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TRANSCRIPT

Ms. Toni Wall:  I'm Toni Wall.  I'm the PI for the Healthy & Ready To Work National Center and the Director of the Children with Special Health Needs Program in Maine. 

Welcome to the first Healthy & Ready to Work Topical Conference Call which is spanning five time zones.  I'm personally very excited about this. 

Today’s call will begin the dialogue about youth involvement in State Title V Children With Special Health Needs Programs.  This is a one-hour call, and it will feature speakers from four states who will give a very brief overview of their efforts in creating and supporting youth advisory councils.  We encourage you to mute your phone by pushing the #6 on your phone.

Ms. Toni Wall:  We encourage you to visit the HRTW U section of our Web site, which is www.hrtw.org.  Check out the YAC tool kit under the materials section.  Healthy & Ready to Work U, by the way, is our university, our virtual university. In this age where information is just a click away, we want to make sure that there is a place to be able to share ideas, begin a dialogue.

I want to remind everybody that this call is being recorded.  A transcript will be posted on our Web site at the end of the month.  Before we begin, please push the number 6 on your phone once to mute your phone, and to unmute, hit 6 twice.

Our first speaker was scheduled to be Elijah Steward, who unfortunately had a death in the family and cannot join us today.  Deb Gilmer will be sharing some of his thoughts and experiences when he became a YAC member for the State Title V Program.

Before Deb begins, I'd like to give you an overview of Elijah so you have a little bit of knowledge about who he is.  

MAINE

Elijah Steward, Member, YEA-ME Youth Educators and Advocators of Maine

Elijah_steward@yahoo.com
189 Park Ave, Portland, ME 04101     

YEA-ME http://www.ccids.umaine.edu/service/maineworks/yeame/ 

Elijah Steward is 25 years old and grew up in Bingham, Maine, a small, rural town in Western Maine. He was born with a condition called achromatopsia, which is an eye disorder resulting in legal blindness, color blindness, and extreme light sensitivity. He became involved with advocacy activities when he was a junior in high school. He  

attended youth leadership meetings and did presentations across Maine and the US. He graduated from Valley High School and attended the University of Maine in Orono, graduating with a degree in Kinesiology and Physical Education: health/fitness, with a concentration in outdoor education. He has recently completed training to become a masseur and is currently a personal trainer at a gym in Portland, Maine.  He also works for the Iris Network in their independent living program for young adults with visual impairments.  He enjoys staying active and some of his favorite pursuits are skiing, snowboarding, hiking, rock climbing, white water rafting and canoeing.

Ms. Deb Gilmer:  Hi, Toni and everyone who's joining us.  On behalf of the National Center Team, it's my pleasure also to welcome you.

I can't begin to pretend I'm Elijah, but I'm going to do my best to talk about what I think Elijah would share in two particular areas - one, in the policy arena and the other in youth leadership and development.

On the policy side, Elijah was a founding member of our Maine Youth Advisory Council and as a member of that committee, participated in the development of bylaws and he participated in the review of the Block Grant and probably, most importantly, influenced policies and practice at the Department and the CSHN program through his efforts with his colleagues on the YAC developing materials and reviewing materials for youth friendliness, if you will.

One of the significant outcomes that lives on is the creation of an application for CSHN services in Maine that was written from the youth perspective so that youth who were 15, 16, 17, 18 and older could apply on behalf of themselves -  for services.  

In the area of youth development and youth leadership, I think if Elijah were talking, he'd share a couple of things, one of which was his great appreciation for Toni's efforts in supporting youth leadership and youth development.

As a result of the Youth Advisory Committee efforts and Toni's leadership, he was able to travel a good deal, presenting information and really developing his skills as a leader.  I know he greatly appreciated the opportunity to go to Chicago, to Miami, to Anaheim for national conferences.  He also represented the Healthy & Ready to Work Phase II project in Maine at a Maternal Child Health Grantee Meeting.

Another activity that I know he was going to talk about was his role and the YAC's role in designing, leading and convening statewide conferences for youth leaders across our state.  The Youth Advisory Committee members planned the conferences, ran the conferences, presented at these conferences designed to get kids information in the areas of health education, post-secondary education, employment, independent living by and for kids with special healthcare needs and disabilities.

Youth Advisory Committee was really a place to get some very significant youth mentoring.  I want to share one example:  At our first statewide Youth Leadership Conference that Elijah planned, we had one young man who was a Youth Advisory Council member with autism.  Jesse wasn't very comfortable with presenting.  He and Elijah were on a team in one of the areas - I think it was community living.  He and Elijah prepared a presentation.  At the first conference Jesse's entire role was just pushing the button on the computer to advance the slides that talked about his own story that he and Elijah had done.  Elijah narrated.

