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Theresa Glore:  For resources and information about our speakers, please go to www.hrtw.org  and click on the link to the HRTW-U Homepage.  Resource materials and an agenda, which includes speaker bios, can be accessed from the HRTW-U Homepage by clicking on the link to today’s call.  

We encourage you to look at the materials page and pull up “Sorting Pieces of the Puzzle for the MCH Title V Needs Assessment: A Toolkit for State Children and Youth with Special Healthcare Needs Programs & Youth Advisory Councils” which we will be discussing today.

While you’re on the HRTW-U Materials page for this topical call, please note that the evaluation is now online.  We encourage you to fill this out after the call, either online or in a Word document that you can e-mail to us.  

Please remember that, to mute your phone or to unmute it, you hit star-six.  Thanks.

We are having technical problems for the HRTW topical call.  We should begin in about three minutes.  Thank you for your patience as we work to resolve the issue.

Kathy Blomquist:  Sorry about our technical difficulties.  We’re very happy that you’re all here.  Toni Wall, the Director of the Healthy & Ready to Work National Resource Center and Maine’s Title V Children with Special Needs Program, is relaxing in the Florida Keys on a much appreciated vacation.  
I’m Kathy Blomquist on the staff of the Healthy & Ready to Work National Resource Center.  I’ve worked on HRTW projects for years in Kentucky, and with the National CHOICES Title V Collaborative Project with Shriners Hospitals for Children.  
I’m delighted to welcome you to today’s call, called “Engaging Youth and Other Consumers in the Maternal and Child Health 5-year Needs Assessment”.  I also welcome you from Lynda Honberg, our MCHB Project Officer.  
On this call with me are Mallory Cyr and Theresa Glore.  Mal is the Youth Coordinator for both the Healthy & Ready to Work National Resource Center and Maine’s Integrated Services Grant.  Theresa is a consultant with the HRTW Center, with years of experience in public health and needs assessments in a variety of settings.  
I encourage you to visit the HRTW Website, as it includes links to the materials we are discussing.  See especially “Sorting Pieces of the Puzzle of the MCH Title V Needs Assessment: A Toolkit for State Children Special Needs Program & Youth Advisory Councils”.  You will also find Websites that relate to needs assessments, data sources, and public health infrastructure development.  
We ask you to complete an evaluation for this call.  The link can be found at HRTW-U.  

We are now offering nursing continuing education contact hours through the University of Kentucky College of Nursing.  Please go to the HRTW Website for further information about how to obtain these if you are a nurse.  We hope to offer continuing education credits for social workers starting with our next call, which is planned for May. 

Today, Mal, Theresa, and I will have a conversation for about 35 minutes, and then open it up for questions and discussion with you.  Our focus is on the needs assessment process, engaging youth in the process to build their skills in using data and setting priorities, assessing transition outcomes of youth through all six of the national performance measures, and offering resources for your needs assessments.  
First, Theresa, would you help us review the MCH 5-year needs assessment, please?

Theresa Glore:  Thanks, Kathy.  This year, as state Title V programs prepare the 2010 Maternal and Child Health Block Grant application, they also will conduct a comprehensive needs assessment.  

The needs assessment will assess impact of the Title V program and identify priorities and programs for the next five-year period.  It is important to remember that the most valuable feedback and insights lie in the consumers who use the services: families and youth.  The needs assessment process is described in a primer on the Website, along with a variety of resources that will help you.  
Let’s begin by briefly discussing the Block Grant.  The MCH Block Grant Program is designed to develop effective partnerships through which federal funds address community needs and support community goals.  Through Block Grants, community learning and achievement can be reported to and disseminated by the federal healthcare agencies.  
The MCH Block Grant Program also advances state partnerships with other states, state and local agencies, and between organizations and the individuals and families in youth-based programs.  
In addition to satisfying Block Grant requirements, the assessment process is a core function of public, setting the stage for policy development and programming.  The process incorporates many of the 10 Essential Services of Public Health (see
http://www.cdc.gov/od/ocphp/nphpsp/essentialphservices.htm)  , including monitoring health status, diagnosing and investigating health problems, mobilizing community partnerships, and informing and empowering families, youth, and other stakeholders about important health issues.  In assessing needs, the Title V Program also is carrying out its assurance function as health systems availability, access, and quality are assessed.  
The Needs Assessment focuses on the entire state MCH Program.  A sub-section describes how well children and youth with special healthcare needs and their families are faring, how well services are meeting family and youth needs, and where gaps in services exist.  

