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Theresa Glore:  Hello.  Thank you for dialing in today to our HRTW Topical Call.  Toni Wall, our moderator, will begin the call at the top of the hour.  For resources and information about our speakers, please go to HRTW.org and click on the link to the HRTW-U home page. Resource materials and an agenda, which include speaker bios, can be accessed from the HRTW-U home page by clicking on the link to today's call http://www.hrtw.org/hrtwu/calls/102908_Overview.html.   While you're on the HRTW-U web site, please complete the online survey to let us know if you are interested in obtaining continuing education units (CEUs) for future topical calls, and don't forget to complete the evaluation.  It is now set up to be completed online.

Toni Wall:  Welcome, everybody.  Today, we continue the dialog, which we began back in November '06 with our first HRTW topical call.  I'm Toni Wall and I'm the Director of the Maine Title V Children and Youth with Special Healthcare Needs Program, and I'm also the principal investigator for the Healthy and Ready to Work National Resource Center.

Moderating this call with me will be Mallory Cyr.  Mal serves as the Youth Coordinator for the HRSA-MCHB funded projects, coordinated at the Maine Support Network.  She serves on the Healthy Ready to Work National Resource Center and the Integrated Services Grant for Maine.

We'd like to take this opportunity to recognize the support of our MCHB project officer, Lynda Honberg, and the support of Deanna McPherson, the MCHB Project Officer for the Epilepsy Foundation's Project Access Grant.

I encourage you to visit the HRTW web site as it includes links to the materials and web sites that relate to this topic.  We also ask you to complete an evaluation for this call.  The link can be found on the HRTW materials page http://www.hrtw.org/hrtwu/calls/102908_Overview.html 

In addition to the evaluation, we have posted a brief 2-question survey on the HRTW-U home page to assess listeners' interest in obtaining continuing education units for our calls.  Please let us know if you are interested. And with that, I'm gonna turn it over to Mal.

Mallory Cyr:  Thanks, Toni.  In preparing for today's call, I came across a quote from Eric Hargis, the President and CEO of the Epilepsy Foundation of America, that beautifully captures our intent and the promise that comes with developing youth leaders:  
"By reaching out to youth, we are both helping young people today and creating a platform for change for tomorrow."

During today's call, we will continue the dialog about developing youth leadership with a panel of experts from the Epilepsy Foundation of America (EFA), who will describe the role of Foundation’s Youth Council and the ways in which council members are serving as ambassadors to local EFA affiliates, helping them to actively engage youth and develop youth councils. 

We are pleased to have with us today from the Epilepsy Foundation Deborah Carr, Vice President, Quality of Life for National Programs and Research, and Jody Kakacek, Program Manager, Special Projects, Quality of Life and Programs and Research.

Also joining us are Kristin Schkade, Chair of the Epilepsy Foundation National Youth Council, and Liv Witkowski, member of the Foundation's National Youth Council, as well as Chair of the Epilepsy Foundation of St. Louis Region Youth Council, and Tina Westra, Chair of the Epilepsy Foundation of Michigan Youth Leadership Council.

We have set aside time at the end of the hour for audience questions, so we ask that you please hold your questions and comments until then.  Our panelists are reminded that their phones are automatically placed on mute when they enter the access code.  So, to speak, you will need to unmute your phone again by hitting star 6.  If you hit star 6 again, you will be on mute again. So, Deborah, with that, I'll turn it over to you.

Deborah Carr:  Thank you for inviting us to participate with this group on this call.  Youth outreach is an important initiative for the Foundation and has been in place for a while.  The Foundation is the only voluntary health organization that is totally dedicated to improving the lives of individuals living with epilepsy and support systems for their families because epilepsy does affect the entire family.

Our programs are funded mainly through two primary vehicles that support our youth outreach.  We have a cooperative agreement with the Centers for Disease Control (CDC), and through that agreement, our focus is developing model national programs that our affiliates can deliver at the local level, which not only reduce the stigma that is part of living with the condition of epilepsy, but educate target audiences impacted by the condition - caregivers, schools, school nurses, emergency response personnel, seniors.  We have targeted outreach to African Americans, Hispanics and other audiences because the cultural aspect of stigma associated with epilepsy is one of the major barriers and burdens that goes with that condition.

What we have found is if we want to make change in the social behavior, the understanding, and the misconceptions of epilepsy, reaching out through and to youth is the primary way to do that because we will be able to change the perception of the condition in our lifetime using the audience that is absolutely dedicated to working with their peers through the foundation and changing those perceptions and creating the new youth leadership that will be our decision makers within the Foundation and the epilepsy movement for tomorrow.
So, our CDC agreement basically funds the National Office to develop outreach programs that are then delivered at the affiliate level.  These programs are identified as promising strategies currently being operated by our affiliates.  What the National Office does is take those programs and package them into formal curriculums and include everything from a branding and marketing component to evaluation systems with pre-post testing, but really making them national programs that will have credibility being delivered anywhere across the country.  It allows us to collect national data to measure the outcomes and the impact of the programs.