Two years later, Jesse went to a national conference and presented on his own behalf, speaking his own words.  It was a very powerful indication of the power of mentoring youth leadership development and the growth and the development that some of us have been so fortunate to watch these fabulous young leaders as they develop.

I know Elijah would also acknowledge Toni's leadership.  So, on Elijah's behalf today, I would acknowledge on behalf of all the Youth Advisory Committee members in Maine, the fabulous leadership Toni has provided.

That's what I would share on behalf of Elijah.  Thank you.

Ms. Toni Wall:  Thank you very much, Deb.  I just want to say that the Bylaws for our Maine Youth Advisory Committee are up on our Web site.

Our next speakers are from Rhode Island and include Dr. Gary Maslow of Hasbro Children's Hospital in Rhode Island and my Title V colleague, Michael Spoerri, from the Rhode Island Department of Health.  They will share information about coordinating a YAC in another agency.  

I'd like to give a brief overview of both of them before they present.

RHODE ISLAND

Gary Maslow, MD, Hasbro Children’s Hospital, Providence, RI

gmaslow@gmail.com 

www.hasbro-brown-talc.org 

Gary Maslow is originally from Port Washington, NY, attended college and medical school in Hanover, New Hampshire, at Dartmouth College and Dartmouth Medical School.  He is currently a resident in Pediatrics, Psychiatry and Child Psychiatry at Brown University Medical School in Providence, Rhode Island. He started doing work with children with chronic medical illnesses at Dartmouth Medical School through the Rural Health Scholars program working for a summer in Littleton, NH, collecting stories of families and then continued with medical anthropology research on diabetes summer camp. He also worked on a narrative therapy research project with the Steps Towards Adult Responsibility (STAR) program at Dartmouth which served as the model for TALC. As a pediatric resident, he received a CATCH grant from the American Academy of Pediatrics (AAP) to establish "The Adolescent Leadership Council of Hasbro Children's Hospital (TALC)," which brings together teens with chronic illness and Brown University student mentors also with chronic illness, as well as holding a Parent Council for parents to speak together. TALC received the 2006 Anne E. Dyson Resident Advocacy Award from the AAP.

Michael Spoerri, LPT, MPH, Rhode Island Department of Health, Providence, RI

michael.spoerri@health.ri.gov
401-222-4616

Michael Spoerri is the Manager of the Rhode Island Disability and Health Program in the Title V CSHCN Office, Department of Health.  He manages two cooperative agreements with the Centers for Disease Control and Prevention.  His current areas of focus include infusing the priorities of people with disabilities into all Health Department policies and programs, transition youth with disabilities from pediatric to adult health and social services, health and wellness of people with disabilities, emergency preparedness for special populations, and extensive statewide surveillance.  He also serves on a number of national and state committees and working groups.  Michael is a licensed physical therapist and has a Master of Public Health degree.  

Dr. Gary Maslow:  Thank you.  This is Gary and I guess I'm going to speak first.  I want to speak with you about The Adolescent Leadership Council of Hasbro Children's Hospital that we abbreviate TALC.  I'll try to refer to it by that.

TALC is a program that brings together youth with chronic illness, as well as Brown University students who also have chronic illness.  The main idea that we have is that by having this group of young people who have a variety of medical conditions, come together, they can provide social support for one another, but also, be leaders in guiding both the hospital that TALC is held at (Hasbro Children's Hospital), but also in guiding and improving the quality of life for children in the community and improving the Health Department.

I want to first give you an overview of TALC and then, talk a little bit about how TALC has benefited some of the different constituencies.  We started last year, as was described, with a CATCH Grant from the American Academy of Pediatrics and we brought together about 12 teens with chronic illnesses ranging from diabetes to cancer to sickle cell disease and several other conditions and then 11 Brown College students who also have chronic illness.

The group meets once a month at the Hasbro Children's Hospital in Providence, Rhode Island, to discuss issues ranging from what it was like to be diagnosed, experiences with doctors and hospitals and family, friends.  In addition, they talk about transition issues - so, how have you transitioned at college and how do you transition from pediatric to adult healthcare?

In addition to having these conversations and learning more about their own experiences, the group took the experiences and put together a newsletter that's been distributed throughout Rhode Island and also made up suggestions for teenage patients on how to be more proactive in their own care and also made up suggestions for medical facilities on how to work with teens with chronic illness.

Probably the best example of one of our patients, one of the participants, is a girl named Rachel who has a condition called Takayasu's Arteritis. Rachel is a Liberian refugee and has been in the country about five years, then developed Takayasu's maybe two, three years ago.

