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GOT DATA! And Innovative Practices, Too!

Moderator:  Toni G. Wall
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Toni G. Wall: Welcome – we continue the dialogue today, which we began back in November 2006 with our first HRTW-U Topical Call.

Today’s topic is: GOT DATA! And Innovative Practices, Too!

During this topical call, we will discuss the recent release of survey data from the 2005/2006 National Survey – Children with Special Health Care Needs (NS-CSHCN), and resources that are available through the Data Resource Center to assist states and communities as they assess progress in transition and the other five MCHB core outcomes for CYSHCN.  

We also are going to describe some of the enterprising practices and ways in which states are partnering with families and youth to build community based systems of care that support transition.

We encourage you to visit the HRTW-U section of the HRTW website for links to materials and websites that relate to this topic.

Please complete the evaluation for this call. A link is posted on HRTW-U homepage for this call.

Before we begin, I would like to recognize Elizabeth McGuire, federal project officer for the HRTW National Resource Center. 

Four speakers, each a noted expert, will speak today. Questions will be taken at the end.

Speakers are reminded that their phones are automatically placed on mute when they enter the access code—to speak they will need to “UN-Mute” their phones by toggling “6” twice

Our first speaker is Debra Read.  Debra Read, M.P.H., is a Senior Research Associate with CAHMI – the Child & Adolescent Health Measurement Initiative based at Oregon Health and Science University in Portland, OR.  Over the past twelve years, Debra has been involved in a wide range of projects including helping to develop and test quality measures for adult chronic conditions such as asthma, diabetes and coronary artery disease.  She contributed to the development the FACCT Consumer Information Framework, which has won widespread application by several national organizations, as well as the National Committee on Quality Assurance’s CAHPS Children with Chronic Conditions methodology to identify and assess quality for children with special health care needs. 

More recently, Debra has worked on the development, testing, and refinement of the Children with Special Health Care Needs (CSHCN) Screener, a tool that is now being used in national population-based surveys to identify the prevalence of children with special health care needs.  She has also been instrumental in the design and implementation of the online Data Resource Center for Child and Adolescent Health and its interactive data query feature that allows users to quickly access national, state and regional results from the National Survey of Children with Special Health Care Needs and the National Survey of Children’s Health.  

Toni G. Wall:  Go ahead, Debra.

