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Kathy Blomquist:  Thank you for dialing in today to our Healthy & Ready to Work Topical Call.  I’m Kathy Blomquist.  Our Healthy & Ready to Work Director and call moderator, Toni Wall, will begin the call at the top of the hour.

You’ve entered the call muted.  It’s not necessary to announce yourself.  Later, during the discussion period, to ask a question, you can unmute yourself by pressing star and then six.

For resources, please go to www.hrtw.org  and click on HRTW-U on the right side of the upper bar.  Resource materials can be accessed from the HRTW-U by clicking on “More Information” link for today’s April 21st topical call, and then click on “materials” along the top under the date.  There is a PowerPoint to which the speakers will be referring on that materials page just under the evaluation.  It’s called “Celebrating HRTW National Resource Center”.

Speaking of evaluation, we encourage you to fill out the evaluation after the call either online or in a Word document that you can email to us.

We’re offering nursing continuing education contact hours through the University of Kentucky College of Nursing for a small fee.  At HRTW.org, you can find further information about how nurses can obtain contact hours after the call.  UK is having computer trouble, so the website may not be ready until tomorrow morning.

If you would like to tell friends about this call, the audio of this call will be posted next week and the written transcript will be posted probably in a week and a half or so.

Okay.  I think it’s 3:00.  Toni, do you want to get started?

Toni Wall:  Yes.  Thank you, Kathy.

Welcome, everyone, to HRTW Topical Call Number 14, Celebrating HRTW:  Findings, Recommendations and Thanks.  I am Toni Wall, Director of the Maine Title V Children and Youth with Special Health Care Needs Program and the Principal Investigator for the Healthy & Ready to Work National Resource Center.

I encourage you to visit HRTW-U on our website as it includes the PowerPoints, the handouts and other materials and links to websites that relates to the various aspects of healthcare transition.  We also ask you that you complete an evaluation for this call.  The link can be found on the HRTW-U materials page for this call, April 21st.  There is a PowerPoint for this call posted there just under the evaluation.

I’d like you now to go to slide #2.  Today, we will discuss Title V Program progress, youth involvement, family leaders, medical home and insurance, interagency collaboration and next steps, all as it relates to transition.  Slides 3 and 4 list our HRTW team that not only covers the breadth of transition, but also covers the width of the United States.

I’d also like to take this opportunity to recognize the support from our MCHB project officer Lynda Honberg, who would like to take a few minutes.  Lynda?

Lynda Honberg:  Thank you, Toni.

As many of you know, in October the Maternal and Child Health Bureau will be celebrating the 75th anniversary of the Social Security Act as well as the success of Healthy People 2010 Goals to improve the system of services for children and youth with special healthcare needs.  As I look back over the last 10 years, I see so many changes in the system, but none more so than preparing our youth to transition to adulthood and to transition to the adult healthcare system.  In so many communities, youth are now partners in policy development and are advocating for making the system work for them.

Today’s presentation will provide you with a snapshot of these successes and the contributions of the Healthy & Ready to Work National Resource Center Team.

As a mother of a young adult--I still have to get used to that.  I keep wanting to say a child with special healthcare needs, but she now at 18 is a young adult--I personally have used so many of the resources and materials on the website.

On behalf of the entire Maternal and Child Health Bureau and the Division of Services for Children with Special Healthcare Needs, I want to thank the entire Healthy & Ready to Work team for all their accomplishments, not only for my daughter, but for all youth with special healthcare needs.

I look forward to today’s presentation and hearing about all your successes.  Thank you, Toni.

Toni Wall:  Thank you, Lynda, for those very kind words.

Well, Kathy, let’s start our celebration of HRTW with a little history.
Kathy Blomquist:  Yes.  It is always fun to look at the history.  The healthcare transition initiative started in the mid 1980s probably with Surgeon General Koop and his meetings in Minnesota in ’84 and then a big conference, “Growing Up and Getting Medical Care:  Youth with Special Health Care Needs”  at Jekyll Island, GA, in 1989.

If you are a history buff, we have put together a “Brief History of HRTW” that’s number 16 on the handout list that’s on the materials page for this call on the web.  What’s interesting is that the names of people that are now in HRTW have been woven through that history, names like Trish Thomas and Ceci Shapland and Patti Hackett and Dr. Patience White.  Betty Presler and Dr. Rich Antonelli are synonymous with care coordination across the transition years.

(Slide 5) HRTW officially started in 1996 with the funding by MCHB of eight state demonstration grants and the CHOICES Transition Project and a TA Center at the University of Florida, Institute for Child Health Policy with John Rice and Patti Hackett.

I’d like to take a minute to talk a little bit about CHOICES.  It was started in 1990 as a collaboration project between Shriner’s Hospitals for Children, which is a system of 22 hospitals, 20 of them in the United States, and the State Children with Special Health Care Needs agencies – with MCHB funding state activities and Shriner’s Hospitals funding their activities.

It started in the Southeast, and then from ’94 to ’96, it spread across the country, and new collaborations with early intervention and vocational rehabilitation were started.