Our affiliates deliver training to school nurses across the country and at national conferences.  Just last year, one program that we have called Take Charge, which is a teen education program that's a health module delivered in the school system, trained 17,000 students on this program.  Our Youth Outreach and Leadership Development Project is part of these programs, just at another level.

We also have a project in partnership with HRSA.  Our HRSA grant is in its second cycle, or we call it phase II.  During the first HRSA project, what we found with the Foundation is that we're creating wonderful programs that are having an impact and changing how students and seniors with epilepsy are not only cared for, but how the condition is understood and how we're empowering people to manage their own care.  But, there's another entire aspect of the country where people are not accessing care because the care, the specialized services, doesn't exist.  Epilepsy specialists are a rare commodity in many rural areas of the country, so our partnership with HRSA is to really develop systems for families to access care and services looking at creative and innovative ways, as well as looking at the areas where there are services and how do we reduce the timeframe it takes for families to access those services.  In many cases, in the country where there is an epilepsy center, the wait time to just get to see a specialist can be six to eight months.  That's just too much of a burden for a family.

So, the HRSA projects complement our CDC programs in many, many ways.  The CDC programs are offered across the country through our affiliates.  The HRSA projects are really very targeted and state-focused outreach programs.  The programs that we offer now that are funded through HRSA are in Alaska, California, Nevada and Wyoming.  There's a project through Dartmouth Medical Center, which outreaches into New Hampshire and Maine. The Foundation has two state programs, one in Florida and one that is in the boroughs of New York City.  Washington State Department of Health also has a project.  Each of the HRSA projects partner with our affiliates.  What we are doing is leveraging our youth outreach programs through the CDC agreement with our HRSA projects to really maximize and leverage the funding between the two federal agencies.  That's a unique partnership in itself. We have two federal agencies that are really working in tandem and together to maximize the dollars that are available for outreach, but really promoting the services across the spectrum to meet the needs of those families.

The other component of Project Access is a national technical assistance center, which is operated by the Foundation.  What we found during the first round, or phase I of Project Access, was the need for a national center to really provide targeted assistance to HRSA for leadership of Project Access and to really help this program grow.  So, that was created in phase II.  What we're doing under the national center is working with the states to develop social marketing outreach plans to help them with testing their strategies to improve care.  We're looking to develop white papers that will address the issues and barriers that families are facing with access to care and how we improve those systems for them, and then pass that information on and those lessons learned to other agencies.  That's been very helpful for us.  There's a lot of material available on Project Access, which can be found by going onto the HRTW-U web site, so please refer to that.

Tashi Chodon is our Project Director and the Director of the National Center and you're welcome to email her at the National Office.  Her email is tchodon@efa.org.  She can provide you more information, but there's a lot, as I said, on the HRTW-U site that is available for you.

Youth leadership has been a major focus of the Foundation, whether it's through our HRSA programs or our CDC partnership, to really reach young adults going through transition from school to the workplace, going through transition from pediatric to adult healthcare, just transition from within their own family structure and family system and building new leadership so that we can really make major changes in society within this country, and some of it is even being replicated within other areas of the world, that will make a change for epilepsy in how it is perceived, how it is understood, how families and individuals living with the condition are cared for, creating empowerment vehicles for them, and in the end, improving their lives as well as the life of everyone else that is affected by the condition in any way.

So, I'm going to stop there with an overview because I know you want to hear from our youth leadership members, and turn it over to Jody, and we'll talk with our youth counsel members.  Jody?

Jody Kakacek:  Sure.  Thanks, Debbie. I'm going to introduce our panelists briefly.  We have Kristin Schkade on the line, who is our Chair of our National Youth Council.  She's been with our National Youth Council since its formation in late 2006.  She lives in Houston, Texas, and she is currently the Director of Camps and Recreational Programs at the Epilepsy Foundation there.

We also have Liv Witkowski, who is a member of the National Youth Council as well, and also the Chair of the Epilepsy Foundation St. Louis Region Youth Council.  She was 17 when she began work with the Epilepsy Foundation St. Louis Region to start the Youth Council and her mentor at that affiliate suggested that she apply for the National Youth Council.  She did, and we're quite happy to say that she's now a member.

Tina Westra is the Chair of the Epilepsy Foundation of Michigan's Youth Leadership Council, and she is currently a junior at Calvin College studying therapeutic recreation and social work.  She's been involved with Epilepsy Foundation for about five years, and she became involved a few years after being diagnosed with epilepsy.