The definition developed by the Federal Maternal and Child Health Bureau of Children and Youth with Special Healthcare Needs is “… those children and youth who have, or are at increased risk, for a chronic physical, developmental, behavioral, or emotional condition, and who also require health and related services of a type or amount beyond that required by children and youth generally”.
In keeping with this definition, plan to assess the needs of all children and youth with special healthcare needs.  Do not limit your focus to just those enrolled in the State Title V Program.  Look for disparities in access to care and use of health services among children and youth with special healthcare needs who are racial and ethnic minorities, from specific geographic areas, and other special populations.  Identifying and understanding disparities is fundamental to developing solutions and improving the health status of all populations.  
A study commissioned by HRSA-MCHB of processes used by Title V agencies in the 2005 needs assessment identified skilled and dedicated staff members, strong partnerships, and access to and utilization of data as key elements of the process.  Challenges and lessons learned include: (1) setting priorities is useful only to the extent that they are translated into benchmarks and tracked over time; (2) consultants can be useful, but they should not replace Title V staff involvement in the process.  And, (3) your stakeholders are often the best support for needed resources and services, so they need data in a clear and useful format.   The link to that report is in the Resource list on the Website 
(http://www.mchtaproject.com/Resource_Page.htm). 
Mal, why is it important that young people with special healthcare needs are actively involved in the needs assessment process?