In 1995, Betty Presler and I coordinated a big national meeting in Minneapolis that focused on transition.  Because of the VR collaboration, we were now focusing more on transition.  Ceci Shapland from PACER Center was there, a bunch of people from the University of Minnesota were there.  It was really our first venture into the transition area.  Patience White was on the CHOICES Advisory Board for all those years.

On the next slide (6), you can see that there was a Phase II of Healthy & Ready to Work from 2001 to 2005 where there were five state model demonstration programs.  Kentucky was still involved with a new project called KY TEACH funded in a different MCHB program.  The Healthy & Ready to Work National Center was funded in 2002 as a virtual center.  This was a new experience, I think, for MCHB and certainly for us.

Patti Hackett was in Washington DC, Ceci Shapland was in Minnesota and Betty Presler and I were in Kentucky.  We want to thank Shriner’s Hospital for contributing the treasure that Betty Presler has been to Healthy & Ready to Work throughout these years.

In 2006--actually, 2005, the MCHB decided they wanted to promote a more integrated model rather than having projects related to specific national performance measures.  So, the D70 grants were started, and many of those have been completed by now.  In these grants the states focus on all six national performance measures - some more than others, of course.

In 2006, the Healthy & Ready to Work National Resource Center was funded in Maine at the Maine Title V and Maine Support Center and with the staff that you saw in those earlier slides.  It, too, is a virtual center with us being all over the country and working together via internet and phone much of the time.

On the next slide (7), we see that another major part of the HRTW initiative was incorporation of the six National Performance Measures into Block Grant reporting.  Of course, we’re particularly interested in the reporting on NPM #6.  This allowed us to start monitoring trends in transition.

I’m going to skip over the other initiatives--you can read about those (Slide 8).  What we learned was that there has been a huge change in Children with Special Needs and public health programs since 2005 when we started looking at the Block Grants.

(Slide 9) Now, Title V programs are moving toward improving services for all children with special needs through population-focused rather than direct service and condition-focused activities.  Most states still do care coordination, but many no longer have direct clinical services.  They are contracting for services, referring and paying for service, building interagency collaborations and infrastructure.  Of course, this requires very different skills from administrators and staff, and we know that the staff of state agencies has been decreasing because of the huge fiscal pressures that the states are dealing with.

On the next slide (10), we see the changes that have taken place in the leadership.  This is really rather astounding, we think.  Between fall of 2004 and spring of 2010, 37 states and territories--we have 59 states and territories that submit block grants that have been reviewing--37 of those states and four territories have had changes in Children with Special Needs directors and 16 state and territories have had two or more changes, sometimes up to four and five changes.

This creates potential for havoc with continuity of programming and institutional memory and knowledge of MCHB requirements.  However, it also gives great potential to introduce new ideas and new collaborations for the state.  But, what is very important is the orientation that the new directors have to the six performance measures, and as far as we’re concerned, of course, for transition.
On the next slide (11), we start with our blue tables.  In 2004, Patti Hackett and I developed a list of variables to use in reviewing the Block Grants, and we circulated these at the Champions meetings--some of you remember those wonderful meetings in Snowbird and DC--and at other national meetings.  That list of variables is #14 on your handout list, if you’re interested.

Our focus has been on how states are integrating transition into all six of the national performance measures.  We reviewed the Block Grants from fiscal years 2005 through 2010, and these blue tables that are sprinkled throughout the PowerPoint are the results of some of that review.

I’d like to make it clear that we’re not taking credit for this.  You all have done the work.  But, we are documenting and celebrating all that has been accomplished in these years.

First screening--you can see that the states that report doing screening of teens has doubled in these five years and the states doing comprehensive screening has also increased dramatically.  On the next slide (12), you can see some of the things that states say they’re doing.  Some states have had Bright Futures Initiatives where they use this developmental screening and anticipatory guidance program to work with their young people.  I know Bright Futures doesn’t have really good transition components to it, but it has great developmental screening and anticipatory guidance.

Some states have integrated transition into things like hearing and vision school screenings that they do.  In Kentucky, we integrated a transition checklist into our electronic records.  That checklist is available in Tools and Solutions on our website, or I’d be happy to send it to you.  Some states have worked with their Medicaid agencies and built some transition into the EPSDT programs.

On the next slide (13), we look at youth involvement.  We’ve increased dramatically the number of states that have youth advisory committees.  The first state to have a youth advisory committee was in 2000, and that was Maine with Toni Wall and Debbie Gilmer in their Healthy & Ready to Work Projects.

Many other states have youth advisors for them that are part of family or community advisory groups or governor’s councils.  About half the states are involving their youth in presentations with them, and more and more states are involving themselves with Youth Leadership Forums or KASA or National Youth Leadership Network or others.

The next slide (14) shows you some youth involvement activities that have been developed.  I’d like particularly to point out the middle one, the check list form to add to Block Grant reports.  Alabama was very clever and they took form 13, which is family involvement and created form 13A, which is youth involvement, and submit it every year with their Block Grant.  If you’re interested in that form, it’s on the materials page for our April 13th, 2007, Topical Call.  So, there has been lots to celebrate in youth involvement also.