What we would like to do is share some of their experiences with you, and then afterwards, share some of the other experiences that our affiliates are doing with youth outreach. So, Kristin?

Kristin Schkade:  Hi.  Good afternoon, everyone. What I'd like to talk a little bit about is how I became involved with the youth program, the inception of the youth council, as well as my role in the council.  I became involved in the National Youth Council because of my involvement with my local affiliate in Texas.  I had handful of seizures as a young teenager and became part of the camping program that they offered.  I was a camper, then volunteer counselor and then what seemed to be like a full time volunteer.

In 2006, I was hired on as a summer intern for our camping programs here.  At that point, the Epilepsy Foundation of Texas ran five camps a year for people with epilepsy and a week-long camp for children 8 to 14, a week-long camp for teens ages 15 to 19, two adult weekends for adults 20, and up and then a family retreat.  All of these programs are designed to help people with epilepsy feel encouraged, empowered, and to help them become more educated with dealing with epilepsy.

My main focus with camps is to give them an all encompassing camping experience to help some of the transitions from youth into teens, as well as adults.  Camp not only does this for our campers, but for our volunteers as well.

I'd like to share with you an excerpt from a college essay from Kinsey Cash, who is a counselor from our largest camp, Camp Spike “n” Wave. I believe that these words sum up my goal as our camp director in Texas, as well as the National Youth Council's goal.  So, here we go.

After camp, what I came to realize is that the diseases these children battle often rob them of some physical or mental abilities.  However, even the most well meaning of us do far worse.  We rob them of their opportunities and their spirit in the name of protecting them.

In order for these children to flourish, we must change this mindset and view them not as diseased children, but rather as simply children who happen to be coping with an affliction.  That difference in how we perceive them will make a difference in how we interact with them, and consequently, in how much we allow them to achieve.

I learned that our perception is a far greater barrier to them than the condition they battle.  One of the most important phrases I learned this summer was “are you ready to get back in the game”.

I was taught this at my first camp for children with epilepsy.  After a child had a seizure, we were to sit with him, explain what had happened and ask him this life changing question.

For most campers, this was the first time they were given the choice to carry on.  In their every day lives, they would have been segregated, sent home and ordered to rest for the remainder of the day - not at camp.  They were allowed to live life to its full capacity as simply a child.

I think that that kind of sums up, like I said, everything that we are striving to do.  My involvement in the National Youth Council evolved from that experience in Texas.

Some time in 2005, Elizabeth Goldberg, the youngest member of the National Board of Directors, spoke with the Chair of the Board and other members about expanding the youth involvement of the Foundation.  From that meeting, they started with a workgroup to help establish age limits and to gain ideas for how to go about recruiting and selecting the members.  The goal of the youth council was to educate and empower youth with and without epilepsy about the disorder to help end the stigma surrounding it.  The workgroup decided to reach out to the affiliate network across the country.  The thought was that they would know the youth from their area better than anybody else.

An application was sent out to all 52 affiliates nationwide.  They were asked to choose two youth from their areas that showed exceptional leadership within the epilepsy community.  The applications were then looked through and the strongest group was sent to Elizabeth and national staff to look over and conduct phone interviews with the applicants.  Ten people were chosen, each with different backgrounds, spanning the age range, which is 17 to 24 and had varying connections to epilepsy.  A few had epilepsy. Some said their seizures are completely controlled and others still have seizures daily.  There are some that don't have epilepsy, but a sibling that does.

Now, the youth council has grown to 14 members.  I took the role of Chair in May and Elizabeth Goldberg has stayed on in an advisory capacity. My role as the Chair of the council is to be the voice.  I'm able to talk with other groups such as yourselves about our work as well as report to national staff about what we've accomplished and if we need anything from them.  I also see my role as a mentor to some of the local affiliates that have started their own councils and those who are trying to start them.

We're working on a handful of projects in different areas, the largest being our college initiative.  Some of our members have placed posters depicting correct seizure first aid in resident halls and buildings throughout their campuses.  This has been very helpful in spreading the word and kind of squashing that negative stigma.  There are myths and things that are corrected on these posters, but it also helps the youth that are transitioning from high school into college to be able to share this information with their dorm mates or people in the resident halls.  We also have an ad campaign that is going on at Syracuse University for part of their arts department -- it's just another way of getting a PSA out.

So, we've got a bunch of local programs and I will let Liv, who's going be speaking next, talk about the development of her local council and what they're working on there.