Debra Read:  Good morning.  I didn’t get to hear the introduction, but I am Debra Read and I’m speaking here from Portland, Oregon.  I’m from the Child and Adolescent Health Measurement Initiative.  
I’ve been asked by the group today to lead off by talking about the new 2005/2006 National Survey of Children with Special Health Care Needs, specifically some of the exciting information about the transition outcome.  Then, I also wanted to introduce you to the Data Resource Center for Child and Adolescent Health, which is actually a website that will allow you to go on and get the data itself from the survey for both the transition outcome and also all the other outcomes and all the questions in the survey.
The time is brief, so I’m not going to do a long in-depth introduction to the materials today, but touch the highlights, and then encourage you all to go and explore for yourself. 
Specifically, I’m going to talk about the 2005 survey, then I’m going to introduce the website.  I want to use the transition outcome as an example to show you some of the different options you have for getting data results.  But, the transition outcome is an example, and you can do it with any piece of survey data or the other outcomes that you would like to select.  Then, I want to end up by talking about several new features that I think you’ll find to be very helpful in your work around making progress on all the outcomes that will be debuting in March, 2008.
So, let’s get started with the 2005/06 National Survey of Children With Special Health Care Needs.  If you’re following along on the slides, I’m on the second slide, and I’ll try to remember to say when I move forward on the slides so we can all stay in sync.
Many of you know that the 2005/06 National Survey of Children with Special Health Care Needs is the second administration of the survey, the first one being in 2001.  In many ways, there’s a lot of similarities between the 2001 and the 2005 survey.  They had a target of 750 children with special healthcare needs interviews in every state.  
The interview was an in-depth questionnaire.  They asked for the children that are identified as having special healthcare needs.  They find those children by calling and screening all the children in many, many households in every state.  When they do find the child with special healthcare needs, they pick one at random to be the child that the long interview is about.  You can see there that the data takes a long time to collect, almost two years.  
I’m going to the next slide, now.  For the 2005 survey, nearly 365,000 children ages birth through 17 were screened or asked the questions that identified those that have special healthcare needs, the core needs, the Maternal and Child Health Bureau’s definition.  You can see the range there about the number of children that were screened in each state with Delaware having the fewest and California the most in terms of children that the questions were asked for. 
It ended up with over 40,000 completed interviews for children with special healthcare needs.  Almost half of the states had over 800 completed interviews.  They just came in under 750 in Alaska, and California had the most.
In terms of the content that was asked about the children that were identified as having special healthcare needs, it’s very similar in many cases to the kinds of information that was asked the first time around in 2001.  But, there are some really important and I think exciting differences.
We look at this list here.  This is basically the content that the survey questions cover.  The areas that have the little arrow pointy bullet in front of them are very, very similar to the data that was asked the first time around, the questions, etc., for the 2001 survey.  
The three areas that have the stars are the places where the biggest changes and the newest information was collected in 2005.  I realize I’m not telling you when I’m changing--that was slide four, and now I’m moving on to slide number five.
Let’s look a little bit about how the 2005 survey is the same or different.  This time around, they added a list about 15 or 16 specific functional difficulties that they asked for the children that have special healthcare needs.  They also asked a similar list about 15 or 16 specific conditions such as autism, cerebral palsy, muscular dystrophy, diabetes, things like that.  
They completely revised it and improved the Care Coordination question section, but we’re not going to talk about that in depth today.  The Transition to Adulthood section underwent a lot of revisions and improvements compared to 2001.  Another difference is that in 2005 the Transition questions were actually asked for the full sample of children with special healthcare needs 12 through 17.  The first time around they added the questions late and we only had data for about half of the sample.  This is good because it gives us more sample size and you can do more with the data.
They also include a new question that’s asked for all the children with special healthcare needs 5 to 17 years old, and it specifically focuses on whether the healthcare providers are giving age-appropriate encouragement and instruction about self-management of their conditions.
So, with all that, let’s go on to the website so we can see where we might go--look at the results for the 2005 survey.  I’m on slide number six now.  This shows the web page, the homepage for www.childhealthdata.org; the URL is up at the top of the page.  This is where you can select whether to look at the National Survey of Children with Special Health Care Needs or the National Survey of Children’s Health.  You can see the red arrow pointing to the button that you would select if you wanted to look at the National Survey of Children with Special Health Care Needs.  
This next slide, slide seven, shows the homepage for the National Survey of Children with Special Health Care Needs surveys in general.  We’d added the 2005/06 data this time around.  It used to be you could only see the 2001 data here.  Starting in November 2007, the 2005/06 data debuted.  
There are several places where you can start to get into the data query.  I’m showing you one of the options by clicking that middle button under the words, “Start Here.”  You have two options, and we’re going to pick the 2005/06 survey data.  So, you would just click right on that text and it would take you right in. 