Mallory Cyr is our youth coordinator.  Mal, tell us more about the youth involvement.

Mallory Cyr:  Hello.  Thanks, Kathy.

I’m going to talk for a couple of minutes about some of the main points that we at HRTW have tried to cover with youth involvement (Slide 15).  One of those big components was giving youth the power within their own healthcare transition, discussing changing roles and helping families and youth make that switch to where the youth is the main component in his or her transition and also shifting the perspective of transition so that it is isn’t necessarily this traumatic turning point where everything comes to a head and everyone is freaking out because things haven’t been prepared, but sort of thinking about it earlier on and letting the youth and family really solidify some goals and think about what is possible for that person.

It’s been really cool to see people take away “aha” moments from some of our presentation events.  Again, self determination and really having young people look at their goals and see what they want to accomplish, not just what might be the bare minimum that they can accomplish.  Also youth leadership develops - that not only starts on an independent level, but like Kathy was saying, joining youth advisory councils, telling their stories at conferences, taking on leadership opportunities like that.
And on the next slide (16), again, we have the data that Kathy discussed a little bit, but it’s just really exciting to see how the trend of youth advisory councils really took off.  It’s great to see that more and more people are jumping on the youth involvement bandwagon and really trying to make that a component in their projects and have it be meaningful-- not to bring in one or two youth in meetings and saying that it’s something they’re doing.  They really want to get those youth involved and learn from them.

Next (slide 17), we have a picture of our Maine Youth Advisory that was the first one, as Kathy said.  It’s gone through some transitions, but we’re still holding strong and doing some great work and that’s really exciting.

How can states help you promote youth involvement? (Slide 18)  Here are some suggestions about supporting a youth advisory, whether it be fiscally or providing meeting space, simple things, or even just listening to a youth when they have a suggestion for the program.  Look into opportunities for creating paid positions or opportunities to just get youth involved and really get their voices heard, whether it be meetings or conferences or even just going to them for insight to have that generation perspective I think makes a huge difference.

Then, we have some feedback that young people have said about the importance of getting their voice out there and providing young people with disabilities the opportunity to work and be involved in their transition because they believe that it’s really time to make that change.  (Slide 19)  Young people do need to know what’s available to help educate themselves.  I’ve heard wonderful things about all the resources that HRTW has provided to help them realize what’s possible.

So, we’ve seen some really exciting stuff and it’s been a great run.  We’ve also done a lot of work with family involvement.  So, Ceci and Trish, do you want to talk about that?
Ceci Shapland:  Yes, thanks, Mallory.  This is Ceci Shapland.  The team of people that have focused on the family leaders around the nation are myself, Trish Thomas and Patti Hackett, who couldn’t be with us today.  We’ve mainly focused on the Family to Family Health Information Centers.  We did a survey with them in 2008 and 2009 to see the state of transition as it related to the family centers.  (Slide 20) 
These centers work with families on a day-to-day basis on issues of health care, health care policy, and advocacy in their state.  So, they really are the people who have their fingers on the pulse of what’s going on in their particular states with the families.

We surveyed 41 Family to Family Health Information Centers and heard back from 26.  These are some of the key findings that we have:  69% said they provided transition services, but still wanted more quality information tools for youth and families.  As you’ll see later, Healthy & Ready to Work worked oftentimes one-on-one with the centers to provide that information and support for families and the youth that they served.

One point I want to make with this particular statistic is that many of the Family to Family Centers also work on education issues.  So, what wasn’t really clear in the survey is how many were really focused on the education transition issues and not as heavily on the health transition issues.  That is an area that I think we’re continually working on. We want to promote more of the focus on health transition and also what is the impact of health in transition as it relates to all the areas of education.

Looking at youth as advisors, 23% of the Family to Family Organizations involved youth as advisors, but also wanted a lot more guidance of promoting youth leadership.  This is a real growth area for the centers and I think something we’ll see coming along in the next few years.

Eighty-five percent were partners with the Title V Agency.  That actually wasn’t a big surprise because one of the primary components of writing the grant for the Family to Family Health Information Center is partnering with the Title V Agency and being in good relationship.

But, they weren’t as connected with the community transition-oriented agencies.  That’s for many reasons, one of which is on your next slide, when we talk about barriers.  (22)   We took the F2F survey and we compared it with the hospitals we surveyed, the Title V programs we surveyed, the medical home programs that we surveyed, and they agreed across the board with all those organizations that the fragmentation of services is really the largest barrier - how to put together county services, health services, educational services, all the things that need to come together to support a successful transition.

Actually, being in connection not only with the Title V Agency but the other resources in the community is really an essential component of helping with transition, and that’s something that the Family to Family Health Information Centers are working on.  They also agreed with the practitioners about the limited insurance coverage and the available adult practitioners, which is something that we hear over and over, so really no surprise there.

I’m going to talk a little bit with the next slide (23) about strategies.  Some of the things that we ended up doing in response to what the family leaders told us are: we provided technical assistance through onsite, regional and state conferences to 33 of the Family to Family Health Information Centers.  So, even if centers didn’t respond to our survey, we connected with them on a personal level with trying to help them with their individual needs.