Mallory Cyr:  Well, Theresa, they are the recipients of the services and know what works and what doesn’t work for them.  They can give valuable interpretation of the data they analyze and discuss.  And plus, youth need to be valued as equal partners.  They need the information to do the job you want them to do, and that is what we hope to help our listeners with today.  
Just like adults, youth have a lot going on in their lives, and their time is valuable.  They want to get things accomplished.  They want to be respected and appreciated.  They want to make a difference in the world they live in and the systems they’re involved in.  
So, what can we do to engage youth successfully?  Well, when asking for feedback, listen to the answers.  Follow up and let them know how the information was used.  Provide a financial incentive, or some sort of honorarium.  Schedule meetings and events to when youth can actually attend, like on weekends or after school.  It’s not easy for youth to catch up when missing a day, and some youth really do want to do it all.  
Make things social.  Provide time for them to interact with each other.  And most of all, don’t tokenize.  Having youth is not enough.  Bring them to the table and make their voices heard.  
However, there are some things to keep in mind.  When involving youth, transportation might be an issue.  Be prepared to reimburse for mileage or find ways to get the youth together.  Many youth will also need a support person to be involved.  How do you handle this?  Also, scheduling events so that youth can be involved may mean you have to work on a Saturday, too.
And also, not everyone is a born leader.  Within the groups of youth, we need to know how to nurture leadership skills and value what everybody has to offer.  
So, after all of that, is it really worth it to involved youth?  Absolutely.  Involving youth builds sustainability.  After all, they are the next generation of leaders and consumers.  Have you ever thought about what you can learn from them?  They have a right to be involved in their decision-making that will impact their lives.  And providing leadership experience and opportunities could open even more doors in the future for both the youth and for you.
Kathy Blomquist:  Thank you very much, Mal. 
So, what might you, as a needs assessment coordinator or a young person in your state, look for and look at to get a sense of how youth in your state are doing?  Lots of data are available.  
Look to recent needs assessments or surveys conducted by public and private organizations serving youth in your state, such as the Department of Education, Workforce Development, or Vocational Rehabilitation.  Look also at statistics from your state Medicaid Agency on children and youth receiving Medicaid and SCHIP.  
Use your state’s results from the National Survey of Children with Special Healthcare Needs and the National Survey of Children’s Health to determine areas of concern that might further focus your needs assessment.  National and state results from both of these surveys are on the Website of the Data Resource Center for Children and Adolescent Health at www.cshcndata.org .    
You might want to look at differences in results for racial, ethnic, socio-economic backgrounds and geographic regions, or urban/rural disparities that might guide further investigation.  
Look at the Behavioral Risk Factor Surveillance System, especially for the 18 to 24-year-old age group (BFFSS http://www.cdc.gov/brfss).  You can look at the Youth Risk Behavior Survey of high school students (YRBS, http://www.cdc.gov/HealthyYouth/yrbs/index.htm) and Kids Count (http://www.kidscount.org/datacenter/databook.jsp ) for data on health of young people in your state compared with other states.  These data can give you clues for screening programs.  
Birth register and census data can be useful in pointing out conditions and disparities to be further investigated.  Look at data from the Social Security Administration, such as the percent of state SSI beneficiaries less than 16 years old that are receiving rehab services from your state Special Needs Program.  You report that every year in your Block Grant.  SSI data are also available for the 16 to 24-year-old age group. Who are the young people in your state who are receiving SSI, and how can you create programs with them to improve their health and promote positive transition?  Links to the Social Security Resources are on HRTW-U.  
Work with your State Systems Development Initiative.  Each state has an SSDI Grant, and these folks can be very helpful in data gathering, pointing you in the right direction for information, and for data analysis.  Many SSDI staff are epidemiologists, and CSHCN staff can find partnering with them to very helpful.  Scott Synder at HRSA can help you find your SSDI director if you don’t already know him or her.  Scott’s e-mail is ssnyder, s-s-n-y-d-e-r @hrsa.gov.  
See the "Data To Know" section under HRTW-U for other sources of data on youth and young adults.  These are data that are readily available for your needs assessment.  These quantitative data can help you target your efforts and focus your areas of concern, such as specific conditions or racial, ethnic, or geographic or socio-economic disparity.  
Now, let’s talk a little about qualitative data.  Participation of community members gives you qualitative data and context for determining and describing problems and challenges that you find in the quantitative data.  Youth can be involved in developing, conducting, analyzing and interpreting this qualitative data.  
Surveys of health and social service providers and community members, focus groups, key informant interviews, and community forums are valuable tools for gathering information on the provision of and need for services.  The more deeply local communities can be involved in the needs assessment process, the more the information gathered will represent and reflect the real concerns of your statewide population.
In collecting and interpreting qualitative data, coordinate with regional and local stakeholders, including county and municipal health departments, and regional state health staff, Title V administrative and clinical staff, and your contractors.  Also, work with community-based school personnel, area development districts, area health education centers, and others that are community-based.  Their knowledge of their communities and their on-the-ground assistance can be invaluable in finding data sources and conducting focus groups, community forums, and surveys.  
Assure that input from families, key health service providers, and children and youth whose needs are the focus of this statewide effort.  Include family and youth advisory groups, and develop the abilities of the youth and families to find and interpret data about youth and transition and to do surveys and key informant interviews.  
Use the six National Performance Measures for children and youth with special needs to focus your needs assessment.  What is your state doing related to screening, family and youth involvement, medical home, insurance, and coordination of community resources?  Programming in these areas ultimately leads to successful transition of youth to adult healthcare with funding, higher education, employment, recreation, and independent living.
In the Tool Kit’s Module Six is a two-page Title V needs assessment tool that offers specific areas for inquiry and some examples of transition activities in each of the six performance measures that states have reported in their Block Grants during the last five years.  
If there is an interest in the impact of a specific health condition, the needs assessment may include a marker condition study focusing on the capacity of the state system to provide services to meet the needs and attain desired outcomes for a particular condition.  For example, you could focus on youth with cerebral palsy or spina bifida or cystic fibrosis or youth who are deaf, and look at how the state is doing screening, youth and family involvement in programming, medical home and insurance, and community resources, and then look at the transition outcomes of the system of care for that particular group.
Theresa and Mal, can you talk us through the Toolkit so we can see some concrete activities to use with youth and other consumers of the services in the needs assessment?
Mallory Cyr:  Sure, Kathy.  "Sorting Pieces of the Puzzle for the MCH Title V Needs Assessment" is a toolkit for state CYSHCN programs and youth advisory councils.  The HRTW toolkit provides six needs assessment modules for use by children and youth with special healthcare needs and families in assessing transition progress, needs, and opportunities.  
Each module includes detailed instructions, including process strategies for engaging youth participation and worksheets.  The modules can be used as standalone units or in conjunction with one or more of the other modules.  Several of the modules also include questionnaires that can be distributed to families and youth and service providers for their input onto the needs assessment.
Theresa Glore:  A well-developed research question is essential to the needs assessment process.  It will help to keep you focused during your data collection and analysis.  Four research questions, background information on healthcare transition, and a worksheet to bring it all together form the 
basis of the needs assessment toolkit.
As Mal said, each of the six modules is designed to be used individually or in conjunction with one or more of the other modules.  They can be used during needs assessment and at other times when the YAC wants to discuss a specific question about transition.  And with some minor tweaking in the language, they can be used with family members as well.
The first module focuses on the research question, "What does the National Survey of Children with Special Healthcare Needs tell us about the prevalence of youth with special healthcare needs in our state?" 
In this module, the YAC, or Youth Advisory Council, will use the computer to access national survey data and complete worksheets on prevalence by age and sex and race and ethnicity.  They can compare those national data with their state data.
They will also discuss cultural competence and the importance of understanding the culture of children and youth with special healthcare needs from racial and ethnic groups different from their own when conducting a needs assessment.  