I’m going to show you several options right now about different ways of getting data results.  Because the time is brief, I’m not going to go step-by-step through how you would use the data query because we have enough accumulated experience here that people can generally figure that out pretty well themselves.  I just want to show you some of the options about ways you might want to look at the transition outcome, as well as the other outcomes or any of the other survey content. So, I’m going to move ahead to slide eight now. 
When you start the data query you can see the red arrow, 2005/06 data.  You have to pick a starting point area.  There’s a lot of information in these surveys. If you really want to get a feel for what you can find and look for, pick that content map area.  It opens a document and gives you a schema or a summary of all the content in each one of these starting-point areas.  So, that’s a good place to look at first before you get started.
For right now, we’re going to pick the National Chart Book Indicators and Outcomes because that’s one of the places you can get the MCHB Outcomes results.  I’m going to click on that and go to the next page, which is slide number nine.  
This just gives a quick look at the most detailed level of results you can get.  You get, at the top there, a table with the numbers and a summary.  And then, at the bottom you can see the chart that gives you a graph of the results.  You can see here, this is the national results for the transition outcome.  In 2005/06, just slightly over 40 percent of children with special health care needs 12 to 17, met the outcome for getting transition services for moving on to adult healthcare, work, and independence.  
You’ll always have an option to look at this just for your state or any state you’re interested in.  Right now, we’re just looking at national.  But, when you go through the data query, you can pick a geographic area and you can pick a state.  
These are summary results for all the children.  You may want to see if children in different groups, such as different racial groups and ethnicity groups or different income groups or those that have health insurance and don’t, whether they’re more or less likely or equally likely to meet the outcome for transition.  So, you can pick the “Select a Subgroup” button that the red arrow is pointing to, and then you can see a list of the different groups that you can look at the outcome results by.
Another option--I’m moving on to slide 10--is to look at all the results for all the indicators and outcomes in your state.  That’s a nice little summary that many people like to do.  
There’s a couple ways you can generate a state profile report.  We are back again on the homepage for the National Survey of Children with Special Health Care Needs, and you can see here that red arrows are pointing to different options.  You could click on one of those and it would take you to a map of the United States.  You would click on the state for which you wanted to generate a profile report.  In this case, we’re picking California.  
I’m going to go to slide 12 now.  You’ll generate a report that looks something like this.  It’s very small on the slide, and it’s much prettier on the website.  
The general takeaway here is that in the most right-hand column are the results for the nation, children with special healthcare needs in the nation, and in this column next to it in bold, are the special healthcare needs results for the state that you selected.  
You can see there’s chart book indicators.  Down at the very bottom, the longest rows at the bottom, are actually the MCHB core outcome results.  Where the red line is at the very bottom of the report, that’s the transition outcome right there, and you can see the 41.2 percent for the nation.  Right next to it in the bold is 37.1, meaning 37.1 percent of children with special healthcare needs 12 to 17 in California met the outcome, slightly less than in the nation.
Another exciting thing, now that we have two survey years of data, is you could generate a report that compares the survey years, 2001, to the new data, 2005, for the state that you selected.  If you look up at the blue arrow at the top of the page, that’s the option you would pick.  So, I’m going to click on that virtually, and we’re going to go to the next page, and you’ll see the kind of report you would get if you had selected “Compare survey years.”  This is comparing 2001 to 2005/06 for California.  Again, right down there at the bottom of the page is the transition outcome.  
We see the 31.7 percent in California for 2005, and then we see the column next to it, the 10.7, that was the 2001 results.  It’s grayed out because it was such a small sample size that it really wasn’t very reliable.  Then, it has a little red Ghostbuster symbol next to it because you can’t compare 2001 to 2005 because there were so many different changes. But, again, that gives you some other information that you might want to look at where there is room to compare and that kind of thing.  So, I wanted you to know about this report.
The last way that people like to know about that you can get information about the outcomes is in terms of where does your specific state or state you’re interested in rank relative to other states in terms of how children and youth with special healthcare needs did in terms of meeting the transition outcome.  So, the final thing I’m going to show you is how to generate an all-states ranking table.  I’m on slide 14 right now. 
If we went back and started the data query again, and you went in through that starting area about the chart with indicators and outcomes, the first step is choosing a geographic area; that’s the screen that we see right here.  You can see there’s a drop-down menu and one of your options is picking all states.  
So, if you picked all states, went to the second choice of MCHB Core Outcomes where the second red arrow is, clicked on those, the third step would be to pick the outcome question, etc. that you wanted to see the state rankings for.  In this step, we’re picking outcome number six, the transition outcome.  Click and go to the next page, slide 16, and we’ll see the all-states table that gets generated.  Of course, I had to truncate it.  The top and the bottom are shown here so you could see it on the slide.  When you first get it, the states are listed alphabetically.  Where the red arrow is showing, if you click at the text at the top of the column, it will sort the results for you and that’s what happened here.  
You can see that the District of Columbia, in 2005/06, just slightly under a quarter of the children with special healthcare needs 12 to 17 met the transition outcome.  Down at the bottom you see that in Missouri and Nebraska over half of children with special healthcare needs 12 to 17 met the transition outcome.