We also developed more tools for youth and families in response to some of the things that the centers identified that they needed more help with.  We really worked with the individual leaders to experience transition in their own lives.  Many of the family leaders who are working day to day also have their own youth that are becoming transition age and moving into adulthood.  Working on it in your own life so that you can work with other families around your state became a really important issue and growth area for the families.

We began to look at strategies to really support the individual family leaders in their own lives so that, finally,  they could come back and really talk from personal experience and expertise to other families in their state.  So, the next slide (24) - Trish?

Trish Thomas:  Yes.  We also looked at the importance of acknowledging culture in transition at various levels and looking at the intergenerational tension that we heard exists between the youth and sometimes their adult providers.
Next slide (25): We’ve worked with several youth, and this is my son during his time of transition, which was non-existent in the beginning.  Gradually building up his support systems throughout school and within his healthcare program, he became actually a cultural broker not only our Native community in Laguna, but also a broker for the deaf community within the Albuquerque-Santa Fe area.

He’s now in school.  He’s mentored other youth in the deaf community to also become kind of brokers to their communities and working with their youth so that they’re getting all the information that they’ve learned from going through the various levels of transition, both educational and healthcare, and doing a blend with education and healthcare so that there’s an equal balance there.
They ran into a lot of problems regarding not having, as Ceci mentioned earlier, the providers within various communities, especially in the rural communities.  At Indian Health Service, they often had an overload and weren’t able to transition youth to adult care providers, which is still the problem at the current time.  Working with the various entities regarding healthcare and making sure that when he’s mentoring other youth in being that leader in getting other youth involved in their healthcare, that they talk about the good and the bad and what’s happened.

He’s just one example of youth that has really taken on a very active role and at numerous levels.  In the bottom picture, he became involved with the Navajo Nation Doc project in talking about his transition and--to the parents there--and encouraging them to get their young adults and youth involved at a very early stage.  Ceci?

Ceci Shapland:  Yes.  Thanks, Trish.

The next slide is recommendations (26).  This is just a summary of the things that we learned over the years that the strategies that work the best were working with families and talking directly, as Trish just mentioned about the fears and the concerns that really tend to be the barriers until people talk about them and work through them, teaching the concrete skills - what does it mean to transition healthcare, what are the skills that we need to do, and just taking the steps slowly.  We tried some small steps with families, and when they had some success, then they realized they could take on some of the bigger issues.
The intergenerational tension we already talked about.  One thing I want to emphasize is promoting the skill building.  Oftentimes, people don’t transition to adult healthcare in a timely way, and sometimes, those resources aren’t available.  But, it doesn’t mean that the young person can’t learn the skills that they need to be a good healthcare advocate for themselves.  So, the focus is really on skill building during the transition period.  And don’t ever forget to acknowledge the successes and celebrate what works for the families and the young people.

So, thank you very much, and we’ll move onto how HRTW worked with medical homes.  Kathy?

Kathy Blomquist:  Thanks, Ceci and Trish and Mal.  This is great.

Let’s look again at our Block Grant review and see what we found about states being involved with medical homes (slide 27).  We found that all 59 states were involved with their AAP chapter and/or local physicians.  In some cases, this was local physicians.

It’s very interesting that the AMCHP newsletter called Pulse just came out with a special issue on medical home.  One of the things that they asked somewhere along in their work was “do the chapter officers of the AAP state chapters have an active working relationship with their Title V director?”  And 76% said they did.  So, that corroborates some of what we have here.

We found that about half of the states report that they are working with family physicians or internists or their state medical association.  Many are working with local medical schools.

About half have speakers bureaus or DVDs that they can send out or web-based trainings for physicians and other healthcare workers.  We found that all but 13 states and six territories have participated in medical home training, which was an American Academy of Pediatrics and Shriner’s Hospital Collaboration back in the early 2000s or in the NICHQ medical home learning collaboratives.  That gives a nice base for many of the states to have a sense of the medical home and transition in the medical home.  These were MCHB-funded efforts with transition components.

When we look at the next slide (28), you see a very dense collection of state activities that have been done, and let me just point out a couple of them.  One of the states was very clever and they sent their agency staff members out to physician practices like pharmaceutical reps where they took mouse pads and pens and contact information and that kind of thing and some screening tools and some transition information to these practices.  This works really well if you have regional offices and builds relationships between the Title V agency and the medical practitioners.

In the middle of the list is surveys of young adults.  On handout number three on our list of handouts is a summary of the HRTW surveys that Ceci also mentioned.  You might be interested in looking at what these groups of people are doing and the kinds of barriers that they have experienced.

The last one in the list is publications in medical and healthcare journals transition articles and in state medical newsletters.  Many of our states have said that they’re doing that kind of thing to keep in touch with the medical profession and keep the Title V agency in their view.