The second module builds context for healthcare transition through the use of a group exercise about transition in general, looking especially at transition events for 12 to 17-year-olds, and then 18 to 25-year-olds.  A PowerPoint presentation and handout on healthcare transition are included.  
The third module focuses on the research question, "What does the National Survey of Children with Special Healthcare Needs tell us about how well youth with special healthcare needs in our state are preparing for the transition to adult healthcare?" 
This module begins with YAC members completing a self-assessment questionnaire rating their own progress and satisfaction in preparing for healthcare transition.  Findings from the questionnaire are compiled and compared to National Survey data and their own state’s data on transition, which the YAC retrieves from the National Survey Website and enters into a worksheet.
They then complete a worksheet of 10 questions, which is intended to assist them in analyzing their findings.  Module Three also includes self-assessment questionnaires for families to use in assessing how well their child is preparing for transition and their satisfaction with the process.
Mallory Cyr:  Module Four focuses on other indicators and the research question, "What do other indicators tell us about our health and wellness, especially in regards to our health risk behaviors?"  
For this module, youth access state findings from the Youth Risk Behavior Survey to assess health risk behaviors and their potential impact on successful transition to employment and independent living.  They also identify potential sources of information and/or counseling for youth with special healthcare needs with one or more of these health risk behaviors.
Among the risk behaviors discussed are alcohol and other drug use, smoking and smokeless tobacco use, sexual behavior, violence, and physical activity and obesity. 
Theresa Glore:  Module Five centers around the research question, "What are the services and support that currently exist that we could use to get information and assistance for our healthcare transition?"
The YAC members are asked to complete a transition planning worksheet in which they identify health issues and personal needs that could impact their transition.  They identify personal strengths and individuals in other resources that might help them to meet these needs.
Using information from their planning worksheets, working in a group, they fill in a worksheet, what we refer to as an Inventory of Existing Programs and Services, which offers support for healthcare and transition in areas such as finding an adult doctor, planning for a variety of emergencies, record-keeping, getting information about health insurance coverage once they reach 18 or are discontinued from their parents’ policy, help in developing a plan to manage their health while going to school and/or working, help in reaching education and employment goals, information about independent living, including assistive technology, and someone to talk to if they’re feeling depressed or overwhelmed. 
The YAC will use their responses to the inventory to answer questions like, "What are the strengths that our state has going for it with the existing level of services and supports?"  "How are these resources working together to support youth with special healthcare needs and their families?"  "Are there things that they are doing that are exceptional?"  "How accessible are these services to all youth with special healthcare needs and their families?"  "Are there cultural, language, payment, transportation, or other barriers?  If so, how could these barriers be removed?"  
A worksheet to assess cultural competence is included in this module to assist the YAC in rating the cultural competency of the services and support.  Other questions to be ask include, "What are gaps in services and support?"  And another question that they will discuss, which is very important in light of our existing budget shortfall, is whether there is an existing resource that could be used to fill the need without requiring additional resources such as money, staff, etc.  
The final module, number six, "Recommendations," is about pulling the findings together and setting priorities and benchmarks for the Title V Children and Youth with Special Healthcare Needs Program.  An assessment questionnaire is included that allows Title V staff to assess their performance and satisfaction against a series of transition variables that correspond to each of the six national performance measures.
The YAC will review information about the state assessment, transition-related findings from the HRTW Block Grant review for the period from FY 2005 through 2009, and a summary that gives specific examples of state activities promoting transition.  They will then engage in a brainstorming exercise, identifying ways that the Title V program can assist youth with special healthcare needs and also build capacity among their support networks, including, but not limited to, families, healthcare providers, schools, and other community resources. 
To determine the feasibility of their ideas, a worksheet is included in which they rate their suggestions against a set of criteria, which includes items, such as the extent to which a proposed activity addresses a need identified and substantiated through the needs assessment, is accessible, is culturally inclusive, leverages existing resources, and aligns with agency mission and purpose and other state goals.  
A sustainability worksheet is also included in this module.  It looks at issues such as affordability and funding, integration into other programs, endorsement by agency leadership, community buy-in, etc.  
From the brainstorming list, the YAC will select up to two activities for each target group, which are youth with special healthcare needs, families, healthcare providers, schools, and other community resources.  These activities, in turn, will be written as benchmarks or recommendations for the Block Grant Application.   
I’ll now turn it back over to you, Kathy.
Kathy Blomquist:  Thanks, Theresa and Mal.  Those are some wonderful materials, and we know that they help youth describe their experiences with the service system and how it might be improved.  
Now, you’ve done your needs assessments, set your priorities and benchmarks for the next five years, and written your report.  What next?  Share your summary results.  
When you’ve completed your needs assessment, develop a one-page summary of the Children and Youth with Special Healthcare Needs findings, and this will be included in a two- to four-page MCH program summary for your state.
Your summary will address the six National Performance measures and list your state’s priority needs.  You might describe the data which led to this determination of priority and the process by which the priorities were identified, describe partnership building and collaboration, and/or provide an update on the changes since the last Block Grant Application.  
Include a summary of your efforts to identify and document disparities and the measures taken to ensure representation of diverse populations reflecting the state’s whole children and youth with special needs--healthcare needs population.  Then, distribute this summary to everyone involved in the needs assessment process so they can see the results of their efforts.  Include especially the programs represented on your Leadership Team, including the providers, your family, and your Youth and Consumer Leadership groups.  
Distribute this summary to state government leaders, to healthcare providers of both pediatric and adult services, to state and community-based education leaders so they can use the information to enhance educational services for children--all children and youth.  And you can distribute it to community business leaders, who can use the information to prepare for young adults with disabilities who will be joining the workforce.  
Distribute the summary to adult service providers, and to young people everywhere, wherever they may be found, in schools, colleges, workplaces, recreation facilities, and youth leadership groups.  And be sure and post your summary on the Websites of the Health Department and your own programs.  
Lastly, of course, you'll want to evaluate the needs assessment process.  Engage the leadership team, including young people, and critically and honestly evaluating the process and suggesting ways for improving the next year's--the next 5-year needs assessment.  And be sure that your evaluation is included in the report that will be available to the next needs assessment coordinator so he or she can learn from your successes and your mistakes.  
Now, we'd like to open the discussion up to you across the country.  Do you have questions?  Or can you share your needs assessment process activities and your lessons learned with us?  Remember to hit star-six to un-mute your phone to speak, and we'd love to hear from you.
Kathy Cahill:  This is Kathy Cahill in New Hampshire.
Kathy Blomquist:  Hi, Kathy.
Kathy Cahill:  With Liz Collins. We were wondering how many states have Youth Advisory Councils that have more than two or three members?
Kathy Blomquist:  We know that 22 states have Youth Advisory Councils.  We don't know much about the members, although we have been trying to find out more about what the Youth Advisory Councils are doing and how they're constituted.  We do know that 22 states have Youth Advisory Councils, and several other states share Youth Advisory Councils with, like, the Governor's Task Force or another agency that has a Youth Advisory Council.
And we also know that some states are using youth as consultants.  They don't have official Youth Advisory Councils, but they are using youth as consultants on projects.
Kathy Cahill:  So, there may be youths who are part of another project in maternal child health?
Ms. Kathy Blomquist:  They may be with mental health.  They may be a Governor's Task Force, a Transition Task Force, something like that.  Other comments or questions?
Kathy Griffiths-Bailey:  Hi.  This is Kathy in Texas.  I'm having trouble finding the modules online, and I've been frantically going from here to there looking for the toolkit.  And I'm working from where the topical call materials are described.  But, I haven't gotten the right link, apparently.  
Kathy Blomquist:  Under "Materials," the first thing says "Evaluation," then it says "Topical Call Supplemental Resources and Links."  The first one there--are you with me?

