.  She has shared it with us and our project, and I will be talking to her soon and see if she is willing to share that because I think it's an excellent, excellent resource, and it has worked very well for her.  

Ms. Toni Wall:  This is Toni.  I think we have time for one more question.

Dana Boyd:  This is Dana Boyd from Pennsylvania. I'm the medical home coordinator with the Pennsylvania Academy of Family Physicians.  One of the things I just wanted to quickly mention is that in one of our medical home projects, which is in a hospital residency program (about half of our medical home participants are residency programs) we have set up a really unique situation in which the pediatric practices and the family practices within the hospital are working together, and they actually have a coordinator that is introducing the patients to the residents that are in the family practice arena.  The residents have actually gone to patients’ homes to meet with them.

I think probably this is one of the best ways to make the transition -- if there are medical home projects that are located within residency programs, because it's a much smoother transition.  It's not clear cut.  It's kind of a gradual procedure.

And the other blessing with that is, then we're training the residents.  When they go out on their own or go into a practice or into other hospital, they are already utilizing the medical home concept.  I just wanted to add that.  Thank you.

Toni Wall:  I would like to thank everybody for spending the last hour with three fantastic speakers who shared their time and their expertise today.  Thank you all who asked questions, because they were great questions and great responses.

By working together, we can continue to improve the policies and services that support what we know is the ultimate outcome, the transition to adulthood.

As Rich mentioned, he does have a PowerPoint presentation on the HRTW-U section of our website.  There are also links to the Joint Principles of Patient-Centered Medical Home that he spoke of and other materials that you can use for this particular topical call.

I just would, again, like to remind folks to please go to the evaluation and complete that because it helps us develop excellent topical calls.  We have used some of your information.

I would like to thank all of you.  I hope you have a--all have a superb weekend and enjoy the spring and summer.  Thank you all.

Dr. Monique Winslow:  Toni, before we get off is there any way in which we can get any information about who may be on the call or e-mail addresses in case we want to send out materials or something like that or connect with somebody?  Is there a way to do that?

Toni Wall:  Is Theresa still on the call?

Theresa Glore:  This is Theresa.  Yes, if the persons on the call would like to send their name and e-mail address to my attention, and that’s theresaglore@hrtw.org, I will compile a mailing list.

Then, if you'll send materials that you would like to have sent out, I'll facilitate that also, including if we find out that we were able to send out the survey that the physician used in North Carolina.

Dr. Monique Winslow:  That's what I was asking about because I definitely want to be able to send that out if I can.

Debbie Gilmer:  Theresa, we can just post those on the web, too.

Theresa Glore:  Yes, we can post them, too, and then if you want to get a discussion together, we can.  If you'll send them to me, we can do it both ways.

Toni Wall:  Thank you, everyone.  Have a great weekend.
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