The final layer is where did they get the information to determine whether children met the outcome or not?  We’re on slide 17 right now. This is back to the first step of the data query.  You can see there’s the national chart book indicators area that we went into originally.  But, there’s another section here.  It’s called the Survey Section area.  Survey section 6B of the survey is the area that has the transition questions.  In one of the resource materials I provided for this call, I just cut out those questions so that you could look at them, and maybe some of you have them in front of you.  There are eight questions in the survey that specifically address the adult transition.  Those are the questions that are used, they’re combined together and--to measure the outcome itself.  You can go into that survey section area and you can actually look at the responses for each of those eight questions. 
I’m going to go one slide next and talk a little bit about the things that are coming in March 2008.  Now, we’ve learned since we did this the first time around for 2001 that many people are really interested in deconstructing or separating out the different components that are combined together to make these composite measures that are the outcomes.  So, we’ll be adding a new search area.  We’re going to start with the outcome for medical home and the outcome for transition will be the first things that we’ll be adding.  
What you’ll be able to do is to look at each of the two components, the results for each of the two components, that are used or combined together to make the composite outcome measure.  Then, you’ll also be able to look in detail at the three questions that are wrapped up to make component A.  We’re very excited about this.  It’s going to be really interesting to see how people use it.
Then, moving ahead just one more step, the other thing that happened in 2005, which is maybe one of the even more exciting things, is they actually collected an independent sample called the Reference Sample where they asked the very same questions that were asked for children with special healthcare needs, but they asked them for children that didn’t have special healthcare needs or didn’t meet the definition.  So, we can compare how children with special healthcare needs do with children that don’t have special healthcare needs in terms of all the survey questions, the indicators, and the outcomes.  
In March 2008, you’ll be able to go to the state profile area on the website and generate a report for your state that looks at the outcomes and indicators results for children with special healthcare needs in your states and then compare them with the national results for children that don’t have special healthcare needs.  That’s going to be available in March 2008. 
Other pieces are available on the website.  Please go and explore.  There’s a lot of information.  There’s a lot of ways to get help from us, and there’s a lot to learn about the surveys in general.  
There are lots of ways these data can be used.  There’s a list here, and I know that Richard and Diane and Susan are going to talk about some ways that they’ve been applying data specifically to do some of these things.  But, we want you to know there's a way to get the numbers or information that you need, too, to feed back into those processes.  
We provide real-time technical assistance through the website to help people interpret, apply, think about using the data from these surveys.  Slide 22 shows that you just click on “Ask a Question.”  It comes right to us and we try to get back to you within 48 hours.  So, please, let us know if you need help, and visit us soon. Thank you very much.
Toni G. Wall:  Thank you so much, Debra.  That was great.  
Some people didn’t hear my talk in the beginning; some of the materials and especially the PowerPoint that Deb just gave, are listed under our hrtw.org, HRTW-U, website.  If you go there, you can certainly find Deb’s presentation and all the other presentations.
Our next speakers are Diane Behl and Richard Roberts from the Champions for Inclusive Communities National Center.  Diane is a Senior Researcher at Utah State University.  She has been involved in the development and evaluation of numerous systems-building efforts for children and youth with special healthcare needs, and has firsthand knowledge of service system issues based on her experience as a parent of a child with special healthcare needs, and her past life as a special education teacher. 
Richard is the Director of the Champions National Center at Utah State University, and the Director of the Early Intervention Research Institute and Principal Investigator for the NIH-funded National Children’s Study, a 21-year longitudinal study. 