Kathy Griffiths-Bailey:  Yes.
Kathy Blomquist:  The first one there is the Primer.
Kathy Griffiths-Bailey:  Right.
Kathy Blomquist:  And then, the second one is Sorting Pieces of the Puzzle.  Okay?
Kathy Griffiths-Bailey:  Okay.  Hang on.
Kathy Blomquist:  That’s where the modules are.
Kathy Griffiths-Bailey:  Okay.  I don't see Sorting Pieces of the Puzzle.
Theresa Glore:  You don't?  You might need to hit your refresh button.
Kathy Griffiths-Bailey:  All right.  I'll do that right now.
Theresa Glore:  Try that and see if it works. 
Kathy Griffiths-Bailey:  --It does not.  But, now--I'll tell you--I don't want to take up time.  If you could maybe send them to me--well, I don't know.  I'm coming from a link that starts with guest.cvent.com--.
Theresa Glore:  --Oh.  That may be the problem--.
Kathy Griffiths-Bailey:  Right.  So, if I go to--directly to HRTW without being with you guys, and then look for the topical call?  Maybe it'll be there?  
Theresa Glore:  And under HRTW-U, yeah.
Kathy Griffiths-Bailey:  Okay.  Under HRTW-U?  Oh, that's the one place I didn't look, because I've been to HRTW one time.  Okay.  There--Engaging Youth. 
Kathy Blomquist:  Is anyone else having trouble finding the module?  And have you had a chance to look at them?  And do you have any questions about them?    Are there comments or questions or experiences that you're having with your needs assessment?
Kathy Griffiths-Bailey:  I'll just say that, in Texas, we have a very comprehensive methodology of needs assessment that involves a variety of surveying opportunities and a variety of listening sessions around the state.  
But, we have always had, and continue to have, difficulty targeting and bringing together a group of youth.  And so, as a sub-set of the population of the whole who will be providing information for the entire needs assessment, it's been very difficult for us to specifically target and receive information from youth.  We have some additional opportunities coming up, but it will be very difficult to be representative of the state as a whole.  Because--mostly because of the geography we're talking about, you know, miles and miles and miles.  