When she first came to the group, she was very quiet, she didn't talk and she kind of listened to everyone else speaking.  Over the course of the group, she began to speak more, but also began to write about her experiences and at the end, wrote a piece writing describing Takayasu's Arteritis as a person and was able to present that to members of her medical team.

Through her participation, she became empowered to share her own views of her medical experience and also, became a better self-advocate.  So, from that perspective, we feel like the patients and the participants really benefit.

We did some research on that, qualitative interviews and found that there was an improved attitude towards illness from the patients who participated.  And we also, in talking with the parents and teens who were in this group had an improvement in their interactions and their relationships.

As far as from the hospital's perspective, the group presented at Pediatric Grand Rounds and has been interacting with pediatric residents in training - really providing feedback to folks like me who are in training on how to interact and take care of those who have chronic illness.

Also, we've been working on kind of defining the issues around transitions on pediatric and adult care.  Our meeting in two weeks is about transition issues.  We're going to have a discussion about what does it mean to be ready for transition.

The Brown students who have already successfully transitioned will discuss that with the high school students who are still thinking about transitioning and, hopefully, have some good ideas that we can give to the hospital, but also to the Health Department.

As far as feedback to the community, we've had about 1,500 newsletters distributed throughout Rhode Island and are working with local schools to set up leadership groups within the schools.

So, overall, I think, The Adolescent Leadership Council benefits all the parties involved and we have really created a forum for discussions around issues of chronic illness and transition for youth.  And I think, most importantly, it's given a voice in this process to teens and the Brown College students who participate.

So, I think I was going to finish up with that and Michael is going to speak a little about the Health Department.

Mr. Michael Spoerri:  Yes.  Hi, this is Michael Spoerri and I will be brief, also.   

But, a few things I wanted to mention.   Gary and I came into contact because the CATCH coordinator for Rhode Island is in our Title V office.  I heard about what Gary was doing and thought this would be an excellent opportunity, in light of our Title V priority to promote the seamless movement from children's services to adult services, to get some firsthand feedback from youth on how we could play a role in that movement.

We're really working to better utilize TALC as an advisory body not just for the Children’s Hospital but also for the Health Department as well.  I can go into more depth with that, but, we have several ways that we will be doing that going forward.

The other piece that Gary and I have been looking at over the last few months - TALC has focused on youth with chronic illness.  While youth with disabilities and youth with chronic illness have different stigma, different self-identification, they do have very similar experiences within the health system and within the community.

So, we've been looking at ways of integrating youth with disabilities into this group.  We have two successful young women who have joined TALC as youth with disabilities.

Those are the two things that I wanted to highlight in our short time.  But, we're definitely open to questions.

Ms. Toni Wall:  Thank you, Michael and Gary.  That was great.  I'm eager to hear some of the questions that come up.  I'd like to remind people to mute their phones.  They can do that by pressing the #six or if they need to un-mute, press six twice.

Our next speakers are from Kentucky and, they are my Title V colleagues from the Commission for Children with Special Health Needs. We'll be listening to Lee Gordon   and Eric Friedlander.  I'd like to give a brief overview of both of them, first.

KENTUCKY

Eric Friedlander, Executive Director, Commission for Children with Special Health Care Needs, Louisville, KY  

Eric.friedlander@ky.gov
502-595-4459 x 271 or 272  

http://chfs.ky.gov/ccshcn 

Eric Friedlander is a native of Kentucky with 21 years of experience in State Government:  Within the area of Health Services -  the Certificate of Need and State Health Plan; the Inspector General's Office - developing health care facility licensure standards; the Office of Program Support - responsible for Cabinet for Health Services budget, legislation, regulations, and assuring programmatic implementation.  Within the educational area he managed the statewide Family Resource and Youth Services Center initiative, a program responsible for coordinating health and social services within individual public schools.  He has been the Executive Director of the Commission for Children with Special Health Care Needs since 1999 and involved with promoting interagency collaborative transition services in the state.  He established the Commission's Youth Advisory Council in 2005 and the Parent Advisory Council in 2006. Eric is currently developing a statewide systemic response by the Commission for Children in Foster Care.