Those of you who are new to Title V and the CHSCN may not know this, but he and his staff actually were the first to develop the National Indicators, those six MCH performance measures that we have to report on. In addition to all this, Richard was elected in October to serve as the National President for Family Voices.  I just got an e-mail that Richard will be away for a while and Diane’s going to fill in for him.  If he comes back, he’ll be able to speak, but he is doing Family Voices stuff.  Go ahead, Diane.
Diane Behl:  Hello, everyone.  This is Diane Behl.  Thank you for this opportunity.  What I’m actually going to be doing is bragging about the work going on in all the states that we’ve been working with, so I’m going to have a chance to report on some of your efforts. 
One of the things at the Healthy & Ready to Work new website is a PDF handout, and I’m going to be talking through that.  It’s called the Champions for Inclusive Communities State Efforts to Support Transition to Adult Life.  What I’m going to be doing in the next few minutes is sharing some practical examples of things that states have done to address the transition needs that have come out so clearly in the national survey data back from 2001, as well as the 2005/2006 one.
Now, as Toni said, we’re the Champions for Inclusive Communities, and our national center is focused on outcome five that talks about how we organize services so families can use them easily.  The precursor to this was Champions for Progress, and that was really looking at how those six outcomes can all come together.  The thing that are mutual about both centers is that we’re really looking to see how we can make services work for youth and families at the community level. 
So, through Champions for Progress, what we did was awarded some incentive mini-grants.  We called them Incentive Awards; 34 states and territories received them to support their efforts to achieve the six outcomes for children and youth with special healthcare needs. Eleven of the states used these funds to implement strategies to support transition to adult life in particular.  However, I must say one of the things that we asked the states to do was talk about how you’re not going to be working on one outcome in isolation, but how are you are really working on multiple outcomes within the incentive awards. I think you’ll see some examples of how their transition efforts related to ensuring families are partners in decision-making, how it ties to medical home, etc.  So, what I’d like to do is present a summary of these strategies and some of their keys to their success.  I’ll be hitting on some of the main points, but the bulk of information really lies on our website, which is www.championsinc.org.  Then, on the left, there’s a link there to Champions products.  You’ll get to see the incentive awards and then an opportunity to look at each of the state incentive awards that addressed transition in their implementation.
One of the other things I’d like to mention is the value of these mini-grants in general.  We offered states just a small amount of money.  They often ranged--I think it was like $13,000 to $20,000, and it was really impressive what states could do with this little bit of seed money.  It often allowed them to leverage additional funds elsewhere, so I think they really are a valuable method to take a look at.  Wisconsin, for example, has applied this model themselves within their CSHCN system, to offer mini-grants to communities in their state.  So, that’s something I’d also remind people to be thinking of.
The other thing is that when people wrote their proposals, they really used the data from the Data Resource Center to substantiate the need to address transition efforts, to put a plug in there for the great value of the Data Resource Center in being able to procure some funds.
Now, let me go to what strategies actually were used through these incentive awards.  I’m sure you know there’s several of the awardees on line here on this call, and so I want you to please correct me if I’ve misrepresented you or you can add some additional comments at our Q&A time.  If we look at those 11 incentive awards that focused on transition, there were essentially four strategies that we’d like to highlight.  
The first one is the establishment of some transition advisory groups or coalitions being formed with this seed money.  Some states used that to establish ad hoc groups to essentially be guiding the incentive award activities, getting youth or families together to say, “How can we best design some training or use these funds?”  And then, there were others that really wanted to use the incentive awards to fund some long-term Title V advisory groups specifically focused on transition.  When you also look at these advisory groups, some states said we really want to have some groups that are exclusively youth or young adults and others wanted to be able to get some broader stakeholder representation,  so they would have some families, some youth, some providers from agencies involved with transition, for example. What I did was try to put the states in parentheses there.  So, as you’re thinking about some strategies that you all are thinking about developing, you maybe want to take a look at how others have done it and what you can learn from them.  
The second strategy was states developed some written kind of self-report needs assessment surveys.  Those were conducted to understand the consumer priorities and to guide the implementation plans for the incentive awards. This is something that I think was really important to gauge the unique needs across the states.  It made me think of a conversation I had with Toni about some of their efforts in Maine where they really got some valuable lessons in terms of taking a look at what were the transition needs of families in very rural communities compared to those closer to medical services, more urban areas, for example.  So, that’s a valuable technique.  Some of these written surveys were administered to families to find out where were their priorities and needs.  Some surveys were administered to providers, for example, with physicians, to find out what are their needs related to transition were.  
The third strategy used was focus groups.  States used focus groups essentially to determine transition challenges, needs, and priorities and get more depth in terms of understanding how their incentive award can potentially be addressing those challenges as well as their future efforts.  Some did focus groups with youth or young adults exclusively.  Some did them exclusively with families.  Some did focus groups combining both.  And some even had a larger constituency with youth, families, and providers.  If you’re thinking about using a strategy like that, I’d encourage you to look at the incentive awards from these states or call them up and talk with them about their experiences. 
The fourth option was some training sessions and resource materials that were developed and distributed statewide.  Some states developed some manuals that can be used by families and youth to support their transition or some workshops, for example, and even some train-the-trainer manuals that were developed to be able to carry out training throughout their state.
If we look at the second page of that handout, as we look across those 11 incentive awards, were there some common themes, some common priorities that came out that they heard from youth, from families, from providers?  I’ve highlighted a few of those.  My guess is again that these things are not something that’s new to you all here on the phone.  I feel to a certain extent, that I am probably preaching to the choir.  But, again, maybe it can provide some substantiation as you go on to get some support for your efforts.
So, let me go through these priorities.  The first is youth were saying “We want help with figuring out this transition stuff, but we also want to be in control,” that sense of, “Don’t do everything for us, but know that we’re going to need some help.”  A lot of these things, when I was putting them together, made me think of, well, if you know teenagers in general, this is where they’re coming from.  These youth happen to have special healthcare needs, but I think are in the same level of wanting independence.
Children and youth with special healthcare needs need more experience and opportunities to manage their own care.  To all of a sudden say, “As you’re transitioning to adult healthcare providers, now you’re on your own,” isn’t going to work.  They really need to be provided with these experiences from a very early age and nurtured all through their growth. 