So, I don't know other states are in a similar dilemma, and it's just been difficult for us to be able to do that.  We can get local, you know, in the Central Texas area, around Austin, and our Legislature's in session, and so people are doing a lot of advocacy, generally, and that includes youth.  But, but still, we don't have a formalized Youth Advisory Council.  And the Governor's office doesn't have one either.  So, it's just been hard to target youth by themselves.  
Kathy Cahill:  I have a question, and that is, of all of the survey tools and assessments approaches that were described on today's phone call, is there one that is suitable for mailing out to youth who have special healthcare needs that you have looked at that you think would gather some useful data?  Is there one that comes to mind?
Theresa Glore:  Kathy, I would suggest that what you might want to look at is, in the toolkit, there's the Self-Assessment for Youth and how they're doing on their transition.  I believe it's part of Module Three.  It's a self-assessment form, and there's one for youth and there's one for families, and those are modeled after Report Card Assessments that the main integrated services program used.  And they were, as I understand it, distributed by mail.  
Kathy Cahill:  I mean we have a variety of self-assessments, health-related tools that we use with individuals--But is there a--like, a survey tool that we could use to gather some data about a whole population?
Theresa Glore:  Right now, we've been primarily, as Kathy said, relying on the National Survey.  And of course, that goes through age 17, and then also looking at Kids Count data for the state and looking at Youth Risk Behavior Survey data.  And then, also looking at Behavioral Risk Factor Surveillance data for the 18 to 24 population, you can pull out many of the responses.  
So, in answer to your question, we haven't developed an assessment form, per se, and obviously it would be a big help, but, rather just going in and pulling data from the various data sources.
Kathy Blomquist:  We have developed a four-page survey that can be sent out to graduates of your Children with Special Needs Program that is based on some work we did here in Kentucky with our KY TEACH Project.  It's a quite comprehensive, four-page survey that asks about health and work and access to healthcare and employment and education and their housing situation, and that sort of thing.  It's on the HRTW Website, under "Tools and Solutions," and I think it's under "Evaluation."
Kathy Cahill:  Thank you.
Kathy Blomquist:  We have the full, 10-page survey we used, the four-page follow-up, and then a compilation one that the Healthy & Ready to Work staff put together that seemed like the best of all that we put together.  It's called something like, "Core Survey Questions."  We found that to be very useful.  And Shriners Hospital right now is actually using a variation of that that they're sending out a year after their young people graduate from Shriners.  
Kathy Griffiths-Bailey:  Could you tell me about the validation of that survey?
Kathy Blomquist:  It hasn't been officially validated.  It's a survey that asks, pretty much, factual kinds of questions.
Kathy Cahill:  I've just accessed it.  
Kathy Blomquist:  Okay.  Good.  So, we had good luck with that in Kentucky, in getting a lot of response from the young people who had been served by us and by Shriners--by the Kentucky Commission, I mean, by us.  
Are some of the rest of you engaging youth in your needs assessments?  And if so, can you tell us how that's going, and possibly give ideas to other folks on the call?
Unidentified Woman:  Are you familiar with how the Department of Education now has a mandate  to survey youth a year after high school graduation?  To see how they--those are youth of IEPs?  Have you received any of that data?
Kathy Blomquist:  We don't have that data, but one of the things that can be done is to work with your Department of Education to ask some health-related questions.  Here in Kentucky, we asked them to ask if people had access to a doctor, and if they had health insurance.   I have not seen the data yet.  But, that's a wonderful suggestion about a way to collect data on all the youth with special needs that are in special education.  It's also 504 plans, isn't it?  Maybe just special ed.  But yes, that's an ongoing survey that's mandated, and you might be able to get some health questions included.  Then, for your needs assessment, it may give you information even without health questions.  It may give you information on areas that you could focus on.
Unidentified Woman:  Um-hmm, 'cause we have that from the National Survey, you know?
Kathy Blomquist:  The problem with the National Survey of Children with Special Healthcare Needs is it only goes up to age 17.  If you want to know anything about transition outcomes, you need to get youth that are older than that, and that's where the Behavioral Risk Factor Surveillance system helps.
Unidentified Woman:  That's a good point.
Kathy Blomquist:  All those surveys can help focus in various ways as to what kinds of problems there are.  And then, you can go out and ask, in community forums or of service providers, "Is this your experience," ask specific questions related to the findings from the surveys.
Kathy Cahill:  The question is where do you fit any of this stuff into the Block Grant report?
Kathy Blomquist:  Right.  Well, if you follow the six National Performance Measures, then it's easier to focus, I think.  
Monique Winslow:  This is Monique in North Carolina.  How--do you know how some of this information will be used to perhaps contribute to the next National Survey of Children with Special Healthcare Needs?  And when are they gonna start putting together questions, or thinking about that process?
Kathy Blomquist:  For the next one?  My understanding is that will be four years, and it was 2005-6--so that it'd be 2010, 2011, probably, before they do the next one.  
Monique Winslow:  --So, is this information gonna be able to be included and evaluated, or referred to, when they're thinking about those questions?
Kathy Blomquist:  That's a good question, and I don't know.  Is Lynda Honberg on the phone?  Sometimes out Project Officer is on these calls, and she might be able to answer that.  But, you're thinking about revising the questions to get more specific data?
Monique Winslow:  Yeah.  The thinking is some of the--if the information from our needs assessment could perhaps contribute to their review of those questions to see if it's giving the data that we need that's useful, or if there are some additional questions, maybe, that may be needed?
Theresa Glore:  Yeah.  That's a really good point.  And that's something that all of you could ask—are there kinds of data that would be much more helpful to us as we're planning for programs.  Good point.  
Kathy Griffiths-Bailey:  And also to survey the population of young adults.
Kathy Blomquist:  Yeah.  That was discussed earlier, and it's easier to get a hold of families, usually, of children with special healthcare needs, rather than young adults.  But, there are some efforts in that regard.    And there's a ChildTrends article that looks at all the different resources that there are for information on young adults that's available.  If you look at the Child Trends Website, find the paper on health and well-being of young adults. (see www.childtrends.org   specifically The Transition to Adulthood: Characteristics of Young Adults Ages 18 to 24 in America. (2005, May). S. Jekielek - B. Brown. www.childtrends.org/_docdisp_page.cfm?LID=752E8432-DC4F-4F08-845F028A4BBFE84D and http://www.prb.org/pdf05/TransitionToAdulthood.pdf )
Linda Honberg:  --Hello--?  This is Linda Homburg. 
Kathy Blomquist:  Hi, Linda.
Linda Homburg:  Hi.  I'm sorry.  I actually have been on, but I was talking, and I guess it kept saying that you had muted me.  Which a lot of people would like to do, but I mean--so, I'm sorry.  I actually hung up and then called in again.  And I know there was a question about the National Survey, and I don't know if we've moved on from that question or not.  
Kathy Blomquist:  Well, it was a couple of things that I think you might be able to answer.  One is, will the needs assessments help in formulating new questions for the National Survey?  And secondly, is there any thought of surveying the young adult population?
Linda Honberg:  The survey--and I’m actually not the expert in terms of the timetable, but I do know a couple of things.  One, it's already being tested for the next iteration which will be out in 2011.  You know, my understanding is that they really try not to change questions significantly from survey to survey because, otherwise, you can't compare it at all.  
But, I also, at the same time, know that they're trying to make revisions in terms of issues around transition.  You know, it certainly was not captured very well in the first survey, which came out in 2001.  And, you know, they did make revisions for the next survey in 2005, 2006.  I can ask people here who, you know, are doing the testing, but my understanding is they do try not to make too many changes because of the comparison issues.