Lee Gordon, BS, MPA, Transition Administrator
Lee.Gordon@ky.gov 

502-595-4459 x 268

Lee Gordon has a bachelor’s of health science degree in health administration from the University of Kentucky and a master’s of public administration degree from Eastern Kentucky University.  Lee works for the Commission for Children with Special Health Care Needs where he is the Transition Administrator.  Lee works with children, adolescents, families, support groups, and service providers to help ensure that Kentucky children with disabilities have appropriate primary medical care and are prepared to successfully transition from school to work, from home to independent living and from pediatric to adult health care.  Prior to his employment with the Commission Lee was a nursing home administrator.  Lee is a quadriplegic as a result of a car accident that occurred when he was 18 years old.  He is married and the father of a four year old daughter.  

Mr. Eric Friedlander:  
First, I just want to say I'm also very excited about this conference call, and I appreciate the Healthy & Ready to Work folks getting it together.  I'll be brief and then, I'll turn it over to Lee.   What I really have to say is, Toni, you were the inspiration for us moving forward with the Youth Advisory Council.  I always try to copy other people's good ideas.  And so, I was really trying to copy yours on this.

We decided to start.  We decided we'd waited too long to start.  And so, we moved forward as really quickly as we could.  We talked to other states about their experience.  We had a local Youth Advisory Council in Paducah, Kentucky and so, we talked with them about what a friendly YAC application looked like.

We took examples from other states and brought this group together.  We felt very fortunate.  Lee will go into it.  We have a very diverse group.

I attend every meeting because I learn so much every time I go.  There's always something the youth say that helps me in my job that helps me when I testify in front of legislative sub-committees, that helps me when I go and talk to folks within the Cabinet for Health and Family Services.

So, it has been an investment of time, but it has been well worth that investment. 

Lee is going to go into some of the real specifics of what we did.  Lee has done a fantastic job of bringing this group together.  And so, I want to give Lee the opportunity to lead you through what I think are, from our experience in talking with other states and from what our experience has been in Kentucky, really kind of a nuts and bolts of how we got started.

Mr. Lee Gordon:  Thank you, Eric.  And thank ya'll for having us.  The things that I'm going to talk about are our recruiting of youth and how we got our council started, planning and logistics for meetings, some of the activities that our group is doing and then, Eric and I both will talk about some of the benefits to the youth and to the Commission.

As Eric mentioned, whenever we first started planning for our group, we talked to other states and some agencies within Kentucky that have Youth Advisory Councils to get an idea of what size group they have, how often they meet, that type of thing.  They shared their applications with us.

Then, we established a workgroup made up of staff here at the Commission to develop our fact sheet, application and skills checklist, which are listed on the Healthy & Ready to Work web site.

We also were deciding what age group of youth that we wanted to target and if we wanted to stay with just youth that were patients of the Commission or to go outside of the Commission.  What we decided was to recruit youth that ranged in age from 14 to 24.  The reason for that is if you have older youth that have already have some experiences that they can mentor the younger youth.

So then, we asked how are we going to get our applications so that we can recruit the youth.  We went through our Commission offices and sent out our application and they recruited through the patients that we have.  Also, we have a good working relationship with the public school system in Kentucky - specifically, the special ed co-ops.  So, we sent our application out through the special ed co-ops and they sent it out to the special ed teachers across the state.

By the end of our deadline, we received 15 applications.  We were hoping, if we could get 10 to 12, even if we got six or seven kids that would come to the meetings that would be a good core group to start with.  That was from talking to some of the other states, like Maine, told us that's a good-sized group to start with.

We got 15 applications and they were all good applications and we decided to accept all of them.  Just by chance, we got a culturally diverse group and with various disabilities.  We currently have 14 youth on our council.  One had to drop off for various reasons.

To give you a breakdown on who we have - we have five males, nine females, five that are non-Caucasian, nine that are Caucasian and four who need physical accommodations when attending meetings--three of the four use wheelchairs and one of the four has difficulty with walking and uses crutches.  We have some kids on the YAC that have developmental disabilities and some that have physical.  So, we have a diverse group of youth on the advisory council.

One of the things that we could recommend starting a youth council - again, trying to recruit kids is to work with your school system.  If you don't recruit enough youth through recruiting within your own agency, work with the schools -- that's where the kids are.  So, if you work with your public school system, have a good relationship with them, they can assist you in recruiting youth.

As far as planning and logistics of the meeting, one of the things that we have to take into consideration when having youth members that use wheelchairs and when you're looking for locations, you have to make sure that it's accessible and make sure that it has enough accessible hotel rooms.

Our next meeting is going to be at the state park.  Sometimes, the state parks don't have very many accessible rooms.  So, you have to do a lot of calling around ahead of time on accessibility and accommodations that your hotel or state park is going to have.

As far as planning the meetings WITH the council members:  It's their council.  It's their meeting.  We asked them how often they wanted to meet - they wanted to meet quarterly - and where they want to meet.

