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Ms. Toni Wall:  Good afternoon, and for those listening from the Pacific Ocean, good morning.  Welcome to the third Healthy Ready To Work National Topical Conference Call that again is spanning five time zones.

Today's topic is “The Maternal Child Health Block Grant’s Health Indicator #8 and Tips For Reporting Transition Progress."  This one-hour call will feature speakers from the Maternal Child Health Bureau, the Healthy Ready To Work National Resource Center, and our friends and colleagues from Hawaii and Alabama.  

These individuals will give a very brief overview of their efforts and their tools.  A brief bio of each speaker is available on the HRTW-U link at our website.  I encourage you to visit the HRTW-U section of the website, www.hrtw.org, and please check out our materials under the "Toolkit" section.

I want to remind everyone that this call is being recorded.  A transcript of the call will be posted to our website at the end of the month.  I also want to let people know that, when you dialed into this conference, your phones were automatically put on mute.  This is different than our past phone calls.  Later,  when you have an opportunity to ask questions, you will need to unmute your phones, and you can do that by toggling six twice.

Our first topic is "Health Indicator #8: Finding Current SSI Figures."  I'm pleased to introduce Elizabeth McGuire.  Elizabeth is our project officer and the director of the Healthy and Ready To Work initiative.  She's a public health analyst at HRSA/MCHB Division of Services for Children with Special Health Needs, the Integrated Services Branch in Rockville, Maryland.  She will discuss resources for locating the SSI state figures as required for health indicator number eight.  Welcome, Elizabeth.

Ms. Elizabeth McGuire:  Thanks, Toni.  I'm glad so many of you could join the call.  We've had rave reviews so far about our first topical conference calls, and I think you'll find these resources helpful.  

I'm going to talk to you about SSI data resources.  There are several areas in the block grant report where progress of transition policies and activities can be captured.  As many of you know, every state reports on nine health system capacity indicators.  The eighth one refers to the percent of state SSI beneficiaries less than 16 years old receiving rehabilitative services from the state Children with Special Healthcare Needs program.

In review of the recent block grant reports, the Healthy & Ready To Work Center identified that many states are having difficulty finding the current SSI figures for their state.  HRTW has prepared a one-page web resource list entitled, "HRTW Handout: Where To Find Current SSI Data," which is part of today's topical call toolkit in the HRTW-U section of their website.  In the next few minutes I will share a few of these resources.

SSI statistics are available by state.  Each year, through an informal agreement with the Social Security Administration, the Healthy and Ready To Work Center is provided with SSI figures for each state in the spring.  Annually, the Center sends these data to state Title V CSHCN directors to assist in preparation for the block grant reports.  It's anticipated that the December 2006 SSI figures will be sent to you at the end of this month, so look for an e-mail from Kathy Blomquist or Toni Wall.

There are two Web resources where you can go to get your state's current data.  Please note that the December 2006 data is expected to be posted this month, April 2007.  The first Web source is the Healthy and Ready To Work website, which Toni mentioned, www.hrtw.org.  It includes SSI state-by-state data each year since 2002.  The Center provides free Web space to the Social Security Administration to get these figures up within months of when the end-year report is produced.

The second Web resource for SSI data is the Social Security Administration's website, which is www.ssa.gov.  Many of you receive by mail from the Social Security Administration the report card called, "Children Receiving SSI" each year, usually in June.  This report provides a detailed data count from previous years.

In the fall, this report is posted on the SSA website.  Tables in this report provide a snapshot of selected program and demographic characteristics of children who receive Supplemental Security Income.

Another interesting source from the SSA is SSI data by zip code.  This annual publication focuses on the Social Security beneficiary population at the zip code level.  It presents basic program data on the number and type of beneficiaries and the amount of benefits paid in each state, SSA field office and zip code.