Liv Witkowski:  Hi. I'm Liv, and I'm a member of the council in St. Louis as well as the National Youth Council.  I became involved in epilepsy when I was 17.  I was diagnosed when I was 15, but I didn't really do anything until the summer before my senior year of high school.  I decided to work for something that was really important to me, but I didn't really know where to start. So, I went to the web site for the Epilepsy Foundation and I got the number for the chapter and called.  I was luckily put in touch with someone who gave me work to do.  My first project was helping redesign a pamphlet for Sharon's Ride, which is a fundraising walk for the St. Louis chapter.  I really loved working with the people and helping out the cause, but I didn't really know how to continue it.  I ended up working with a mentor to start a youth council in St. Louis.

We're a very young youth council.  We've only really existed for a couple of months now, but we've already accomplished a lot of our goals and we have even more coming up. The first couple of months of our formation, we really focused on recruiting members.  Now, we have a core group of about seven.  We also did a fundraising project so that we could help gain some funds for the local chapter for their outreach program.  We also did a camp for children with epilepsy in St. Louis and we talked to the campers and did some projects with them.  We are also planning to visit a children's hospital and we're hoping to have an education day for peers and teachers.

As far as my involvement with the National Youth Council, I realized last summer that I wouldn't be able to continue my work with St. Louis with as much of a hands-on role because I was moving from St. Louis to Boston for college.  So, my mentor in St. Louis recommended that I apply to the National Youth Council because she knew that I wanted to stay involved in the Foundation.  I applied and, after a phone interview, was asked if I wanted to join.  I came on and I have been to two meetings.

And as far as the transition from local to national, even though the experiences and expectations on the two councils are very different, both of them are really connected by the common goal of helping youth with epilepsy.  As far as changes, at the local level, I was working with a much smaller group and much younger kids.  I was the oldest one and the second oldest was a sophomore in high school.  There was a very strong emphasis on education on the local level and we're also really big on local outreach.  At one of our fundraisers, we did a lot of education about the disease.

On the national level, the group is much larger and the environment is a lot more collaborative.  We focus a lot on community leadership--we're also going to talk about the National Leadership Conference a little bit later.  There's also a much larger diversity in the relationship to epilepsy within the council.  I'm pretty sure that everybody on the local youth council has epilepsy, but everybody from the national comes from an epilepsy background where they have it once a day or they've been seizure free, they're related to someone with epilepsy, or they've worked at the camps that Kristin runs.  I think that might be it for me.  I think I'm going to hand it back off to Kristin, and she's going to talk about the National Leadership Conference.

Kristin Schkade:  Actually, we're going to pass it to Tina so she can talk a little bit about some more things at the local level.  Tina?

Tina Westra:  Hi.  Thank you very much.  As Jody mentioned, I was diagnosed with epilepsy when I was 14. Similar to Kristin, I began my involvement through working at the camps around my senior year of high school.  I was a counselor at camp and loved being involved that way.  A few years later, I was approached about starting a local youth council.  We recently started this probably a little less than a year ago.  Our Michigan Youth Council is fairly young and growing.  We initially started with two members and we now have around five.  Some of our members have epilepsy and some do not.  Some of them have a connection to it because they are studying to be neurologists or have a background in it in that sense, or some of them have friends with epilepsy, so they want to be supportive in that sense.  A few of our members do have epilepsy. 

Right now, we're in the process of putting together a toolkit, if you want to call it that, for college students.  What we're hoping it will be is that it will assist students who are in the transition process as they go into college, including tips for coping with stress, remembering to take medication, who and how to tell that they have epilepsy and how to get their academic accommodations from student academic services, those kind of things.  Also, what kind of services the Epilepsy Foundation, like their local Epilepsy Foundation, can provide such as trainings for campus safety officials and also beyond the basic first aid training - identifying the different types of seizures and how to deal with each different kind.

Kristin mentioned putting up the posters, and what we're hoping to do with the different residents’ life departments is speak with the resident assistants and resident directors--so that if people with epilepsy are living in resident halls, that they can know how to deal with a situation if someone is having a seizure so that they can have a better idea of how to live with that, and also so that people can feel safer and they don't have to be nervous about that or anything like that.

I guess our hope is that it will assist students and encourage students to go into it with less anxiety. From the people that we've talked to, it sounds like the freshman year of college and college in general can be a time where there's a lot of anxiety and a lot of stress, which can be a trigger for seizures.  Reducing those would be something that we're always hoping for.  So, I will turn it back over to Kristin.

Kristin Schkade:  I'm going to talk a little bit about our National Youth Leadership Institute that was held in September in Dallas, Texas.  It was the first of its kind that we've had. The goal of the Institute was to bring local leaders from the affiliate network together with the National Youth Council to help them become stronger advocates for themselves and people with epilepsy.  We had an intense leadership and media training.  Our leadership training was a mix of informal activities to help people feel comfortable in a group setting, as well as formal discussions about leadership styles and what makes a strong leader.  We came out of the leadership training with a much better understanding of what it means to be a leader in your community.  
The media training was very much based on whether you had a radio interview or a TV interview and how to handle that - you know, what to talk about, what to hold off on and that kind of thing.