The next slide (29) looks at some of the findings and events that have happened over the last 10 years in medical home.  The first and probably most important is the Consensus Statement, the American Academy of Pediatrics and Family Physicians and Internists statement that gives detailed instructions on what you should be doing for healthcare transition, such as starting a healthcare plan at age 14, developing a medical summary, applying the same preventive health screening and teaching, finding insurance, and making sure that the transfer to an adult physician takes place.  However, we found when we did our survey, and the APP found the same thing, is that only about half of physicians know about the Consensus Statement and know about the specific things that they ought to be doing.

In 2003, the Society of Adolescent Health and Medicine also supported the Consensus Statement and added some health and wellness promotion issues.  The Medical Home training from the Academy of Pediatrics and Shriner’s Hospitals developed a transition component in 2002 that was revised in 2004.  Some of us on Healthy & Ready to Work were part of that.
Many, many groups have had specialty meetings and developed transition guidelines such as for hemophilia or sickle cell or some of those issues, so there are transition guidelines out there for many different conditions.

Many surveys of physicians have been done.  Handout 8 on our list of handouts is a Brief that we have done describing our own physician survey and then comparing the results with other surveys of physicians that some of the states have done.  That paper includes the Transition Core Knowledge and Skills Checklist that we recommend for pediatricians that describes things that physician practices can be doing.

Then, of course, there are the issues for adult healthcare professionals.  Several studies have been done of the issues for adult health professionals.  A big issue is lack of training, experience and comfort.  Many of these adult providers see only a few patients, say with cystic fibrosis or spina bifida, in their case load, so they don’t feel comfortable.  There are issues with psychosocial needs, of the family involvement while promoting independence of the young people.  There are issue of the system’s resources and the doctors not knowing what the resources are out there.  Also, there are issues of end of life concerns with young people that have been brought up in some of these surveys.  There are incredible workforce issues.  As Massachusetts has found out with their almost universal healthcare, there just aren’t enough primary care professionals to take care of the number of people who might access them when they have insurance.

And of course, there’s funding issues.  It takes a lot of time for complex care and communication.  There is low Medicaid compensation for this kind of care.  So, there are huge issues related to the transition in the medical home.

On the next slide, slide 30, I’d like to comment just a little about what the Shriner’s Hospital for Children system is doing and thank Shriner’s Hospital again for contributing Betty to our Healthy & Ready to Work Centers.  Betty is in London, England, right now getting to know her brand new baby granddaughter, so she’s not with us today.

Some of the things that Shriner’s has done is to develop clinical guidelines and adopted those across the system.  An example of those guidelines for ages, I think 11 to 21, is the number 12 handout in our list of handout - CHOICES clinical guidelines.

Many of the hospitals have developed their own tools and resources, and those are on our Tools and Solutions section of our website.  And then, there has been special focus on particular populations such as with cerebral palsy and spina bifida and particular guidelines for services for those young people.

The next slide (31) looks at some of the special programs that the Shriner’s Hospitals have done.  I’m using Shriner’s as an example for what many other hospitals in the country are doing.  There’s Cincinnati Children’s and Gillette in Minneapolis and Seattle Children’s that have done the same sorts of things.  So, in your states, you might want to check with some of your big hospitals to see what kinds of transition programming they are doing and how you might collaborate.

Some of the things that Shriner’s and other hospitals have done are transition camps, weekend events, resource fairs.  These all have to do with developing independence and letting people know what kinds of resources are out there and getting people together - proms and sporting events and teen support groups, work programs and independent living skill development.

Then, always focus on quality improvement and outcomes.  It’s very difficult to study outcomes when the youth that you have been taking care of are no longer in your service, and follow up is often very difficult.  But, Shriner’s has been using an exit survey for about a year and they’re developing their post-graduation survey right now, and it will be piloted probably next month here in Lexington.  These survey forms are available and we’d be happy to share them with you.
Some of the next steps (slide 32) that Shriner’s is thinking about are developing electronic communication and documentation.  As you’re all aware, e-health is a huge issue, both within systems and across systems.  Developing systems for organizing transition resources--there’s a program called Free Mind, which we’re starting to use in the Shriner’s Hospitals to categorize resources.  Expanding quality improvement outcomes and evaluation activities across the hospitals, and then continuing to encourage strong interagency partnerships and care coordination to improve transition outcomes.

Let me move onto insurance (slide 33), Block Grant National Performance Measure 4.  States are probably doing the least in this area.  They are distributing information on insurance.  They are trying to help physicians with reimbursement but want a lot more help with that.  Seven states actually pay for COBRA or insurance premiums for their youth with special healthcare needs that are still in their service groups.

On the next slide (34) are some other things that states are doing.  Let’s go to the health reform slide 35.  We all know that healthcare reform is going to make a difference.  The Commonwealth Fund did a big survey of young people in 2009, and some of their findings were that 47% of young people ages 19 to 34 are without insurance at some time during the year, and 33% are without insurance at any one particular point in time.  Two-thirds of these young people without insurance go without care because of the cost.

With healthcare reform, we know that young adults are going to be able to stay on their parents’ insurance until age 26.  That starts this fall.  There’s prohibition on denial based on preexisting conditions that starts this fall for children, but not until 2014 for adults.  There are more options for insurance including interim high risk pools and health insurance exchanges and premium assistance, and there will be more focus on prevention, which is good.