Kathy Blomquist:  Right. The 2005, '6, was a much better set of questions on transition than the 2001--.
Lynda Honberg:  --Absolutely--well, 2001 was basically non-existent around the transition.  But, the big issue is obviously the age, because it doesn't go as high as, -obviously everyone has different ages for transition, but it doesn't go beyond 18.  
Kathy Blomquist:  Right.  And then, the other question was about any plans to do surveys of young adults, and young adults with special needs and their transition outcomes--or transitioning outcomes.
Lynda Honberg:  Other than the survey?  No, not that I know of, other than, you know, other surveys that are captured by CDC, like, the Youth Behavioral Survey.  There is the overall Children's Survey, but I think that only goes to 18, as well.  
Kathy Blomquist:  Right.  
Linda Homburg:  But I think, one of the things that I've noticed, just in the last couple of years, is just the tremendous interest in transition.  It seemed a few years ago, people were just recognizing as an issue.  Now, I feel like there's this groundswell, and it's really on a lot of people's radar screens.  So, perhaps,  if we get enough people requesting it--obviously, there's always the budget issue-but I don't know of anything specifically targeted right now.
Kathy Blomquist:  And that gets back to your question, Monique, of how will the needs assessments be used to help develop more information about young adults?  I guess it's a plea for you to say in your needs assessment that we need more data related to the young adult population.
Monique Winslow:  I agree.  I think that that's really very important.  I think the survey is very useful to us when we get the data and we use it for so many different purposes.  We probably use the data all the way up until the next data comes out.  But, hopefully, that'll be used, too, to generate more funding for this area, as well --Especially if our Needs Assessment shows that we have a lot of youth who are going through that process, and have even more who are getting ready to go through that process.
Lynda Honberg:  You know, with that said, I think it's always better to have data at the state and community level.  You know, there's no reason why states can't--and obviously it was talked about earlier in the call in terms of having focus groups and having their own state-specific surveys, whether it's statewide or just, in a few communities.
  Because, the thing about the National Survey, even though they collect data on about 750 families in each state, it's still--when you start dividing it in terms of the different cells, and if you just look at the younger population, it's a small number of kids per state who would be in that youth population.  
I think we'd all love to expand the National Survey, but personally, I think, state data's going to be more meaningful in terms of program planning.  
Theresa Glore:  We're looking at Kathy Blomquist's Kentucky Surveys.  And, Kathy, do you have results of those surveys?
Kathy Blomquist:  Yes.  And I can send you PDFs of papers, if you like--?
Theresa Glore:  --That'd be great.  Yeah.  
Ginger Payant:  Kathy, this is Ginger at Champions. Would you mind sending us a copy of that as well?
Unidentified Woman:  --Is it possible to get that posted on the HRTW Website, so we could have access to it?
Kathy Blomquist:  What I can do is I can give you the references.  I can't post the PDFs.  That's against the journals’ policies.  But, I'll put the references to the papers on the Website for you.  Okay?  
Any other ideas with needs assessments or experiences you've had, or questions you have?  
Okay.  Well, then I'd like to say that this has been an information--filled and stimulating hour, and we appreciate the information and resources from Theresa and Mal, and the great questions and comments for your discussion and resources that we can have.  Thanks to all of you for taking time from your busy schedules to join us today.  