To avoid disclosure of the reason for their Social Security eligibility of small groups and the amounts of benefits received, a controlled rounding procedure was used for the field office and zip code data.  So, data are not shown for zip codes with fewer than 15 beneficiaries.  This level of data could be helpful for program planning.  For example, are clinics and services located where SSI recipients reside?
The last source I'll mention to you definitely relates to our work and the ultimate outcome, transition to adulthood.  Do very young people on SSI become employed?  As you look at the outcomes of our Title V programs and services, did they make a difference?  Are young people on SSI joining the workforce?  

The Social Security Administration produces a report called, "SSI Disabled Recipients Who Work."  The most recent one is 2005.  It provides data on SSI blind and disabled recipients who work, those who retain eligibility for special cash benefits when their earnings exceed substantial gainful activity level, those who retain Medicaid eligibility when their earnings make them ineligible for cash payments, and those who participate under work incentive provisions. Some of the tables include data for under age 18 and also ages 18 to 21.  
We hope these Web resources will be helpful to you in preparing for the Block Grant report this year.  Our next speakers will focus on reporting on transition progress and performance measures, both national core and state ones.  Please feel free to e-mail or call me if I can be assistance to you. Thank you.

Ms. Toni Wall:  Thank you, Elizabeth. Our next topic is, "Reporting Transition Progress: What The Data Tell Us."  This section will provide an overview of the process of block grant reviews from 2005 to 2007 and trends in reporting of transition activities in the six national performance measures.

Our speaker is a member of our virtual HRTW team. Kathy Blomquist serves as a HRTW consultant, and is a lead for policy on Title V, care coordination, public and private partnerships, professional development and outcomes measurements.  She works and lives in Lexington, Kentucky.  

Kathy, as many of you know, has been part of the HRTW national effort since 1996, and was part of the CHOICES grant collaborative national project with Shriners Hospitals and Title V in the 1990s.  Thank you, Kathy.

Dr. Kathy Blomquist:  Thanks, Toni.  Hi, everyone, and thanks for participating on this call.  I'll talk a little bit about the trends in reporting transition accomplishments in the block grant reports.  

First, the process.  We reviewed the fiscal year 2005 block grant narratives.  We extracted statements related to transition and developed the list of variables to use.  We added a few items that we knew MCHB was interested in, but about 80 percent of the variables are things that states said they were doing. We organized the variables by six national performance measures.  

For details, please see our Healthy & Ready To Work tool called, "Implementing Transition: Variables To Report In the Block Grant."  All of the information I'm presenting, and much more, is in a document in the toolkit at HRTW-U called, "HRTW Policy Report: Block Grant Data and Trends."

We're pleased that progress is being reported.  The states were reporting much more transition activity in fiscal year 2007 compared to 2005, and there might be several reasons for this.  

First, the states really are doing more, and we believe that.  The states may have adjusted to the new reporting format for the six national performance measures started in 2005, and now they collect more information and report more.  The states have seen the variable list that we created and that we circulated at AMCHP, the grantee meetings and the Champion's meetings, and they've used that to give detail to their reports and their plans. Or in going through the reports, it's possible, of course, that I'm finding more information and entering more data.

We found that previous grant funding is sustaining effort and progress.  States that had CHOICES activities between 1994 and 1999 and Healthy and Ready To Work grants in the late 1990s through 2005 report more transition activity now.  

There's also great potential for increased transition focus.  The D-70 State Integrated Services grants mandate a focus on several of the national performance measures, and many states have chosen to focus on transition.  All the D-70 grants are mandated to have a youth advisory council.  

Many states have, or will be receiving, Family-to-Family Health Information Center grants, which are also mandated to focus on the national performance measures and, therefore, transition.  Transition focus is encouraged in the medical home grants.  

We also found issues that impact states' implementation progress.  Often mentioned is the difficulty of programming to meet the needs of children with special needs and their families with limited and declining resources.  Hiring freezes limit staff for programming, and retirement of program nurses is a real concern.  Access to care issues are often mentioned, such as Medicaid and S-CHIP requiring cost sharing and/or the eligibility is limited to more severe poverty levels.