The Catalyst Center, which is our sister center that focuses on insurance, will be monitoring this for sure.  They have a new website which is listed there for you -www.catalystctr.org  
Now, let’s look at National Performance Measure #5-- that the community is organized to serve families and youth (slide 36).  We found that most of our states and territories are integrating health into state transition conferences, and more and more states are having those conferences.

Thirty-nine out of the 59 states and territories have transition information and links on their websites.  Fifty states have directories, either web-based or hard copy that have transition resources in them.  All of the states are involved with collaborations related to transition, and these are usually educated based.

The challenge, of course, is to integrate healthcare transition into the transition discussion.  About half of the states have some sort of newsletter either on the web or in hard copy for families and youth about transition information.
The next slide (37) is another one of those really dense slides with all different kinds of state activities.  I’d like to focus particularly on what some states are doing with collaboration with mental health and adolescent health specialists in their states and the school nurses, and that way, can focus on many vulnerable youth in their states as they collaborate with these other groups.

Let me finish up with the block grant report by looking at some things related specifically to transition (slide 38).  We found that about half of our states have somebody on their staff who is who’s charged with transition activities and it’s usually a piece of an FTE.

We found that 44--that’s about two-thirds of our states and territories--have some sort of specific formal transition planning.  This could be a survey, like Arkansas does a survey at age 14, Texas and Michigan send out letters at 14 and 16 and 18.

Handout number 5 on our list of handouts has the transition resources of state programs.  These are a bunch of wonderful examples of products that our state agencies have developed or adapted and have put on the web for the rest of us to use, so I highly recommend using that.  We just updated it last week.
Some other transition activities are listed on slide 39.  Participation and Disability Mentoring Day and state Youth Leadership Forums really helps communities get involved with youth with disabilities, and we’ve had great luck in Kentucky and many other states participating in Disability Mentoring Day.  You can read the rest of those things.

Lastly, I’d like to talk about transition expectations (slide 40).  You all know that the National Survey of Children with Special Healthcare Needs has been used as a measuring tool for how we’re doing on the National Performance Measures.  In the 2001 survey, only 5.8% of families said that they were receiving services for transition.  When we looked at the Block Grants, we found in FY2005 that only 13% of states predicted that even 20% of their youth would be prepared for transition.  It was up to 19 states in FY2008.

But then, in 2005 and 20066, there was another National Survey of Children with Special Health Care Needs.  This one had many more specific transition questions, and the result then was that 41.2% of families said that their youth had had some transition preparation.  So then, in fiscal year 2010, 27 states predicted that 50% or more of their youth would be prepared for transition, and that’s something for us to celebrate, of course.  But, outcome measurement is really difficult and this is something that states will be struggling with, I’m sure, for a while.   The National Survey for CSHCN will help us measure that, and I think there’s another round in process now.  

So, that’s it for the Block Grant review.  Now, Debbie, tell us about HRTW and interagency collaboration (slide 41).

Debbie Gilmer:  Thanks, Kathy.

As you’ve heard, transition is a very complicated and challenging process, if for no other reason than so many partners are involved.  Health, education, employment, community resources all are brought to bear on assuring successful healthcare transition.

Families need to let go, as Ceci and Trish talked about.  Youth are starting to get their feet under them and experimenting with taking charge, as Mal talked about.

Healthcare transition, as you’ve heard in the previous discussion of our outcomes and findings for the first five national performance measures--health transition outcome includes successful college, career and community living experiences.  Youth who are healthy are far more likely to succeed in college, to be employed and to lead valued lives in the community.

Some of the things that we’ve found, for example - absenteeism in high school is a predictor of post-school success and participation and completion of college, for example.  So, the extent to which we’re partnering with education to support youth whose healthcare or health issues may compromise their ability to attend school get the support that they need to complete assignments and be home tutored when they need to and those kinds of things, that we’re addressing those as part of individual education plans or 504 critical issues.

Building capacity is just critical, and breaking down silos of service delivery.  Education needs health.  Health needs education.  And the labor and employment partners are critical.
Figuring out the right dance steps and even which partners with whom to dance at any given time is not easy.  Kathy mentioned earlier that many state have statewide, regional or local interagency transition efforts.  Increasingly, health has become an integral part of these efforts.  Many of these efforts are team efforts in the states with the interagency transition councils.

It’s nice to celebrate the extent to which health has been integrated in the IEPs.  We did a topical call with some of the folks from Wisconsin a while ago showcasing the work that they’ve done.

Everyone and all the partners need information and resources, particularly how to integrate health into the IEP, figuring out eligibility for adult programs, determining benefits and whether SSI is appropriate or not, for example.  It’s critical that youth be in the driver’s seat, as Mal talked about.

The extent to which youth are leading and guiding their own IEP and 504 meetings and actively participating in their healthcare are critical findings of the work that we’ve done over the last number of years.  Leveraging and aligning resources is particularly critical with the state fiscal crises that are facing all of us.