If you're going to be at AMCHP this coming week, we invite you to participate in our HRTW session on Tuesday afternoon.  We will model celebratory learning techniques to engage youth and other consumers in the needs assessment using the toolkit modules.  

This needs assessment toolkit is a work in progress.  We welcome your suggestions and your stories about how you've used the modules for your needs assessments.  Our contact information is on the Website, and we would love to hear from you.

As Toni usually says, I want to remind people that, by working together, we can continue to improve the policies and services that support what we know is the ultimate outcome, and that's transition to adulthood.  In doing so, we respect the right of youth and young adults to participate in decision-making at all levels and assure their satisfaction with services that they receive.  

Again, I'd like to remind people to go to HRTW-U for supplemental materials.  The audio of this call will be posted next week, and the written transcript will be posted in about three weeks.  For nurses, the post-test and evaluation for your continuing education contact hours is all ready.  
Nurses not able to participate in the call may listen to the audio or read the transcript and review the resource materials, and then take the post-test and evaluation and get the contact hour.  This will be available for the whole year.  This is true of all of the next topical calls that we will be having this year, is they will be available on the Web--on the UK Website for a year.

So, please remember to go to hrtw.org--HRTW-U, and complete your evaluations.  We thank you all, and we look forward to talking with you in May with another HRTW-U topical call.
Good-bye, and thanks. 
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