The youth council members teamed up with a few local leaders to help mentor them throughout the year.  This was a great way for us to help guide them throughout the year.  What we learned through the whole Leadership Institute is a lot of our young local leaders were not on the same page as everyone else and where we thought they were.  Like Tina mentioned her group is about five members, Liv's is a little larger and we have some groups that it's just one person trying to build these organizations and that kind of thing.  So, we did a lot of discussion on our second day about how we could help, how could we mentor throughout the year.  Liv is one of our only members I think that has a strong youth council in her hometown and then is part of the national.  She helped a lot of other groups figure out where they fit within the whole scheme of the organization.

I want Tina and Liv now to talk a little bit about what they got out of the leadership and media training at the conference.

Tina Westra:  Okay. I will make a response to that.  I think a big thing I walked away with from the leadership training was a better understanding of expectations from our local affiliate, and also what our relationship is between the National Youth Council and our local affiliates and the National Council and that kind of thing, how they're all related.

Then, also, we walked away with someone to mentor us.  For me, that was really helpful because Kristin is someone who's my sort of contact person, and so, right now, we're working on this project.  If I have a question about a resource that we need or how to go about doing something, I can contact her since she's had a little bit more experience than I have.  She can give me a little guidance and she can give me some direction through that.  That was very helpful for me.  With the media training, since we've been back, I've done several interviews and definitely put that into use.  It was extremely helpful.  It wasn't just sitting and listening to someone.  It was very interactive.  It was about conversation skills, and it was about just learning how to talk to people and how to interview, which was extremely helpful and skills that you carry on not just now, but throughout life.  I thought those were very useful things that I will definitely continue to use.

Liv Witkowski:  I also really enjoyed and profited from the media training because I have never received any sort of training like that before.  Even though I haven't had to conduct any interviews yet, it's really comforting to know I've practiced my story several times, and it's really nice to know that I will be representing both myself and the Foundation well if I'm called upon to represent it.  It was also really nice because you end up being in a bubble, whether it's on the National Youth Council or on my local youth council just because you become used to be such a self-functioning unit.  It was really nice just to be able to talk to people from across the nation who are in completely different stages as far as where their youth councils are.  It was just really nice to see where everybody was headed and where we all can go.

Deborah Carr:  Jody, this is Debbie.  Are there any other programs that are going on within our local affiliate youth councils that you'd like to share that we haven't touched on?

Jody Kakacek:  Just one of the other major projects that the National Youth Council's working on and that I've seen a lot of the local councils working on as well is the web site and social networking.  The National Youth Council is working on a web site for youth with epilepsy, which we expect to be done this month.  Along with that, it will have a component of it with a social networking community through MING which will be similar to an enclosed community where youth with epilepsy can talk to each other, create profiles, post videos and pictures, blog, that sort of thing.

We also have our Youth in Epilepsy Face Book group, which links to a lot of the affiliates’ Face Book groups that they've created.  Since our conference in September, I've seen at least four or five of the affiliates start groups on Face Book as well, which has been another avenue for all of our councils to connect to one another outside of these in-person meetings.

Deborah Carr:  Great.  Thank you.  This is Debbie. Two things I would like to add is the Chair of the youth council has a seat on the on the National Board of the Foundation.  So, our youth leadership is represented at the national board level.  We also promote and foster within our affiliates that they have their youth council chair on the local affiliates’ boards so that we really have our young leadership as part of the decision making for the organization.

Youth council members also review materials that we're developing for those audiences, they suggest new materials for us and they are actively engaged all the time at different levels doing different things.  So, they really are a part of our national leadership and part of our volunteer force that supports the Foundation and our mission at all times.  
Jody, Kristin, Liv, anyone, additional or final comments that you'd like to share before I turn it back over to Mallory?

One of the panelists:  Well, sure.  I just want to thank you guys for letting us come to this and share a little bit about ideas with you all.  So, thanks.

Mallory Cyr:  All right, sounds good.  So now, we'd like to open up the call to questions and comments from any of our listeners.  Remember, to unmute your phone, just hit star 6.  Please mention your name and where you're from before you state your question.

Toni Wall:  This is Toni.  I have a question and I'm unsure who commented on it, but I'm very interested in the workgroup that--it was either Jody or the next young woman who discussed developing goals and objectives of the work that the youth affiliates would do.  I did not hear them mention bylaws, but I was wondering if that was also part of the work that they did.

Kristin Schkade:  Well, Toni, that was me that talked about the workgroup, but Debbie and Jody were a little more involved at that point.  Do one of you all want to take that question?