Working together with other state agencies and community partners to build capacity is so important.  For example, we’ve learned how to integrate health on the IEP.  We’ve partnered with the Social Security Administration-funded benefits counseling efforts, for example, to bring valuable information and resources to youth and their families about how to best utilize benefits programs, to assure access to healthcare while working without jeopardy of losing benefits.

While we can’t be the expert on all the topics, we can work together to assure that folks have the information and resources they require to successfully transition, and we certainly are hopeful that the tools and solutions that we’ve provided to all of you and our partners across the country have been helpful.

The next slide (42) talks about some of the recommendations based on our work over the last number of years.  I’ve certainly already talked about partnering.

Maintaining high expectations - we’ve all talked about that.  I’ve talked a lot about what I call achieving all As - access to healthcare, to inclusive education environments, to part time and summer employment, the support that our young people need to be--to achieve and with the accommodations that are necessary.

We need to expect that youth will go to college and to work and believe that there’s an opportunity for employment for everyone.  Starting early with part time jobs, volunteering and internships is a critical recommendation.

I’ve already talked about the absenteeism and the maintaining healthy lifestyles.  Some of that is the health promotion and the anticipatory guidance that we’ve talked about and Kathy mentioned.

The next slide (43), celebrating our partnerships - I want to talk a few minutes and share some examples of some of the work that we’ve done over the last four years with an untold number of incredible partners - certainly HRSA and MCHB and our State Children and Youth with Special Healthcare Need programs and other federal agencies and national centers.  We certainly couldn’t have done this work without all of you and your efforts and collaboration.
To highlight just a few, for example, NSTTAC, which stands for the National Secondary Transition Technical Assistance Center, which is located at the University of North Carolina at Charlotte, convenes an annual State Planning Institute where they bring in upwards of 40 or 45 state teams.  It was very exciting last year to participate in that event and to see CYSHCN programs represented on a number of those state teams, which are primarily focused on education.  That’s funded by the US Department of Education Office of Special Ed Programs.  So, it was wonderful to see health integrated there.
APSE is a national organization focused on employment.  We’ve had an opportunity for the last number of years to partner with them to integrate health into employment, and particularly around transition.  Some of our staff has presented at their national conference for a number of years integrating health into transition planning and employment.

And then, 18 months ago, with MCHB, as a member of the federal interagency work group on youth and transition, we planned and carried out a gathering of more than 60 national centers focused funded by six or eight federal agencies, all focused on transition.  I told you it was complicated - 60 national centers that address in some regard the complicated issues related to transition planning.

The National Center Directory that was a result of that national meeting, is posted on the handout list.  I don’t know which number it is, but that’s on the list (#11).

We’ve had the opportunity to work with our Ticket to Work partners.  We had a successful call last summer with our colleagues at CESSI to build the capacity of folks to understand the very complicated issues related to return to work or entry to the workforce and maintaining healthcare benefits and not jeopardizing them.

The next slide (44), I want to talk just a minute about the Title V directors survey that many of you completed.  Twenty-three states have completed that survey, as you can see.

Kathy, by the way, will be following up next week with folks, and if you haven’t completed it and would like to complete the survey, it is still available and online.  In the meantime, here’s a little bit about what we’ve learned Mal talked about the fact that states still are requesting and seeking help on developing and sustaining their Youth Advisory Councils.  Certainly, teaching youth self management and preparation for transition remains a challenge.

So, while we’ve made some significant progress, states continue to want and need assistance with a number of activities.  The myriad of issues surrounding contracting and working collaboratively with other state agencies - again, that very complicated dance I mentioned earlier.  And of course, physician reimbursement remains a challenge.

The Title V resource document, which is on the HRTW front page (and #5 Handout), is an incredible resource document that shares all the remarkable resources that the states have compiled around transition resources.  We use it regularly.  Thank you for sharing your resources with us.  I hope you will look at that and find resources that are valuable.

It’s been a real delight and pleasure to work with our team and all of you across the country over the last four years.  Many thanks to each of you for your contributions!  Toni, you’re up now.

Toni Wall:  Thank you, everyone.  Thank you, Deb.

So, this is our final topical call, and this was and continues to be a celebration of all our successes, not only the HRTW national team, but Title V, MCHB, families, youth, physicians, everyone.  Because with you, we have been successful.  You’ve seen some of the amazing reports that Kathy had put together about the differences from 2005 to 2010.  We-- all of us--have made significant gains on the National Performance Measure #6.
So, many of you’d like to know what’s happening next, I would imagine (slide 45).  First, enhancing youth voices - we continue and I hope you all will continue to have youth voice to be a part of your programs, to have youth sit at the table and understand their perspectives.  Mal has shared a bit of what she foresees in the future and continues to see.

Healthcare reform issues - Kathy highlighted those around the coverage of youth through the age of 25, covering preexisting conditions for youth that will start this fall, and for adults in 2014.  Round three of the National Survey for Children and Youth with Special Healthcare Needs will begin soon again.