Citizenship requirements and issues related to undocumented immigrants affect agencies' abilities to provide services.  States report reorganization of Maternal and Child Health and Children with Youth with Special Needs departments.  In some cases, program staff has been cut dramatically, and the focus is changing from direct services to contracting, referral, and payment; inter-agency collaboration; and infrastructure building, which requires new skills and energy.

In the three years we've been reviewing the block grants, 22 states have had changes in their special needs directors.  This type of turnover has potential to create havoc with the continuity of programming and institutional memory, but it also has potential to introduce new ideas and new collaborations for the states.

Now let's look at some of the details of the block grant reviews for the 59 states, territories and jurisdictions.  First, the 2005 needs assessment.  Transition was a priority for 22 states in 2005 compared with only six states in 2000.  Thirty-seven states discussed healthcare transition as an issue and, in nine states, youth were involved in the needs assessment process.  

Performance measure one is screening.  For screening focusing on transition starting at 12 or older, usually, 14 to 16, the number of states increased from 17 to 26.  And for more comprehensive screening of all children with special needs served, the number of states increased from three to five.  We recommend starting early with screening.

Performance measure two is family and youth involvement.  For family members on staff or contract, the number of states increased from 36 to 44.  For family advisory councils, states increased from 24 to 30.  The number of states with youth advisory councils increased from four to 15, with 11 more states planning youth advisory councils.  

For youth involved in conference presentations, the number of states increased from 14 to 19, with seven more planning.  Only one state has a young adult staff member, and that's Alabama, who offers youth perspective and coordinates youth activities, and no states say they are planning to hire a young adult.  

The number of states reporting cultural competence activities increased from 26 to 55, and for cultural competence expectations in contracts, the number of states increased from one to six, with three more planning.  But, no states are discussing cultural competence in transition.  

Performance measure three is medical homes.  The number of states working on state pediatric associations increased from 36 to 47.  For working with family practice, internal medicine or state medical associations, the number of states increased from five to 21, with six more planning.  

For working with local adult-focused physicians, the number of states increased from three to 18, with six more planning.  And the states reporting speaker's bureaus or creating DVDs or Web-based trainings for healthcare professionals increased from one to 23, with one more planning.

Performance measure four is health insurance.  For looking at transition issues with insurance providers, the number of states increased from 10 to 23, with nine more planning this.  The number of states that have developed or distributed primers or fact sheets on insurance for children with special needs, some of which have transition issues, increased from eight to 13.  

For helping physicians with reimbursement issues, the number of states increased from two to nine, with seven more saying they're planning to do this.  And in 2007 we found that five states pay COBRA or insurance premiums or copays for children with special needs.

Performance measure five is coordinated systems of care.  The number of states reporting state or regional collaboratives related to transition increased from 37 to all 59 states.  This is often involved with Departments of Education.  States reporting Governor's Task Forces including adolescence or transition focus increased from six to 13.  

States working with Youth Leadership Forums increased from five to eight.  States which mention transition on their website has increased from six in 2002 to 14 in 2005 to 21 in 2007.  

Performance measure six is transition to adulthood.  The number of states reporting a dedicated transition coordinator, usually a part of an FTE, increased from 10 to 17.  However, a couple of states lost transition coordinators in this time.  

States with transition planning for staff increased from 32 to 46.  And for formal transition planning for youth, the number of states increased from 16 to 34, with 11 more states planning a more formal transition planning process.  

The number of states with transition expectations in contracts with providers increased from eight to 13, with seven states stating they're planning to do this.  For transition activities including quality assurance, the number of states increased from nine to 14.  

But, it's still disappointing to see the expectations that states have for the percent of youth that they will prepare for transition by 2010.  Only 17 states say they'll prepare 20 percent or more of the youth for transition.

Lastly, let's look at the states reporting using the MCHB national resource centers.  No states reported using the screening national centers. We know these are newborn-focused for blood screening and hearing, but the states could include long-term follow-up screening and prevention of secondary conditions.  