Deborah Carr:  Sure.  Jody, do you want me to take it or do you want to go ahead?  This is hard when you're on different coasts on a conference call?  Basically, what we did is the National Council developed over a--what was it--a two day planning meeting, Jody, last fall--what their charge was, and they outlined it with a facilitator, what their purpose was to be and how they would move forward and really came together as a group on a unified mission of promoting and developing youth leadership.  The conference that we had this fall and the media training were basically tactics or strategies to move those--the level that we want to go to as far as being true public spokespersons, being able to tell their story, convey their message to any audience on behalf of their local affiliate and the Foundation, developing social marketing networking opportunities for you to connect peer to peer across the country without barriers, and that was the onset of the development of the web site, looking at our materials and making sure that they were user-friendly, and again, cross cultural.  They have been our guide and our driving force in a lot of the redesign or new design of materials and programs that we've had.  Jody, anything you want to add to that?

Jody Kakacek:  Sure. In terms of bylaws, the process of developing that has really been pretty organic.  When the National Youth Council met for the first time and over the past year and a half or so, when they've gotten together to really develop their mission and vision and what they thought that they could contribute to the epilepsy movement and how they thought that they should be structured, that's really where it came into being.  It's now really getting to the point where it's more of a structured kind of council where they can give guidance to the local councils in terms of mission, vision, bylaws.  But again, the local councils are still really going to have to make those kinds of decisions for themselves too because it really depends on what works for their communities.  The National can only say, okay, this is what we came up with, but you still need to maybe just pick and choose these guidelines for what works best for you.

Deborah Carr:  One of the things that we do through the National Office under our CDC cooperative agreement is we actually put out an RFP for a small amount of seed money to our affiliates to start up local councils, and then we share across the affiliate network what the different sites have developed and what works for them so that we're really going to start developing best practices with those models and resources for replication with other affiliates.

Toni Wall:  Well, you folks are really a model for youth involvement and I really commend you on having youth involved, youth looking at materials and having youth affiliate groups.  For those of us in the children with special health needs world, I suspect that those affiliate youth organizations are on your web site?

Deborah Carr:  They're on each individual affiliate’s web site.

Toni Wall:  Okay. So, I'm in the Northeast, so I would go to Boston--.

Deborah Carr:  --Go to Massachusetts.  The other thing you could do is--Jody, is there a way to send out--I know with setting up the Face Book groups, we sent out the instructions to the affiliates to start their own Face Book groups.  We could give that information to Toni to look at posting and developing something like that.

Jody Kakacek:  Sure, we could do that.

Toni Wall:  Thank you.  That would be great.

Deborah Carr:  Condition is not a barrier.  You can use it for any type of group.  We were amazed at how quickly people that were unknown to us across the country started jumping onto the opportunities and networking peer to peer.  You know, the Face group was quadrupling week after week after week.  It's amazing the connections and the communications and the sharing that goes on through that.

Toni Wall:  Well, I think we need to use the tools of today that youth use and Face Book is one of those tools.

Deborah Carr:  Absolutely. The new thing that we're looking at now--CDC offers a lot of resources on texting and social marketing campaigns.  There are resources and tools on the CDC web site that are not specific to epilepsy, but that are available for organizations to use and to develop tactics and strategies.  So, that is our next wave of really developing a texting campaign to reach out for youth messages to reduce stigma regarding epilepsy across the country.

Lynda Honberg:  Hi, this is Lynda Honberg and I want to congratulate all the speakers.  This has been a great call.  It's always wonderful to hear from the youth.  I just want to follow up on what was just said. Our mission is really to involve all youth with special healthcare needs, which obviously includes children and youth with epilepsy.  I'm just wondering if you do any outreach and work with other youth groups in your communities or at the national level, not necessarily just youth with epilepsy.  The second part of the question is, if not, do you have any recommendations on how we can promote that type of networking?

Kristin Schkade:  This is Kristin.  I can start with the first part of that.  Locally for us, since I do run the camp program, there is a camp site here in Texas called Camp for All, and what they do is have partner organizations.  They have 55 different partner organizations such as the Epilepsy Foundation, children with cancer, diabetes and all of that.  They partner with all of us to help us out with our different camps.  But, what we've done outside of Camp for All is partner ourselves with a bunch of those groups.  I know the United Cerebral Palsy organization here runs a day camp.  But, they also take other children with special needs into their day camp program.  So, when a child calls me and we might not be able to accommodate them, I can draw from all of the different organizations that I'm familiar with and point them in the right direction.  I know that there are a bunch of special needs camps around the nation that you might be able to contact or just contact those other organizations within your community. I hope that answers part of your questions.

Jody Kakacek:  We have reached out also to other organizations as models when we were developing the youth council.  We've talked to the National Hemophilia Foundation and Easter Seals.  

Lynda Honberg:  Thank you.