Third, self-advocacy skills that facilitate independence must be nurtured in youth.  To ensure that our young adults have the confidence to speak up for themselves is something that also needs to be developed, not just the cognitive side, but how do you build that self-concept.
Fourth, investigate the youth-versus-parent expectations for the future, which are often different.  States that did focus groups both with youth and then some with families or with the surveys, they could really do a comparison and found out that, you know what, youth often want something very different than what their parents are saying needs to happen.  So, if you want that transition to be successful, you really need to be talking to both of those and helping them figure out the path that’s going to work best for them.
Next, easily accessed educational and resource information for youth and families are needed.  Youth, in particular are using the Web.  What are you getting out there for them?  Is it something that is attractive, that’s easy to use, and doesn’t have so much of that bureaucratic look that some of our things tend to come out with?
Next, healthcare providers need to be better informed about the transition process and resources.  Again, thinking of ensuring that our medical home pediatric providers have the knowledge base, and that their care coordinators have the resources to facilitate that transition.  There is still a huge need there.
Next, stronger communication among the pediatric and adult providers is needed.  What can we do to set up models to ensure that the pediatric and adult providers can be talking together, they know how to find one another, and some efficient modes for communicating?
Last, transition is a process that begins early, and it’s not a one-time event.  That, I think, is something that is one of the main mission statements with anyone involved in transition, but definitely came through clearly through these different evaluation strategies.
Next, I’d like to talk about what were those keys to success across these incentive awards.  What made them really successful in being able to accomplish what they did?  If you look at these things that I’m going to go into, they’re real reminiscent of a Continuous Quality Improvement or CQI model.  That is something that we have seen consistently.  States, communities, that work through a simple process really seem to be reaching their goals.  
What do I mean by the CQI process?  Well, first of all, you look at your stakeholders and your partners.  When those key stakeholders were brought to the table as partners from the very beginning of the planning, it was a valuable key to success. 
Second, numerous voices of youth and young adult leaders with a variety of needs were involved.  When you are able to hear from youth who have physical disabilities, cognitive disabilities, other special health conditions, it really allowed the breadth and a better understanding of needs.
Third, these states developed a plan based on those stakeholder-identified needs.  They really used the voices of those youth and other stakeholders to design an activity that was going to work.  
Fourth, strategies were implemented in ways to fit the needs of communities and stakeholders.  Often, you had to take a different approach to how you are going to work again in a rural versus an urban area or other dynamics, and so there needed to be that flexibility.
Fifth, both short-term and long-term measures are needed to gauge success.  This was a bit of a tricky one in terms of measuring these kinds of efforts, and there are some examples on the website.  But, it’s really important that I think you’re able to somehow gauge what kind of knowledge changes are going on, changes in self-confidence, perhaps, as well, then  also taking a look at the Data Resource Center data to say, “As a whole, is our state moving towards improving transition?”  
The final one was if at first you don’t succeed, try again.  Many states came to us and said, “You know, our incentive award didn’t work out the way we planned.  We ended up doing something totally different or something major changed.”  Our perspective was, “That’s a good thing because it means that you were responsive to the needs of your stakeholders.”
I’m going to take another 30 seconds to cover how these efforts can be sustained.  As state administrators, you get these little grants, and it’s like, “Well what happens after the grant?”  
What many of these states said that they were doing is institutionalizing these groups or coalitions within their Title V advisory infrastructure where they said this is going to be a permanent advisory group that’s part of Title V.
Second, training efforts can be continued by family organizations, for example.  In some states, the Family-to-Family Health Information Centers are in a position to be able to carry out trainings with families or with youth.
Family and youth-friendly tools are in a format that can be easily updated.  Again, with web-based tools, it allows you to much more easily change those contacts or add resources without having printing costs.  
The last one is within that Title V budget, if you can provide some dedicated FTE to sustain those efforts, that’s one way to be able to keep it all going. 
The other piece of information that’s on your website is a presentation that Rich Roberts did at a transition conference in Minneapolis just last month.  That goes in more about coalitions as well as the CQI model, so I encourage you to take a look at that on your own time.  
My contact information is at the bottom of your handout, so please contact me.  I’d love the opportunity to talk with you about this area and learn from the good things that you’ve got going on. Thank you.
Toni G. Wall:  Thank you, Diane.  That was great to hear all of that information.  Our next speaker is Susan Redmon.  Susan has been employed by the Florida Department of Health and Children’s Medical Services as a Registered Nurse Consultant for over ten years.  She is the mother of a young man who has grown up receiving services for state agencies from a special healthcare and chronic health diagnoses and development disability.  She wears many hats in her job with CMS, which include serving as a statewide Healthcare Transition Champion, a CMS Programmatic Contract Manager, and Family-Centered Care Liaison.  On her own time, she serves as a parent-consumer representative on the Florida Developmental Disabilities Council and on the University of South Florida’s University Center for Excellence in Developmental Disabilities. Susan?
Susan Redmon:  Thank you so much. Children’s Medical Services Network, that’s CMSN, contracts for a number of services that provide us with youth and family input and participation.  I’d like to discuss some of the current contracts and their benefits with everyone today, as well as some of the interagency collaborations that are working well for us. 
I’ve got a lot to cover.  I’m going to talk fast.  We’ve contracted with the Institute for Child Health Policy, ICHP, at the University of Florida for a number of years to conduct family satisfaction surveys. ICHP uses a variety of survey tools to obtain feedback from our families.  They analyze the responses and then they develop composites of the scores based on the six MCHB core outcomes for the enrollees we serve.  That gives us family perceptions of and satisfaction with our services.  We use those results in our internal performance improvement efforts in the CMS Network Annual Report, of course in our annual Title V Block Grant Report, and also to compare our CMS data to the national survey.  
We have another contract with ICHP for the development of youth transition resource materials.  They’ve developed healthcare transition workbooks and informational brochures.  One of them is entitled Envisioning My Future, and the latest one is geared for middle school students called Since You’re Not a Kid Anymore, and also a DVD entitled This is Healthcare Transition that features young adults talking about their experiences with healthcare transition. That DVD has been extremely popular.  In addition to use by our care coordinators, it has been copied by teachers and job coaches and others who work with students outside of a healthcare environment.  We’re very excited about the interest that those materials have generated.  You can go to the ICHP Transition website (http://hctransitions.ichp.ufl.edu/)   they have a streaming video of the DVD.  We don’t have that on our website  (http://www.cms-kids.com/CMSNTransition.htm ).