The number of states reporting using Family Voices rose from one planning in 2005 to 24 using in 2007.  For the National Center on Cultural Competence, the number of states rose from one to 11, with four more saying that they're planning to use that national center.  For medical home, the number of states rose from eight to 29, and the states mentioned the medical home training and the NICHQ Medical Home Learning Collaborative.  

The Catalyst Center for Insurance was funded in 2006 and, in 2007, five states reported using the catalyst center.  For coordinated care, Champions for Progress was mentioned by one state in 2005 and by 29 states in 2007, and many mentioned the Snowbird and D.C. meetings and the incentive grants that Champions offered.

For Healthy and Ready To Work, four states mentioned it in 2005 and 12 in 2007.  We know states are not documenting the TA received from HRTW, and we presume the same is true for other centers.  And we encourage states to document the TA that you've obtained, the TA you desire, and the ways that your state might provide technical assistance to others.  

Those are the highlights of our block grant reviews.  Thank you all, and back to you, Toni.

Ms. Toni Wall:  Thank you so much, Kathy, for all the information that you gave to us.  It was great to hear that the states are doing a lot of great work in many of the areas of block grants.

In addition to reporting transition progress via the national performance measures, 22 states have elected to identify transition as a priority from their needs assessment.  Our colleagues from Honolulu will discuss their tool for reporting progress using a transition checklist.  They will share information about the development of the transition checklist and discuss how that transition checklist may be used.

Our speakers today from Hawaii are Patricia Heu and Leolinda Parlin.  Pat is the Chief of Children with Special Health Needs Branch of the Hawaii Department of Health, and the co-PI of Hawaii's MCH-funded D-70 state implementation grant for integrated community systems.  Leolinda Parlin, is a co-PI of the D-70 grant, and she's also the state coordinator of Family Voices of Hawaii. Leolinda and Patricia?

Dr. Pat Heu:  Thanks, Toni.  The transition to adult life was identified as one of Hawaii's Title V state priority areas.  We took this approach in developing a state performance measure.  

-We needed a measure that was quantitative.  Other than the national survey of children with special health care needs, we had no ready data source on the proportion of youth with special health care needs transitioning to adult life.  

-Thanks to the MCH Bureau, we had one of the state implementation grants that we call the Hilopa'a Project.  Based on our Title V needs assessment, we had different transition-related activities that focused on different groups ranging from workshops for families to resource information for community programs to working with health plans and providers.  Using a logic model, these activities, individually and together, would impact the transition of youth to adult life.  

-We realized that, while we could not measure the long-term impact on an individual level, we could measure the intermediate steps.  

We followed an example of the MCH Bureau for their transition measure for the state implementation grants, in which the scoring was based on the status of scheduled activities, and we did modify it to include sustainability.  

And so, for our Hawaii checklist, we developed a list of significant activities with a scoring system from zero to four for activities that have not begun, have just begun, are progressing, are well established, or are sustained.  

Leolinda will now describe the activities that we have in our checklist.

Ms. LeoLinda Parlin:  Aloha.  As Pat has mentioned earlier, it was very difficult for us to be able to think about measuring an outcome at that transition age of a child--of a youth's life but, really, what were the preliminary steps.  Our mentor, Josie Woll, has always told us that this is a journey, it's not an event.  So, what we did was really plot out the activities that would speak to strengthening the process, or the journey that our families of children with special healthcare needs would go through to get them to the point where they could successfully transition their youth to adulthood.  The things that we looked at were those continuums.  

So, for example, one of the concerns that had come out of the family needs assessment for Title V was that families wanted access to information, but they had also wanted the people who worked with them, the professionals, to have access to information beyond their silos.  This prompted us to develop and enhance the Rainbow Book Resource Guide, which is an integration of programs servicing for our children and our youth as well as young adults with disabilities, and to provide training and orientation to our professional partners to be able to understand how to navigate the system so they can share with families how to assist them in navigating, also.  Our families are also encouraged and invited to participate in the training.  