Rhonda Warner:  Hi.  This is Rhonda Warner from Children's Hospital of Wisconsin.  I have a number of questions, actually.  I'm very interested in the work that the youth are doing in developing youth councils and I'm wondering what type of support you feel you need from healthcare institutions or community agencies in order to have an effective youth council?

Tina Westra:  This is Tina.  In one of our local hospitals, we have people like the nurses there from one of the neuro units.  If they have youth come in with epilepsy who start talking about involvement or something like that, they might say “have you looked at the Epilepsy Foundation”.  I don't know if they can actually say “you should check this out.”  They can give them, I think, information on looking at the Epilepsy Foundation or they can give them a brochure.  It's always nice when people are supportive.  I know we've had nurses who have given information about camp and our youth council to people who have come into their hospitals.  That's really been a big help for us in Michigan.

Rhonda Warner:  I guess what I was wondering is, obviously, you are very gifted young people with good leadership skills because you've started to develop your youth councils.  But, I'm just wondering if you've benefited or would have liked some additional support from the community to help you in the work that you're doing.  I think you mentioned a mentor as one factor, but I'm just wondering if there are other things that we could provide from the community to make youth councils something that occurs.  You obviously have some really good groups where you're at, but they're not really being adopted broadly yet.  So, I'd like to see how we could make this happen.

Deborah Carr:  Do you have any type of youth volunteer group through the hospital, Rhonda?

Rhonda Warner:  Oh, yes.  In the hospital, we actually have a youth advisory council.

Deborah Carr:  I'm wondering if you could have them branch out to other organizations that they're involved with, which is a national partnership, to start an adjunct group with those groups.

Rhonda Warner:  Yeah, I'm thinking outside in the community like through the Epilepsy Foundation affiliates.

Deborah Carr:  Definitely talk to your local affiliate in Wisconsin.  You've got several of them there.

Kathy Cahill:  This is Kathy Cahill from New Hampshire.  We have a small youth advisory council that is not focused on any one particular condition, and we have supported that council with a facilitator who isn't a youth with a chronic condition.  I wonder whether any of your councils have facilitators other than young people.

Deborah Carr:  The original meeting that we had, the planning meeting, we actually did bring in an outside facilitator who had worked with youth groups.  The only reason we did that is we wanted everyone in attendance to be engaged in or active within the group.  But, following that, when it's a meeting of the council itself--and Kristin can add to this--they take turns facilitating.  Within the media training, we had a trainer who was there.  But, the leadership within the council ran the meeting.

Kathy Cahill:  And this was the National Council?

Deborah Carr:  And they did an incredible job.

Kristin Schkade:  Right. This is Kristin--one thing that was amazing with the past meeting in September was we did bring in a facilitator to run the leadership section, but she in turn pretty much made us be the facilitators for the meeting, so we were being pulled up left and right to run different presentations.  We would be asked “have you ever led this kind of discussion?”.  Whoever would raise their hand and say “no”, they were up there doing it.  So, it was interesting for us.  But, I think that that prepared all of us to be facilitators within our community, you know, to go home and be able to run those meetings with our local affiliates and be able to do them well. So, I think that starting out with very strong facilitators like in our first and second meetings that we had back in '06 and '07, they were fully run by someone else.  I mean, we had the input and it was great.  This last one was kind of a step in a different direction to really teach us to be the strong leaders.  So, that helped us.

Kathy Cahill:  Wonderful.

Iris Lampoon:  Hi.  This is Iris Lampoon, Washington State Department of Health.  I would like to know, do you have material for this leadership training, either in English or in Spanish?

Deborah Carr:  In the leadership training that we did, the youth council members actually developed the agenda with a media trainer, and we can certainly share all that with you.  Would you do me a favor?  Can you send me an email so that we have your contact information to do that?  And I'm at dcarr@EIA.org.

Lynda Honberg:  Debbie, this is Lynda.  Maybe it's something we can just send to all the grantees because even if they're not on this phone call, I think they might be interested in hearing it.  And would it make sense to post it on the HRTW website?

Toni Wall:  ​This is Toni.  I was just going to say that. So, if we could send that information to Teresa Glore and she can post that because I think everybody would like to see it.  So, instead of sending multiple copies, you can post it once and we'll go in and get it.

Deborah Carr:  Well, what we'll send you is the agenda for the leadership conference training and we'll also send you the guidelines that Jody and the team developed for starting the Face Book group.

Kathy Cahill:  This is Kathy from Special Medical Services in New Hampshire.  I went to a training yesterday that was put on by the Konopka Institute for best practices in adolescent health.  And, you know, we were talking about how to reach youth.  Face Book was talked about and recommended.  And so, all the oldies in the group got a little bit of a lesson on Face Book.  But, I'd really like to learn how to access that as a tool to help provide support to young people in the community who have special healthcare needs, epilepsy or whatever, to encourage that kind of communication.