We also contract with the Family Resource Coalition Inc., the FRC, to help provide family-centered care in each of our 22 CMS area offices.  There are a number of requirements in this contract that support family-centered care.  One of the contract requirements is to have a family health partner, or FHP, available in each of our offices.  The FHPs are either a family member of a child with a special healthcare need or they themselves have grown up with a special healthcare need.  They provide family-to-family support and assistance to the families we serve.  Since the FHPs are not state government employees, they often can identify and access resources that our care coordinators cannot.  Also, they have a family/consumer perspective and are able to explain how to navigate the system of care. 
The FRC also assisted us in distributing and compiling responses to a cultural and linguistic competency survey to all of our staff statewide.  I had adapted it from another survey with the help of Wendy Jones at the Georgetown University Center for Cultural Competence.  Based on the results, the FRC then worked with Wendy to develop some follow-up training for us.  We also plan to have the FRC conduct a follow-up survey during our next fiscal year to compare the results of the pre-training survey with the post-training survey. 
We had received one of those incentive awards that Diane was telling you about, and we had used it to develop our CMS Young Adult Advisory Board.  The FRC oversees that Board and conducts their quarterly conference calls.  
Of course, our Board would like our transition information on our website to be more fun and interactive, and so we need to see if we can work on that. One interesting feature about our Board is that it has been challenging to maintain because it seems like our enrollees who are most interested in participating are the ones who have the greatest health challenges, so they’re not always available to participate.  But, they’ve been working a lot on their own healthcare transition issues, and hopefully will develop materials that we can use for other enrollees. 
The FRC produces a quarterly newsletter for us in English and Spanish that’s distributed to CMS enrollees and their families, to our staff and providers, and any other stakeholders who are interested.  Some of the topics they’ve discussed have been disaster preparedness, the concept of medical home and how family-centered care works.  They also assist us in our draft policy and procedures and reviewing outreach and educational materials.  So, we depend on them a lot for their input as a family/consumer perspective.
Another one of our contracts is with the University of Florida in Jacksonville for the Jacksonville Health and Transition Services program, or, as it’s called, JaxHATS.  JaxHATS staff includes a pediatrician, an adult internal medicine specialist, a program administrator, nurse care coordinators, and a transition specialist, and they all work with young adults ages 14 to 25 in northeast Florida who have chronic health or developmental problems.  They provide patients with a medical home environment and have a focus on seamless healthcare transition from pediatric-based to adult-oriented health services.  They also work very closely with providers, schools, agencies, and organizations in their community to ensure that their patients are receiving the most appropriate services for successful transition outcomes for all of their long-term goals, not just health.  It also includes education, vocation, and community living.  JaxHATS has really created a great working model for a transition clinic; there’s more information on their website (http://jaxhats.ufl.edu/ ).
So, those are some of the contracts that give us the opportunity to engage our enrollees and their families in what we do.  We get to find out what’s important to them and what they think is working, what isn’t working, and what their recommendations are. 
We also have focused quite a bit on youth and young adult transition.  Back in 2000/2001, most of the meetings that took place about young adult transition didn’t include representation from health.  They were mostly education, vocational rehab, and other of those types of agencies. It was interesting because everyone agreed that health was an important component, but no one had thought about including us.  Well, we were welcomed to the table after we communicated that we wanted to partner and we’ve been working with other state agencies and organizations both statewide, here in Tallahassee, and on a community level.  
I serve as a CMS statewide Youth Transition Champion.  We’ve identified at least one CMS transition liaison in each of our 22 area offices.  Those liaisons are nurses or social workers who really have a passion to integrate healthcare into transition in their communities and school districts.  The FHPs, our Family Health Partners, often participate as well.  
Two years ago, our legislature passed a bill that resulted in the formation of the Interagency Services Committee for Youth and Young Adults with Disabilities.  That committee recently provided an annual report with transition recommendations to our Governor, the President of our Senate and the Speaker of our House of Representatives, and we’re awaiting feedback.
We have an Interagency Articulation Agreement in Florida to support the transition process of youth with disabilities that was signed by Secretaries and Commissioners of all the State of Florida departments who are involved with youth and young adults with disabilities, and that includes us.  This agreement identifies all the ways in which the agencies named in it will work together on specific transition issues and goals.  There is a template that was provided to each of our 67 school districts so communities could adapt it for their own use. 
I’m going to jump down. On the resources that HRTW has posted, you’ll see a lot of different forms and things that we’ve used.  But, one point I wanted to make is working with other agencies is rewarding but it’s also challenging.  For instance, there are multiple ways in which the populations that all of us serve are defined.  So, even though those populations may overlap, they’re not the same.  For example, we serve children and youth with special healthcare needs, while our Department of Education uses the Federal Department of Education definition for students with disabilities.  Initially, we needed to be sure that everyone understood that the population that each of us serves had a different definition, in the timeframe for how long we work with them, and the goals.  We also look at whether or not another agency or entity exists that will take over any of the services that have been provided to individuals when they age out from their current provider or services.  That not only helps us to understand each other’s mission and goals, but it also provides us a better perspective of what students and their families face as they navigate each agency or system.
I think one of the biggest benefits of collaboration for transition is that students and families see all of the different agencies and organizations talking and working together so they realize that transition services are about the individual and not a focus on a diagnosis or on functional ability.  It’s really a holistic approach that promotes a successful transition into all aspects of adult life. I’ve provided the resources and the websites that I’ve talked about today, and you’re welcome to contact me if you have any questions.  Thank you.
Toni G. Wall:  Thank you, Susan.  That was also great.  You folks in Florida do an awful lot of work.  It’s very impressive. I’d like to open it up for questions for the next seven minutes.  I want to remind you to please unmute your phones; you need to toggle six twice.  Would you please announce the name or direct the question to a particular person? Thank you.
Maria Nardella:  This is Maria Nardella in Washington State, and I have a question for Debra--actually two.  I think I missed what you said, Debra, regarding typical kids, being able to compare to typical kids.  Was that within the National Survey of Children with Special Health Care Needs or were you speaking of another survey?
Debra Read:  Hi, Maria.  It’s nice to hear your voice.  You were asking specifically about the non-special healthcare needs group that’s available for comparison.
Maria Nardella:  Right.  Where did they come from?
Debra Read:  They actually are part of the same survey except they just sampled them separately from the regular administration of the Special Health Care Needs Survey.  The thing they share in common is that the non-special healthcare needs group got asked all the same questions that the special healthcare needs kids did.  So, we’re able to do an apples and apples comparison of their results.