The majority of our council members come from the central and western part of our state and a few from the eastern part, but they are scattered all over.  So far, we've had our meetings in the middle of the western part, central and eastern parts of the state.

Another thing you have to take into consideration is that parents and caregivers have to come with the youth because they can't drive and some of them need personal care assistance.  So, you have to pay for the parents and the caregivers to come with them, also.

I just want to thank our Executive Director for being willing to do this because you have to have the funds behind it to pay for the youth's family members to come because if you don't do it, it's not going to be as successful.  We pay for their hotel rooms, reimburse their food, their mileage and we also give a stipend for personal care attendant if someone needs that because we have one of our youth members that has a personal care attendant and actually pay for two of them to come with her --our second meeting was the first time that she'd ever stayed away from home, --without her parents coming with her.  She talks about how that was such a good experience for her.

We also pay the youth a stipend for coming to the meeting.  We pay them a $25 stipend because we feel, it's not a lot , but it's something to pay them for their time.  We're all staff.  We get paid for going to meetings.  We feel like the youth should get paid, also.

Another thing you need to take into consideration is travel issues.  For people with disabilities - travel is always an issue.  So, some of our staff and Eric, our director, drive some of the youth to the meetings.

We had a meeting at Western Kentucky University and we had to secure an accessible bus to take the youth around to the meetings.

Moving on to activities - again, as far as planning the agenda and what activities are going to happen at the meeting, we leave that up to the youth.  It's their meeting.  They decide what kind of activities, what kind of speakers it is that they want to come because if you don't let the youth plan the meetings and get their buy in, they're not going to enjoy the meetings and they're not going to want to participate.

One of the things that you have to take into consideration when you first start the meetings is that the youth are probably going to be a little uneasy in taking control and running the meeting, even if--the good group that we have that were involved in student government and a lot of various things in their community, the group has to have some time to get together and kind of know each other and feel comfortable with running the meetings.

After about the first two meetings, on our third meeting, the youth elected a Chair and a Co-Chair.  They planned the agenda with our help.  We have a conference call with them before each meeting.

The first two meetings, Eric and I kind of coordinated it and ran the meetings.  But, we were training the youth and we had some speakers come in to talk to them about how to run meetings.

As a matter of fact, we have a group here called Kentucky Child Now.  They already had an up and going Youth Advisory Council.  We had their Chair and their Co-Chair come to our second meeting.

Mr. Eric Friedlander:  What was interesting was Lee and I, being used to state government meetings, thought we needed to fill up all the time.  But, of course, we were wrong.  And as we did that, of course, the youth let us know that they needed more time to have some social fun things, getting to know you things.

And Lee and I, I guess, weren't used to that.  It's been an educational experience for us in that.

Mr. Lee Gordon:  Yes.  And some of the activities that our youth have done--we've had four quarterly meetings, but some other things that we have done - back in February, we had a Children's Day at our State Capitol, we have it annually.

This is an opportunity where advocates for children's issues and individuals with disabilities can come and advocate for children and youth and meet with their legislators.  We had a few of our Youth Advisory Council members that came and attended the rally.

Eric gave them a tour of the Capitol and they got to meet with some of their legislators.  Talk about what a powerful experience for those young people -- learning how the legislative process works because that's one of the things that they, at the very first meeting, said they wanted to know.

They wanted to know how to advocate for themselves.  They wanted to know what the process was.  They wanted to know what the laws and what their rights were so that when they saw something that wasn't right, they wanted to be able to know who to go to and who to contact to make it right.

Another thing that we have had, for about 3 or 4 years, is the Great Kids Summit in Louisville.  We paid for some of our council members and ones that wanted to go to attend that three-day conference last summer.  The conference is planned and run by youth from the Kentucky Child Now Youth Advisory Council.  There's as many youth there as there are professionals, which is kind of oddity for a conference.  A lot of times, you go to conferences that are talking about youth with disabilities, but there are no youth attending.  At this conference, there are as many youth as there are professionals--and the youth really enjoyed the conference and got a lot out of that.

Just a few different speakers that the youth wanted to have at our meetings: we've had the Disability Coordinator from one of the universities, Western Kentucky University, to talk to the youth about the difference in high school and college and how they would need to advocate for their own needs, and talked about rehab.  We had a representative from BEST Independent living center come talk to them about independent living centers and what the benefits of that is.  That person is also a former Ms. Wheelchair Kentucky.  She talked to them about her experience with that.

We also had a disability lobbyist come who works for one of the independent living centers and talked to them about the legislative process.   