We also came up with a transition workbook.  It's a planning guide for families, as well as a facilitation guide for providers and program agencies to sit with families to talk through the process.  Again, the focus is that families shouldn't realize when their child is 19 years old that, "Oh, my goodness, I need to begin the transition," that this is something that takes time to do, and it's something we should be talking about frequently and early.  

The talk story workbook really is meant to be a facilitation tool to identify the issues and develop through a critical path methodology how families can create a work plan for themselves on how to address and tackle those issues over a period of time to take the pressure off.  As you know, some of these decisions related to guardianship, employment, living situation, are things that should not be done overnight and in a vacuum.  

Now, related to that is putting it all together.  We’re also providing opportunities to take it to the next step by providing training with our pediatric residents and our family practice residents so that they're grounded in the issues surrounding transition and how, as medical homes, they can support families through the transition process, as well as working with our community providers and our health plans and their Medicaid agency on working together to develop some protocols and service models for transitioning youth.  

So, giving access and information to families and their community partners and really working on protocols that would work here locally for our state has been the thrust of our transition activities that we'll be reporting in our Title V block grant.

Ms. Toni Wall:  Thank you, Pat and Leolinda.  That was great.  I'd like to look at the workbook that you two have developed, because I'm thinking of other areas that I can use that in, and would like to have the opportunity to look at it. Thank you again. 

Our next speakers are from Alabama in Children's Rehabilitation Service of the Alabama Department of Rehabilitation Services in Montgomery, Alabama.  They will share how they developed Form 13-A.  If you recall, 13 is the family form that we all fill out.  Alabama developed 13-A around youth.  They'll discuss the rationale and development of the modified form and how the state uses it.  

By the way, I'd like to say that they were the first state in the country to submit this as an attachment to last year's block grant.  I really would encourage other states to consider doing the same thing.

Our speakers are Julie Preskitt, who is the Special Programs Coordinator; Kim McLaughlin, who is the Hemophilia Coordinator, and Susan Colburn, who is the state Parent Consultant and the State Coordinator, Family Voices of Alabama.

Ms. Julie Preskitt:  We'd like to thank Healthy and Ready To Work for allowing us to spend a little time with you this afternoon and talk about our modified Form 13, and we'd like to thank our colleagues from around the nation for spending some time with us this Friday afternoon--or morning--as well.

I'm Julie Preskitt, and I'll spend a few minutes talking about how the actual form was developed, the rationale behind that, and how we think it's helped us improve our documentation of youth involvement.  I have with me the rest of the team, our parent consultant who coordinates all of our youth activities, and our person who's responsible for transition activities to respond to any questions that might come up.

Several years back in Alabama, we realized that form 13 wasn't very objective as we were getting data about our family involvement.  We felt it was subjective for how you would score yourself, a one, a two or a three.  So, we began looking for tools that could provide us a little more structure in getting a more accurate assessment of our family involvement.

What we came across was a tool that the University of Wisconsin had developed pertaining to then continuous performance measure number 14.  This was developed in the year 2001, and we felt like this would be something that we could use in our state to provide some more objective measures of that performance and how well we included our families.  

So, using this form has become commonplace in our state for describing family involvement, and it was a common part of our block grant process, the lead-up and the evaluation for it.  But, we never had really moved into looking at youth involvement with that same rigorous level of assessment.  

So, last year as we were preparing for the block grant and beginning to plan the writing of that document, a few people sitting around the table one afternoon said, "Gosh, have we ever thought about looking at how we involve our youth in the same way that we look at how we involve our families?"  

So, with that simple idea, a new project was born. We went back to our resource, which was the tool from the University of Wisconsin, and began to look at each of those six questions that we're asked to answer about families in the block grant for Form 13, and how we might then modify it to better document youth involvement.  

Once we did that, it was quite easy to actually take the same tool that we used for our families and  to add the information that pertained specifically to youth.  So, for example, the first area that we're asked to talk about family involvement in the block grant, item number one, is about youth participating on advisory committees or task forces, are offered training, mentoring,and payment for their time and travel when appropriate.  