Maria Nardella:  Can I ask my second question?

Debra Read:  Go ahead.

Maria Nardella:  You were making some comments about sorting by ethnicity or sorting by income or whatever.  Is that just on the national data or are we safe to do that on our state data, or are the numbers too little?
Debra Read:  This time you can do it with your state data for the transition outcomes specifically and for most of the other--all the outcomes and all of the indicators.  Some of the survey questions, the sample size is too small to sort that way by state.  I’ll give you an example.  In the whole sample, there were 395 children with special healthcare needs that reported to have Down Syndrome, so you only have state level ability to separate those out by race, ethnicity, age, etc.  So, weighted out, the population of about 10,000 or so children with special healthcare needs with Down Syndrome.  But, at the sample level, we can only divide them up into race, ethnicity, and those kinds of groups at the national level.  But, you can find out what proportion of the children with special healthcare needs in your state reported as Down Syndrome.

Maria Nardella:  Is there some way we can tell when we do the query that what we’re asking for is not significant or too small or--?

Debra Read:  --Well, in most cases, it will say that national estimates are only available.  You’ll get a message.  You can always send us an e-mail.  If you have other questions or you can’t find what you’re looking for, just send us an e-mail.  We do specialized things for people all the time.

Toni G. Wall:  Other questions?

Kathy Griffis-Bailey:  This is Kathy Griffis-Bailey in Texas, and I wanted to recheck with Debra again about that same data that she said would be available for children that do not have special healthcare needs.  Did you say that that was going to be in March, approximately, that it would be available through the website?

Debra Read:  Yes, that's correct.  We’re working on getting it all put together right now.  Actually, next week we’ll be able to view it on our staging site, so, it definitely will be there in March.  What I did send you as part of the resource materials--you’re the first group that has seen this nationally out there-- I sent you a table that shows the national special healthcare needs results compared to the national non-special healthcare needs results.  That’s one of the resource tables--materials I sent. What you’ll be able to do in March is pick the children with special healthcare needs in your state and compare them to that national group, but, you have the breaking news.  The materials are on the Healthy & Ready to Work website, and I sent it off to the facilitators.  I’m told that they posted all the resource materials there, and I’m sure they can direct you where to get it.  

Toni G. Wall:  --This is Toni.  Yes, all the materials are on our www.hrtw.org  website.  If you’re on that website and you go to HRTW-U--.and then, on your left hand side, there’s “Topical Calls.” Then you’re in materials.  Then, you should see Deb’s presentation is the first presentation.  It says PowerPoint.  It says D. Read.

Kathy Griffis-Bailey:  I do see the PowerPoint, but I just wasn’t sure of where that--is the table incorporated in the PowerPoint?

Debra Read:  No, there’s some resource materials.  I sent--I can’t remember if it’s, like, maybe four or five things to Theresa.

Theresa Glore:  Yes, it’s down there.  The table is an Excel document.

Toni G. Wall:  Well, it’s about a minute to four, at least on the East Coast it is.  I would really like to thank everybody who shared their time and expertise with us today.  It was very informative, and all of you took your time out from your busy schedules.
Beginning with this call, I just wanted to say something really important.  We’re going to continue our discussion using the Champions’ website.  It’s called Connecting Communities Discussion Forum.  For some of you who have already been on there, they’ve posted questions.  But, if you go--you can access it either at  www.championsinc--I-N-C--.org.  www.championsinc.org   We’ve posted a couple of questions of interest to continue our discussion of this topic today, or you can go on HRTW-U, the homepage, and go to Champions' website directly.  I think it would be interesting to just go ahead and continue on and chitchat back and forth, and I think for Diane’s perspective this would be really useful for something that’s created from their national center. By working together, we can continue to improve the policies and the services that support what we know is the ultimate outcome, transition to adulthood.  
As a reminder, just please go to the HRTW-U for supplemental materials.  There’s a wealth of materials from this particular topical call. I’d like to remind people that our next topical call will be in April, so please stay tuned.  
And one more thing, on our HRTW-U website, is our evaluation.  We really would love to hear from you about our topical call and our presentation and any other topics of interest for you.  I’d like to thank all of you.  Have a great weekend, and we’ll talk to you next time in April.  Bye-bye.
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