The benefits to youth--the youth member I mentioned that had never stayed away from home.  Well, now, not only is she staying away from home, in college, and she's also in two weeks going to compete in our state's Ms. Wheelchair Kentucky.  So, that's a long ways coming from being at home and never going out without your parents to now being in college and participating in the Ms. Wheelchair Kentucky pageant.

Now, the benefits for youth and benefits for the Commission - again, one of the biggest benefits for the youth is just being around other youth who have similar issues, similar ages and they get to meet and talk to them without mom and dad around to kind of direct what they need to do.  They really enjoy that aspect of it.

And then,  getting the training on self-advocacy and laws.  As a matter of fact, at our next meeting, our State ADA Coordinator is going to come meet and talk to the youth.

Ms. Toni Wall:  Lee, I need to cut you short because I need to have Ohio speak.

Mr. Lee Gordon:  Okay.

Ms. Toni Wall:  Thank you very much.  I'm sure you could probably talk for the next two hours about your Youth Advisory Council.

Mr. Lee Gordon:  Well, as you can tell, we're very excited about it.

Ms. Toni Wall:  Thank you, Eric and Lee.  Our next speakers are from the Ohio Bureau of Children with Medical Handicaps -- Jim Bryant and Kathy Bachmann.

OHIO

James Bryant, MD, Chief, Ohio Bureau for Children with Medical Handicaps, Columbus, OH 

james.bryant@odh.ohio.gov  (614) 644-1106

Jim Bryant has been in private practice of Pediatrics since 1976. He has held many leadership positions at Dayton, Ohio Children's Medical Center including Chief of Staff from 1988 till 1990. He has also held leadership roles in the Ohio Chapter of the AAP, Montgomery County Medical Society and the Association for Maternal and Child Health Programs.  He was named Outstanding Pediatrician the Ohio Chapter of the AAP in 2005.  He is currently Bureau Chief and Medical Director for the Bureau for Children with Medical Handicaps in the Ohio Department of Health. In this role, he is the Title V Children with Special Health Care Needs (CSHCN) Director for Ohio. He has held this position for over 10 years and continues to be involved in his private practice with a special emphasis on CSHCN.

Kathy Bachmann, Parent Consultant, Ohio Bureau for Children with Medical Handicaps, Columbus, OH  

kathleen.bachmann@odh.ohio.gov
624-752-2930

Kathy Bachmann has been the Parent Consultant for BCMH for 13 years. Her daughter needed the support of Ohio's Title V program when she was an infant. She serves as a two-way conduit of information between parents and young adults and the systems designed to serve them. Her responsibilities include creation and nurturing of PAC (Parent Advisory Council) since 1995 and YAAC (Young Adult Advisory Council) since 2004.

Ms. Kathy Bachmann:  Thank you.

Mr. Jim Bryant:  Thank you, Toni.  I'll go real quick, Kathy.  And then, I'm going to let you talk because --You're the real leader here.  I do want to thank the Champions Grant and Toni for their help in getting us started because we did receive the Champions Grant to help us facilitate the beginning of our Young Adult Advisory Grant.

And I do want to say just a couple of things.  Then, I'm going to let Kathy talk about our model.  I'm very proud of our regional model in that we also do many of the things that Lee and all the other speakers have talked about.

I think the importance of a stipend and valuing the input from our youth is very important and cultural competence and looking for a broad cultural input is very important.

And I'm going to second what Eric said about how important it is to the Children's Special Healthcare Needs Program in Ohio to get the direction from the youth that I do receive.  I try to attend every meeting because I learn something new at every meeting.

Kathy has been the real leader of this, so I'm going to let her talk about the way we do it -- it's a little bit different in Ohio.

Ms. Kathy Bachmann:  We decided to go regional, for one reason, because young people have trouble traveling very far and they also have lives and jobs and school.  So, they can't get away that long.  So, we thought we'd come to them.

We started recruiting through the public health nurses, service coordinators and hospitals, through other parents and young folks that we knew already and got about ten per city.  The cities are Cleveland, Dayton and Marietta.

We started meeting using the person who was a consultant who helped us decide the format, which is the young folks--well, in the beginning, young folks and their parents arrived at six o'clock.  We all had supper together and then, some socialization.  And then, the parents and the young people separated.

Right from the very beginning, it was not a Youth Advisory Council.  It was a Young Adults Advisory Council, thank you very much.  The young people instructed us very quickly about their preference.

So, we started out with using surveys, a parent survey and a young people survey and then, having discussions.  We did that for a couple meetings.  And then, from then on, the Bureau was on its own to continue these meetings.

Every three months, we gather together.  We are especially careful to try to make it every three months because if you let a group go too long, they'll kind of fall apart, I'm afraid.  We might lose somebody.

