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Kathy Blomquist:  Thank you for dialing in today to our Healthy & Ready To Work Topical Call.  Our moderator will begin the call at the top of the hour.
For resources and information about our speakers, please go to www.hrtw.org, and click on HRTW-U on upper right bar.  Resource materials and an agenda, which includes speaker bios, can be accessed from HRTW-U by clicking on the link to today’s April 29th topical call.
There’s a PowerPoint presentation, and two handouts that the speakers will be referring to.  These are located at HRTW-U tab under today’s April 29th topical call on the materials page.  Find the PowerPoint, and also the HRTW tool, "Knowledge, Skills, and Abilities: Changing roles," the HRTW tool, "Portable Medical Summary," and the handout, "HRTW 9 Tips: Thriving with Health and Wellness."
While you’re on the HRTW materials page for this topical call, please note that the evaluation is now online.  We encourage you to fill this out after the call either online or in a Word document that you can e-mail to us.
We are now offering nursing continuing education contact hours through the University of Kentucky College of Nursing.  At HRTW-U, you can find further information about how nurses can obtain contact hours after the call. We hope to offer continuing education credits for social workers in upcoming calls.
Please remember that you have entered the call muted.  To unmute, please hit star-six.
The audio of this call will be posted next week, and the written transcript will be posted in about three weeks.  
I think it’s time to get started.  Mal?
Mallory Cyr:  Welcome to the HRTW topical call series.  Today’s topic is “taking the “F,” fear, out of healthcare transition for children and youth with special healthcare needs.” These informational calls are supported through a cooperative agreement from HRSA’s Maternal and Child Health Bureau.  Our project officer is Lynda Honberg.
Please note that there is a PowerPoint presentation and two handouts that we will be referring to during the presentation.  These are located on the HRTW website under HRTW-U under topical calls.
We have the HRTW tool, "Knowledge, Skills, and Abilities: Changing Roles," the HRTW tool, "Portable Medical Summary," and the handout, "HRTW 9 Tips: Thriving with Health and Wellness.
Our speakers for today are Patti Hackett, Mallory Cyr, Ceci Shapland, Trish Thomas, and Julie Sullivan.  Next slide.
Ceci Shapland:  There are three parts to this presentation.  The first part is that the learner will state the rationale behind the importance of addressing and acknowledging anxieties and fears of families before any teaching of transition skills are transferable to youth.
The second objective is that learners will be able to identify the differences between KSAs, or Knowledge, Skills and Abilities, as they prepare for practice in mastery of the essential skills of transition.  Next slide.
The final objective focuses on identifying the lessons learned and applying them to your own personal life and journey, and your child’s, but also to think about ways to incorporate these changes and lessons learned into your work activities and any functions that you have that support other families and children and youth with special healthcare needs.  Next slide.
Mallory Cyr:  Today’s speakers are nationally recognized experts in their field.  Each either works in an MCHB-funded National Center or a Family-to-Family Health Information Center.  Some have been through and survived transition, some are in the midst, and some are beginning.  As we move along in this presentation, we will weave personal journey and discovery along with evidence-based practices and practical wisdom.  Would you like to all take a minute to introduce yourselves?  Ceci?
Ceci Shapland:  My name is Ceci Shapland.  I’m the Youth and Family Consultant for the Healthy & Ready To Work National Resource Center.  I live in Minnesota, and I have a son who’s now 34, who has officially transitioned, as we speak.  However, things are changing all the time and adjustments have to be made, and we’re learning as we go to meet the ongoing transition.
Mallory Cyr:  My name is Mallory Cyr.  I’m from Maine.  I’m the Youth Coordinator on the Healthy & Ready To Work National Resource Center.  I am a young adult with special health needs.  I recently moved out on my own, but transition is still ongoing.  I conquer challenges as they arise, and love teaching others about how to use a transition process.  Trish?
Trish Thomas:  Hi.  I’m Trish Thomas, and I am a consultant to Healthy & Ready To Work in the cultural competency area, and I also work for the National Center for Family Professional Partnerships at Family Voices as a TA coordinator, and I also have a son who is 30 and has gone through the transition process.  Julie?
Julie Sullivan:  I’m Julie Sullivan, Co-Director of Family Voices of Tennessee, and Project Director for our transition grant.  I have a daughter who is 16, so we’re on the front end, just within the last year becoming actively involved in transition activities to have a successful transition.  Patti?
Patti Hackett:  I’m Patti Hackett.  I’m the Co-Director and the Founder of the Healthy & Ready To Work National Resource Center.  I had a wonderful son who lived to be 30 and went through several transitions.  I think these conversations which you will hear from a variety of us will be real candid conversations with advice with hindsight.  Next slide.
Ceci Shapland:  This slide addresses the importance of health and how critical it is to school success, and how it impacts on performance and productivity.