So, basically, we looked at our list of advisory committees and task forces that were a part of our daily and quarterly efforts here at Children’s Rehabilitation Service, Alabama’s Children with Special Healthcare Needs Program, and applied those same questions to youth involvement.  

So, we moved along through all six of those areas that we’re asked to respond to about family involvement.  We moved into assessing youth involvement.  That was actually the development of the form and the rationale behind it.  In summary, that allowed us a way to more objectively measure our youth involvement in the program and policy development in our agency.  

In terms of what this has done for us, we're here once again looking at how we have moved forward this year, and looking at using the tool not only to assess what we did last year, but to plan for progress in the future.  I think that's the biggest thing.  When we sat around the table talking about this tool and what has it given us we agreed that it provides us a structure for planning;  you can look at where you've been, and also help yourself plan for where we want to be.  

It also has clearly highlighted to us, just as we've seen with our family involvement, how important it is to have a person, a paid youth, be that part-time, full-time or directly hired or through a contract with another agency, however it works best in your state, how important it is to have that person on staff who can be a part of these daily activities and understanding the process--being present for the meetings.  Of course, we know that's certainly a challenge with finding young folks who can be available in the 8:00 to 5:00 world.  We feel like one of the things that's been so helpful for us is not only assessing the progress in an objective manner, but definitely the planning for the future, adding that structure.

I would like to spend just a few minutes in speaking about how this form could perhaps be adopted in other states. If you go to the website for the conference call, you'll see that there's a blank form.  Each state could use it to look at the activities within their Title V CSHCN program and be able to adapt it for what happens on a daily basis.  It's quite user friendly.  We found it very easy to adapt what we use for families and to turn that right into a form for youth.  We went from family to youth but, if you're a state that really isn't assessing your family involvement this way, you could also go the reverse because it does apply to both populations.  

It is a matter of bringing the form into your state and having the folks that sit around your table from your state agency, but also the family representatives that work with you, and the youth representatives, to make sure that we're including the advisory committees and task forces, and there's some agreement.  

I guess that's probably the final point that we'd talk about.  When it comes to actually using the tool, we did not want someone who was on the program side completing it based on what we think we do.  What we've tried to do is meet with our established youth advisory committee and both our state and local parent advisory committees to discuss the activities for the previous year and the plans for the future.  

We've played with different ways to actually use Form 13 and, in the past, we've had members of our advisory committees complete the form, and then we would tally it here at the state level.  We've also had our paid youth consultant and/or our paid state parent consultant use the form based on input that was gathered more from a local level.  

We update the form each year.  We haven't quite found exactly the right method of getting feedback because we always want to see is there a little bit better way to do it.  

I think any way that works best for a state to get the feedback, whether that be through an established advisory committee or through a paid consultant, is fine.  The bottom line is making sure that the form is designed to truly measure your youth and/or family involvement.  It's intended that you get feedback from them as well on how well your program actually does the things that you're planning for.

Ms. Toni Wall:  Thank you very much, Julie and Kim and Susan.  And thank you to all the presenters that presented some really great information.  I personally have found that this has been very informative.  They provided both invaluable information in a lot of the tools to consider as we begin, or are in the process, of doing our MCH block grant.

At this point I'd like to open it up for questions to those of you who are listening.  Remember to umute your phones by toggling six twice.  Please state your name and who you are directing the question to.  So, I'm opening it up to questions for all of you.

Mr. John Hurley:  This is John Hurley from Minnesota.  I have a question of Julie.

Ms. Julie Preskitt:  Okay.  Hi, John, how are you?

Mr. John Hurley:  I'm fine, thank you.

I'd like to ask you about how you recruited youth into the program.  If you addressed that, I'm sorry because, to be blunt about it, I was printing out the material, and your voice was very soft on my phone.

Ms. Julie Preskitt:  Oh, okay, it must be that southern accent.  Sorry.  