As it is now, we don't have any parents that come to our meetings.  They drop their kids off at the door if they do have to drive them.  And they've learned quickly that this is their shopping time or whatever they want to do.

We still have supper and we usually have either a speaker or some kind of a survey exercise.  Like one survey that we did have for them was tell us what you would tell parents who are raising children with special health needs.  And they gave us worlds of advice, not just to parents, but service coordinators, doctors, all kinds of areas that they had lots of ideas about how they liked or didn't like the lives that they had led so far.

The discussion at the end of the meetings is more casual and then we plan for the next meeting.  The young people receive stipends and mileage from BCMH.  We do this by contracting with them.  We give them $50 a meeting.

To get them together each meeting, we both email and snail mail the notices because sometimes, one doesn't work as much as the other, although most of the young people are on the Internet a lot.  Some really aren't.

We keep the location of the meetings constant so that they--and, of course, free.  So, we always have these meetings at the same place.  It seems to work better that way.

And as far as cultural competence, it's just happened in a way.  We just have a nice mix of races, cultures, socioeconomic conditions, disabilities—it kind of happened naturally.

We did end up recruiting some members from the sickle cell support group to come and join our group.  The one kind of homogeneous group is the one from Appalachia Marietta, which is--there's only one member of mixed race there.  There isn't a lot--truly, there isn't a lot of diversity down in Marietta.

The lessons that we've learned:  One of them is that success of getting young people to come together on a regular basis has a lot to do with being faithful to them and have ongoing communications with them.  So, they even might call, say if they get a great grade in college.  They'll call and let us know that.

They sometimes even meet without us.  The group in Cleveland sometimes meets at a coffee shop and they email each other and get away together.  So, they form some friendships there.

Some of the subjects that are discussed are more for mature young people.  So, we probably aren't comfortable with having younger than 16 year olds because our young people are extremely frank about their personal lives.  And I just think that persons that are much younger than 16 might not--it might be a little bit too much for them to handle.

No matter what the disability, one of the lessons we've learned is that there is a pervading isolation and loneliness that keeps coming up as they speak.  And it does give us pause for thought again and again and again.

Some of our young people have attended things like the Governor's Council Leadership Camp last year.  And one of our young people is scheduled to provide testimony at a Medicaid buy in hearing.

And our young people are also developing a relationship with the PAC (Parent Advisory Council).  We do have some plans in the future to have the parents and the young adult advisors meet, but we haven't solidified that yet.

A couple of things for policy change - our young people have gone kind of toe-to-toe with the Rehab Services about an issue about supporting young people in college, a new rule that they tried to put in.  As it turned out, Rehabilitation Services backed off that rule.

And then, a Medicaid policy on independent providers of waivers services, of attendant care waiver services - that policy had to be tweaked thanks to some of our young people.

What they do for us is help us appreciate where our health system is just not doing what we think it does for them, either past or present.  So, they keep us constantly aware of how we could improve and how we must improve.

So, we have enjoyed our youth--young adults--sorry--very, very much.  And that's pretty much it unless there's some questions.

Ms. Toni Wall:  Well, thank you, Kathy and Jim.  That was great to hear.  I'd like to open it up to questions now.  And if you could, please state your name and who you're directing your question to, that would be great.  So, any questions out there for any of our great speakers?

Ms. Fran Bashe from Massachusetts:  Hi.  I wanted to direct the question, in fact, to everyone, the three sets of speakers.  What exactly do the youth or young adults on the advisory councils do?  In other words, what are they advising you on, do they work on projects, is there a product that they've come up with?

We also have just started one and we're trying to figure out, what we want them to do.  We don't want them to just sit around and yak on the YAC.  We want them to actually do something.

Dr. Gary Maslow: We have a very structured way of doing it.

They have a two-hour meeting once a month and for the first 30 minutes, they have dinner and kind of have social time.  And the next hour and a half, they spend in large group and then small group discussions on the specific topic.  So, for the next meeting, we'll be doing transition to adult medical care and transition to college.  And as a group, they have to come up with concerns, things that--concerns for what they're worried about or what difficulties they anticipate and then, also, what things they look forward to.

And so, they come up with these pros and cons and then, make suggestions based on that.  So, it's a fairly structured format that we use for all the monthly meetings.

Ms. Fran Bashe:  And are you then sharing that information with someone?

Dr. Gary Maslow:  We take that information, and last year we made a newsletter that we distributed throughout the state to doctors and other patients.  And then, we came up with suggestions on how to be a good self-advocate.  And then, we're distributing those suggestions on cards to patients in the hospital.