Healthy People 2020--I almost said 2010 - this is actually really exciting news.  There are two transition indicators in this document - one in the disability section – “to increase the percentage of youth with disabilities aged 12 to 17 who report engaging in transition planning from pediatric to adult healthcare”, and then in the adolescent section, there’s another indicator – “to increase the percentage of vulnerable adolescents who are equipped with all the services and skills necessary to transition to an independent and self sufficient adulthood”.  I think this is terrific that there are now two in Healthy People 2020 and something for us to strive for in the next 10 years.

Workforce development - this would be something for all of us at the state level to keep an eye on with the healthcare reform and increased access to healthcare.  I think personally from anecdotal information that I’ve heard that it will probably put a burden on providers and there has been certainly indication that for wellness promotion and prevention are key to our success.

As has been alluded to, the Healthy & Ready to Work National Center grant ends the end of this month, and there will be a new National Center for Healthcare Transition starting July 1st.  So, stay tuned and you should find out shortly who it will be.

Going to the last slide (46) – thanks!   I have already started to this, but thanks to our many Maternal and Child Health Bureau project officers and especially Lynda, who has been with us in these final years; to all of the Children and Youth with Special Health Needs Directors, the transition coordinators, the youth coordinators you have on staff, family coordinators who you have on staff, thank you very, very much for all of your support this last four years.

Youth and family leaders who have taught us and continue to teach us the importance of transition -- that it does start at birth and it continues on through life for all of us.  To all the national centers that we have really come to view as family--you heard us call them our sister national centers and they really are.

All of the D70 grants and the Family to Family Health Information Centers across this nation have been a wonderful help to all of us.  The speakers and participants on the topical calls--I personally have been grateful for all of them.  I have learned something and continue to learn something on every single one of those calls that I didn’t know before and learned quite a bit of information today and continue to do that.  To all the participants--the families, the youth, physicians, healthcare professionals, education, all the others who participated and listened to these calls, we appreciate you and hope that the topical calls were very useful.

I would now like to open it up to questions for anyone who would like to ask the speakers questions.  You’ll need to unmute your phone by pressing star then 6.  Then, just ask a question or direct it to the person that you would like to be directed to.  
(Pause)  A silent audience--they must be eating that wonderful cake we baked and passed around.
Deb Garneau:  This is Deb Garneau from Rhode Island.  Thanks for all of this overview and summary.  It was great.  I was trying to take notes as we went along.  I did have a question.  I’m not sure who it was that was talking about brokers.  It’s the first time I’ve heard that word being used in this capacity and was just wondering if you could expand on it and talk a little bit about that role, and is it different than a youth advisor and what exactly is that?

Trish Thomas:  That was me, and this is Trish.  And, yes, it could be considered a youth advisor.  It’s someone who is known within the community that’s already a trusted individual so that they help alleviate numerous steps in gaining trust and entrance into the community.  We call them culture brokers or community liaisons, but they could also be a youth coordinator who is from the community, knows the community, where information is disseminated or where it should be disseminated.  They just give you really a foot in the door to various communities that you’re trying to network with or outreach to.  Does that answer your question?

Deb Garneau:  Yes, that’s great.  Thank you.  It’s similar to what we’ve done with parent consultants and peer resource specialists and there’s so many different words.

Lynda Honberg:  Toni, it’s Lynda.  I don’t know if anyone is thinking of this, but I’m assuming they are in terms of all the wonderful resources you have on the website.  And I wonder whether or not you will continue to have those for people to access?

Toni Wall:  Yes, it is our thought to continue the HRTW website until such time that it moves somewhere else.

Lynda Honberg:  Okay.  Thank you.  I do want to say, again, on behalf of the Bureau, as I said at the top of the hour, that we at the Bureau appreciate all the work that the entire team has done.  This has really given us a great--kind of looking back and really providing us with a sense of how far we’ve come.  I think many of you know that we’re putting together a celebration publication to celebrate all the successes that we’ve had, not only around transition, but around improving the system for all children with special healthcare needs, including youth.  I think this has just been a great perspective on just how far we’ve come.  People often forget, because we’re in 2010, what it looked like in 2000 and how much success we’ve had.  So, thank you again for all your work to the entire team.

Diana Denboba:  Yes, Lynda--and this is Diana Denboba.  We have our whole Integrated Services Branch staff here gathered around the one computer that’s working, and we just wanted to thank the Center, particularly all the work that you’ve done over the years with families and our Title V program.  So, thank you.

Toni Wall:  Thank you, Diana.

Any other questions from anyone to the panel?  Okay.

Well, hearing none, I will end the hour.  I would like to thank the HRTW team for their years of creative work, and all of you who took time from your busy schedules to join us on these topical calls.  By working together, we can continue to improve the policies and services that support transition to adulthood with adult healthcare, insurance, employment and valued lives in the community.

Remember to go to the HRTW-U for the supplemental materials.  It is a wealth of information.  An audio recording of this call will also be posted soon and an edited transcript will be posted in a couple of weeks.

Please remember to complete and return the evaluation posted on the HRTW-U home page for this call.  Stay tuned in July for the word about the new National Center for Healthcare Transition for Youth with Special Healthcare Needs.

Thank you again.  I can’t say that enough.  Thank you and good bye to all of you.
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