The other part of it, of course, is that young people have life-long health issues.  They need to learn early to maintain and sustain their health and wellness.  It’s a discovery for young people to figure out what is health for youth with special healthcare needs.  It’s so important for them to learn to participate in their healthcare and learn to make their own healthcare decisions.  Next slide.
This is the data slide from the National Survey of Children with Special Healthcare Needs--done in 2005 to 2006.  It focuses on the outcome of transition, where youth with special healthcare needs receive services necessary to make appropriate transitions to adult healthcare, work, and independence.
And as you can see, if you have a copy of the PowerPoint, there was almost 60 percent of the population between ages 12 and 17 that did NOT have this outcome achieved.  Next slide.
Mallory Cyr:  The next slide shows a screen shot of HRTW’s website, hrtw.org, which has a vast amount of resources, tools, and presentations that we offer.  We are always welcoming feedback about anything you would like to see on the website or what you use and find helpful.  There’s a ton of great information up there, so feel free to give it a look when you have a chance.   Next slide.
Trish Thomas:  The HRTW National Resource Center is founded under Four Cornerstones:  Title V leadership - We look at the states and the public health policy and practices that they implement through their block grants; youth involvement, increasing youth involvement and leadership level, and also at the individual level;  the medical home and transition going from pediatric to adult healthcare services; and last, but integral partners are our inter-agency folks--these are the SSA, educators, transportation, housing.  The pieces of this puzzle really make an entire life for the child, and of course, the family, too.  Next slide.
Ceci Shapland:  Now, this slide is a definition of healthcare transition, and I’m going to read it and highlight some very important words.  Transition is the deliberate and coordinated provision of developmentally appropriate and culturally competent health assessments, counseling, and referrals.  The components of this healthcare transition should include self-determination, person-centered planning, preparation for adult healthcare, looking at work and independence in the community and inclusion into community life.  I’d like to highlight the last bullet point, and that is starting early, the importance of the journey and the process of transition, and how important it is to start as early as possible.  Next slide.
Julie Sullivan:  This is my daughter, Olivia, and my son, William.  I’d like to introduce you to them.  Olivia’s 16, in 9th grade, and she loves to draw and visit with family and friends.  William’s 14 and in 8th grade, and he loves to read and excels in school.  Olivia happens to have Down’s syndrome with the related health issues that come along with that diagnosis.  William himself has a mental health diagnosis--all of this is just part of who they are, growing up in a loving family.  Next slide.
Ceci Shapland:  This is Ceci, and this is my son, Mac.  As I mentioned, he is 34 now, and this picture was taken in high school.  What I want to highlight is that he is a very social and outgoing young man, and he loves sports.  So, we really capitalized on this interest.  He was a member of the senior high baseball team as the manager.  Back then this was really quite a new move and it was something that hadn’t been done before.  People had a lot of learning on how to include Mac on the team, but it worked quite beautifully.  As you can see, the captain of the team and the star pitcher has his arm around Mac as they discuss what’s going on in the game.
I like to highlight: we knew that Mac was really fully included when his sister, who went to the same school, said she wanted to be sure that she went to the football game with Mac because Mac knew all the cool guys at school.  Next slide.
Patti Hackett:  This is a picture of my son, Glen, probably around age nine.  One of the things in transition – I, as a teacher because I was professionally trained to be,   but what I failed to remember, and this picture reminds me of it, is that there were other people that taught Glen along the way.  Our family does not fish, but his baseball coach did, and one of the great pastimes that Glen learned from this friendship was fishing, and a whole new dialogue for him, and a whole new letting go for both of us.  This picture was not taken by me, but taken by the baseball coach.  It was one of our first partings and separations.  The idea of growing up means trying new things, and that means for the parents, too.  Next slide.

Mallory Cyr:  This is Mallory.  This is a picture of me two years ago or so when I graduated college.  When I was diagnosed with my health condition, my parents were given a life expectancy that I was probably not going live past the age of two.  So, for me to graduate college was not something that we ever really anticipated.  But, when I was growing up, my parents really instilled in me the ability to look to the future, and I never really let my diagnosis be a limitation to me.  I think that for all youth and parents and families of people with special healthcare needs, we do need to keep the mentality of looking to the future.  And you know, with hard work and the right planning, dreams can come true, even if that’s not an expectation of their diagnosis.  You have to go beyond the diagnosis.  Next slide.
Ceci Shapland:  This is Ceci again.  This is the picture of my son, Mac.  On the left is a picture of him graduating from high school.  You can see his joy, as he has his thumbs up at the graduation.  The right side picture is him and his girlfriend, Chastity.  They met while they were in school, and they had a relationship for over 15 years, and it was a very important part of Mac’s life, and all of ours, too.  We really enjoyed having her as part of the family.  But recently, she moved out of state, and so that was another big transition in Mac’s life.  But luckily, he’s recovered, and already has the telephone number of a new woman he met on a trip.  So, life goes on, and transitions continue.  Next slide.