So, they make suggestions, and we try to figure out who we can distribute them to.

Mr. Michael Spoerri:  The other thing, if I can just add to that - so if transition topic to help--we'll have folks from the Health Department present to hear those responses and to be part of that discussion, as well.

Mr. Eric Friedlander:  You know, I would say to you, if you're just starting out, and maybe this is coming from my perspective - be careful of, expecting a product that I would say is important.  I think that takes some time for the youth to get comfortable with it because right now, our Youth Advisory Council is still I think in the process of educating themselves and getting to know each other.  And that as a product has seemed pretty good to me.

Ms. Deb Gilmer:  One of the first things that served really to jolt the Maine Youth Advisory Committee was planning a statewide conference.  That was one of the first activities our council undertook.

Ms. Toni Wall:  One of the other things that our group did was help develop our Youth Speak.  And they worked--Deb can fill in more than that.  But, I think they worked probably six or seven or eight months on that developing the Youth Speak that all of the Title V agencies should have a copy of  (see at http://www.ccids.umaine.edu/service/maineworks/youthspeak.htm )

Ms. Deb Gilmer:  We found it very helpful to have materials or products that gave them a reason for being.  And they gelled together engaging in that work.

They wanted the conference, and--Toni needed advice on certain things.  One of the things that we had learned in our Phase I Project was the kids needed to learn to know how to speak up for themselves.  I've heard other people talk about that today, as well.

And so, the development of the Youth Speak materials not only gave them a vehicle to work together on a product, but then to learn to speak up for themselves and have the opportunity to go out and share these ideas that they had developed.

Ms. Toni Wall:  Next question?

Mr. John Hurley from Minnesota:  I'm wondering, for those speakers who live within state agencies, whether there were any internal issues with the leadership of the agency with an advisory committee, especially a youth one, with the premise of the question being that leadership is not necessarily receptive to even adult advisory committees.  Was that tactful enough?

Mr. Jim Bryant:  As always, John.  And, honestly, we didn't have a lot of resistance within the Department of Health in formulating our advisory committee.  And they have been receptive to the recommendations of the committee to this point. So far, we've been pretty positive.

Mr. Eric Friedlander: The support was so strong.  We have a very old style Commission.  We have actually a Board of Commissioners that is a sort of governing body.  They were so excited by what we were doing, they actually made the Youth Advisory Council an official sub-committee of the Commission.

Mr. Michael Spoerri:  Our current administration is very into the consumers being part of the process.  So, we have consumer involvement on several levels.  So, they were also very open to this.

Ms. Toni Wall:  Any other questions?

Darcy Contri from Illinois:  As far as the receptiveness of the administration, I'm also curious about the funding because a lot of our resistance is probably more that there's really not funding to support this.  So, where did that money come from?

Mr. Michael Spoerri:  This is Michael in Rhode Island.  Our money doesn't come directly from Title V.  Our money comes from a cooperative agreement through the CDC.  We have Employee health funds that fund this.

Darcy:  Well, I know that someone said something about the Champions Grant got them going.  But, I was just kind of trying to figure out about sustainability after a grant.

Mr. Jim Bryant:  The Champions Grant did get us started.  And then, we have gone on to use--actually, we've been lucky in Ohio.  We have a donation fund.

And the money at this point has been used from the donation fund.  But, in the future, we are going to need to tap Title V and at this point, I have support for that.

Mr. Eric Friedlander:  In Kentucky, we really probably spend a couple of thousand dollars a meeting, in that range.  But, it seems like it is a very wise investment to make.  And really, the way we've put it is it's such a, in many ways, small investment, that we've been able to justify it under our existing budget.

Darcy:  Okay.

Ms. Toni Wall:  We have time for just one more question, so is there a burning question out there across the country?  Okay.  Well, I don't hear one.

I'd like to thank all our speakers because this was a very engaging conversation.  We look forward to working together to really improve the policies and services that support youth and remembering that our ultimate outcome is transition to adulthood.

Our next conference call will be in a few months.  If you'd like to send us some ideas you can email me at toniWall@hrtw.org.  

Or if you'd like to pose a question to me that I can pass onto our HRTW Team, please do that, too.  In the subject line, you can just put “topical call”.

In closing remarks, I just would like to encourage you to go to our Web site, look at our Healthy & Ready to Work University Site for other materials.  

And again, I thank all of you, especially the speakers for taking an hour out of your busy day and to the listeners, also.

I hope you all have a great weekend.  It's chilly up here in Maine.  I hope it's warmer in other parts of the States.  So, have a great weekend, everyone.
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