Deborah Carr:  Sure.  It's pretty awesome.

Kathy Cahill:  And so, you folks have a Face Book group?

Kristin Schkade:  We do.  We have a Face Book group.  It started very small and didn't grow rapidly --but then, when it started to grow, I mean, just like Debbie said, it just kind of kept doubling and doubling.  I think there are over 1,500 people in the group.  It's not staying stagnant.  People are posting questions and talking amongst themselves and reaching out from across the country to someone that might need some more information or is having a hard time.  With the kind of the stuff that Jody and Debbie are going to send, I think it'd be very easy to just get it started and feel your way around it and  figure out how it works.  It's a great tool for us.

Liv Witkowski:  This is Liv.  Another way that you can utilize Face Book is what my local chapter did.  We set up a Face Book profile for the St. Louis region chapter and we went out and “friended” all of the members.  That way we could post events for all of our meetings and then send invites through Face Book, which was really nice because a lot of times, teenagers tend not to check their email, but they do check their Face Book.  So, that makes things a lot easier.

Toni Wall:  Well, it's five past four and we have a couple minutes for a couple more questions if anyone has some more questions they would like to ask.

Deborah Carr:  This is Debbie.  I have a question for the group, and that is as people develop youth groups or youth leadership forums, outreach programs within their different states, I would love for you to share with us what you're doing.  We'll do a call like this and share what we're doing, but we learn more from the feedback that we get from people that we talk to later.  You know, my philosophy is take what someone is doing well, make it better, but give it back so they have something even more improved.  So, we would love to have people share back with us because we're always looking for innovative ideas from others.

Ms. Toni Wall:  We'd be more than happy to do that, Deb.

Phyllis ??:  Deb, this is Phyllis from the Department of Health in Harrisburg.  As you get that information, is it possible for you to post that on a web site so that we can have access to it as well?

Lynda Honberg:  Hi, this is Lynda.  It'll be on the HRTW, Phyllis.  But, I'll also get it posted on Project Spaces which is another site that we have for the grants funded under the state implementation program.  The more places, the merrier, right?

Deborah Carr:  Lynda, do you also do a link from the Project Access extranet site to Project Spaces for the grantees?I just would like to make them aware too.

Lynda Honberg:  Well, you know what?  Anybody can join Project Spaces.  So, we should talk about extending the epilepsy grants to get on that because there are a lot of resources on that.  It's just a matter of getting an email.  So anyway, we can talk about the logistics of that another time.

Teresa Glore:  This is Teresa and I wanted to also tell everyone that HRTW will be sending out a survey in the next couple weeks.  It's just a one-page survey asking the different Title V programs about any youth councils they're having, etc.  We started this with the presenters or the panelists, their states at our last July topical call.  So, we hope when you get that survey that you'll be aware it's coming out.  It'll be coming to your Title V Children and Youth with Special Healthcare Needs Director and you'll fill that out and send it back in.  Then, we'll be compiling it and putting it on the web site along with contact information, hopefully, to help what Debbie's talking about in terms of the sharing.

Lynda Honberg:  This is Lynda again and I might be wrong, but for the youth speakers, how many of you are aware of Title V in your state?

Kristin Schkade:  This is Kristin.  I'm not aware of it.

One of panelists:  I'm not either.

Lynda Honberg:  I was thinking that it might be a good thing, Debbie, to do to introduce--just quickly every state gets maternal and child health monies through a block grant and a portion of that has to be used for children and health with special healthcare needs.  It might be good, Debbie, at some point to do kind of a 101 on Title V because it'd be great if some of the young people would go and introduce themselves to the Title V directors.

Deborah Carr:  We could absolutely do that.  So, we'll set that up for one of our conference calls.

Lynda Honberg:  That would be great.

Toni Wall:  This is Toni and I'd like to say that this has been a terrific hour and I appreciate Deb and Jody and Kristin and everybody else who was able to speak so eloquently about the National Youth Advisory Councils and your local affiliate councils.  It was wonderful to hear all of you, and really, to take time out of your busy schedules today.

I'd just like 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 can respect the right of youth and young adults to participate in decision making at all levels and assure their satisfaction with the services that they receive.

Again, I would like to remind people to go to HRTW-U for supplemental materials and an audio recording of this call.  There will also be a written transcription in about a month available at the same site.

Please remember to go to www.hrtw.org , HRTW-U and complete your evaluations.  I thank you all and we'll look forward to talking to you in about another two months with another topical call.  Have a wonderful Wednesday and a Happy Halloween.

Transcription Services Performed by:

eTranscription Solutions, LLC

www.etranscriptionsolutions.org
(740) 385-5994

MaineSupportNetwork_TopicalCall_102908_1600

PAGE  
2