The question was how we went about recruiting youth involvement.  We've had an ongoing effort to have youth be involved in our program for many years.  We have had actually a staff member in the past, Linda Graham, who co-authored with one of our hosts here, Kathy Blomquist, as well as our youth consultant, Jennifer Thomas, a book chapter.  

So, we had some people who were dedicated to bringing youth into the program.  Do you guys--how long was that--I'm a little bit newer to this program.  I've been here four years.  How long have we had the youth advisory committee?  Five to six years.  In terms of youth consultant, it's just a standard process of going about hiring someone.  

The youth advisory committee is actually made up of young people who participated and graduated from our governor's youth leadership forums, an effort that our governor has had established for many years.  Basically, the young people go through this program.  It happens during the summer, and they come together for a week-long training opportunity.  I think all states have YLFs, so try to recruit from there.  
(Editors Note:  for more information on Youth Leadership Forums, see http://www.nylf.org/ and http://www.dol.gov/odep/programs/youth.htm for the state programs or “google” Youth Leadership Forums to find many of the state websites)
If an interested youth would like to participate but has not been through what we call YLF, the Youth Leadership Forum, as long as they've had some other leadership training, have them become a part of our youth advisory committee.  We do offer stipends for their participation, and we offer trainings for them, as well.  
Ms. Kathy Cahill:  This is Kathy Cahill from New Hampshire.  Do any of the states who are on the line provide leadership training programs?

Ms. Kathy Griffiths-Bailey:  This is Kathy in Texas.  We have several youth leadership and youth advocacy training projects that are located around the state and funded through our Texas Council for Developmental Disabilities. They are tangentially related to us, but not directed by us.

Ms. Toni Wall:  This is Toni.  I have a question for Julie.  Julie, I love the form--your Form 13-A, and I'm just curious.  Did you have to get it approved by anybody in order to put it in the block grant, or did you folks just insert it?

Ms. Julie Preskitt:  Well, actually, Toni, we really didn't ask permission.  We thought that we might ask forgiveness if there was a problem. But in Alabama, we had always attached this scored form for family involvement to the block grant narrative. As I said, Form 13 is just very short and there's no objective criteria.  So, we always attach the scored form of our checklist for family involvement, usually to the narrative for National Performance Measure #2.  We used the same rationale, no one had thought that was a problem before, so we did the same for the youth involvement checklist and attached it to the narrative for National Performance Measure #6.

Ms. Kathy Cahill:  May I ask if the Form 13 is something that's widely used?  I know we use a form in New Hampshire.  I don't have it in front of me.

Ms. Toni Wall:  Form 13 is part of the block grant; that's the family involvement form that needs to be filled out. That's the one that you answer questions on a basis of zero to three, for a final score of 18 points if you feel like your family involvement is high. This new form (13A) is for youth involvement.  Alabama created their own.  

Ms. Julie Preskitt:  This particular tool that you're now looking at is what we used this year with youth.  We were always using a tool like that as an attachment to the block grant to give us more objective measurements for our family involvement.  

So, at this point, MCHB has not added anything as a requirement in the block grant where you separately look at youth involvement.  Maybe they will.  But, at this point they don't, so there really was no requirement to document youth involvement.  We took a requirement for family involvement and just applied it to youth.

Ms. Kathy Cahill:  Thank you.

Mr. Scott Snyder:  This is Scott Snyder.  I'm sorry I didn't chime in at the beginning of the conference call, but I was caught in a traffic jam on I-270 and I needed to keep my hands busy.

Ms. Toni Wall:  That's a good thing, Scott.

Mr. Scott Snyder:  But anyway, my name again is Scott Snyder.  I work with the Maternal Child Health Bureau.  I work over in the Division of State and Community Health.  One of the things that we do is administer the Title V MCH Services block grant.  

And there were a couple quick things I wanted to say, first regarding that question on the forms.  Form 13 is one that's always going to be there and one that always needs to be filled out.  But, as our friends in Alabama stated there's nothing wrong with putting in that attachment that makes it a better description of how you came up with numbers or whatever.  

But, not only that, remember too that, when you're working on your block grant every year and you're doing your needs assessment, you're always able to come up with your own state performance measures, and this could be an example of one where you could actually write a specific state performance measure specific to your state regarding youth involvement. 

And then, the second thing I quickly wanted to say is that I've been a project officer for Region Four Title V states.  I'm also the program officer for the state systems development initiative, and right now just about all the states and territories have an SSDI grant with us.  They are the data folks involved with the block grant.  So, if you haven't already, you might want to build a good working relationship with the project director for the SSDI grant in your state.  If you're not sure who your SSDI Director is, email Elizabeth McGuire (EMcGuire@hrsa.gov) and then she can forward it to me, and I'll get you the person's name.  Anyway, thanks for letting me tune in.

Ms. Toni Wall:  Thanks, Scott, for that.

This is Toni.  And Kathy, I have a question for you with the information that you reported.  Did the states that mentioned using the national centers mention it under each one of the different performance measures and how they accessed and used those national centers?  

Dr. Kathy Blomquist:  In many cases the states mentioned using the MCHB national centers in their description of what they were doing for each of the six performance measures.  At the end there's a section where it asks for the kind of TA that you would like.  It's sometimes mentioned there.  Other times it would just be integrated into part of the narrative earlier on. But, it's really helpful when it's put actually right in the description of the national performance measures.

Ms. Toni Wall:  We actually have about another five or 10 minutes actually for questions, so please don't feel shy.

Ms. Kathy Cahill:  Well, I have a question.  This is Kathy Cahill.  When did the MCHB national centers all get set up?  Were they all set up at the same time?

Ms. Toni Wall:  No, they've come in at different times, and there have been different funding cycles.  Like, we had the Healthy and Ready To Work National Center starting at 2002 and last year the HRTW National Resource Center started.  The Catalyst Center for Insurance was funded last year.  Family Voices has been a national center for--I think this is their second funding cycle.

Ms. Toni Wall:  We do encourage you to use them.  They're wonderful resources.  And in your toolkit there is a list of all the national centers and all of the grants, the D-70 grants and some of the other grants, and the states that they are in so that, hopefully, you can start coordinating with some of the grant projects that are going on in your states.  And you can use the national centers, too, because they're more than willing to help in their area of expertise.

Ms. Elizabeth McGuire:  And they've already got the funding to help you.

Ms. Toni Wall:  One of the things I think we would like you to push a little bit is to get the national centers for newborn screening to think a little more broadly in ways that they can help you do screening and screening for secondary disabilities and that kind of thing later on.

Ms. Elizabeth McGuire:  And to really think about transition--That transition starts at birth.  It's not something that starts when they're 14 or 15. 

Ms. Toni Wall:  If I don't hear any more questions coming about or any more conversations, I guess it's an opportunity for us to go and work on our block grants and really use the information that we learned today.  

I'm really encouraged by both Alabama and Hawaii, how they've incorporated youth in throughout their performance measures.  I'm encouraged that Alabama has really taken the initiative to develop Form 13-A, and I'd like to step up to the plate and say that I think that I'll be one to use it this year with my youth advisory committee, and really look at how I've used the National Centers and make sure that I incorporate that into my performance measures because that, I must admit, is something that I don't normally do, although I usually use them.  I don't make note of it in the narrative section of the block grant.  But, I will now.  

I hope that, for those of you who live in Massachusetts or Maine, you enjoy your extra day off on Monday, because we all celebrate Patriot's Day here and we have our extra holiday.  For those of you who have a shorter weekend, I hope you enjoy your weekend, and it's sunny and bright and warm wherever you are.  Please send some of your sunshine north to Maine, because we're just about sick of having winter.  

And our next conference call will be in June.  If you have any ideas of what you would like that topical call to be on, please e-mail me at toniwall@hrtw.org. 
Again, check out the audio and transcript of this topical call.  In about a month they will be up on our website.  I thank all of you for taking an hour out of your day and sharing it with us.  And again, I hope you have a wonderful weekend. 
Good-bye!
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