This is a picture of Mac with his co-workers on a recreation day on the left.  Mac works in a job where he’s paid full wage for what he does--which is good because he really likes to support himself with lots of technology and lots of trips.  He has been integrated into his job, and is fully supported by his co-workers.  As of this year, he has not taken any county funding or federal funding for support on the job.  He is now really transferred over into being a full taxpayer.
On the right hand side, is a picture of Mac on one of his trips.  For Mac, as I said, the job is important because he really likes to travel, and this is picture on one of his trips - he went to Memphis.  He’s also been kayaking with a group.  He just came back from Disneyland and he was off the plane about 15 minutes when he was making plans for his next trip.  So, this is really an important part of Mac’s life.  Next slide.
Trish Thomas:  Hi, this is Trish, and you’re looking at my son, Travis.  I took him with me very early in his life to all his meetings, whether they were education or healthcare.  In the midst of all that, he picked up quite a bit, and he is known in the community out at home on the reservation, as well as in the deaf community, as the person to go to for information and resources, no matter what it is.  So he’s actually become a cultural broker in the deaf community and on the reservation in working with his peers and helping them meet their needs.
Just recently, he helped a young mom, who is here in the United States from another country and who has a daughter who was deaf, receive services because she had nowhere to go and her English was very poor, but she could sign.  And so, through Travis being able to sign to her and speak on her behalf, she was able to acquire services.  So, he’s getting quite known in the community, as well as nationally on areas of looking at culture and linguistic competence, and he just keeps learning.  He’s finishing up school next week, and he is very excited, and is pursuing a major in sociology.  Next slide.
Patti Hackett:  Transition means growing up and becoming an adult.  So many times we hear people say they’re raising children, but really we are launching adults.  This picture is my son and his high school buddies taken 12 years after they graduated from high school.  The idea would be health and wellness, because the longer you could stay well, the more you could get involved in life, and --definitely have a touch of humor.  Next slide.
Julie Sullivan:  This is Julie, and as you can see, our daughter, whether we want her to or not, is growing up, and we have come to crossroads over the past year of deciding what things we need to be doing.  Some of the changes that we were faced with are kind of forced upon us, but they must happen, and we’re realizing that.  Some of those things are: moving to the high school, soon to age out of our pediatrics office, and beginning to suffer from adult medical issues such as high cholesterol, joint problems, and finding a good practitioner who will fit her personality and lifestyle.  So, we’re really looking ahead at what’s our next plan.  Next slide.
Ceci Shapland:  So, let’s look at a new perspective with transition.  We often talk a lot about the fear and anxiety.  I think it’s important for families to ask - if they’re not doing transition planning and not moving ahead with it, what are we really saying “no” to?   I know often we think that we’re saying “no” to danger and “yes” to protection, and taking care of any vulnerabilities and so on.  But, along the way, I had people that pointed out to me that a lot of the things I was saying “no” to, or that I was worried about, is I was also saying,  "No, you can’t do this because I don’t think you’re capable."  "No, I don’t think that you’re going to be able to do it.  I don’t have confidence in you."  "No, I don’t really want you to have that opportunity".   In fact, of course, as a parent who loves a child, you don’t want to say “no” to things like that.
So, that’s why it’s so important to have the conversation about the concerns and fears, so that the parents can really examine what it is that they are saying “no” to.  Next slide.
This is just a short discussion on perspective on transition.  When people are asked about transition, they talk about fear, they talk about anxiety, they talk about the challenges and so on.  Next slide.
This slide maps out a short exercise that can be done with families.  Take some time to have them state what their perspective is on transition and what the words are, and then pause there and take some time to think about, "Well, that’s one perspective- challenge, and fear, and danger”.  But, what is another perspective?  You know, the use of language can be very important here.  Perhaps another perspective could be “opportunity”, that it’s a natural process, because one thing about transition is, certainly, it will take place despite us, so we might as well do some planning around it, and work and get some support in place.
Take a look at other perspectives about transition and begin to use a different language around transition.  As you have the tough conversation about the fears and the anxieties and begin to come out of that and think about some more positive terms around transition, you begin to take that perspective, and then that begins to open people up to think about identifying a first step.  If they begin to start to think a little bit about transition as an opportunity, or whatever word they are using, then the next question is, “all right, then what would be your first step?”  Just movement and taking one small step can really begin to open up the process.   Next slide.
Patti Hackett:  That brings us into the KSAs.  If we think about breaking down different information to easy ways, to allow the families to have time to digest and to think about it and hopefully find a mentor to practice with.  If it is knowledge that they’re just seeking, where can they find the information, where can they learn more about it?
Sometimes the families learn the skills that are really required first.  Sometimes they’re taught directly to the child or the youth.  But the three key issues are: you need to teach it, and you need to practice it, and then you need to master it.  I’m really big on the mastery part.  When I was a teacher, I really was hoping that most of my kids’ skills would be at the mastery level.  They’d be so automatic, just like we did with fire and tornado drills--we didn’t even think about it, because we had enough time to practice skills and they became part of our routine.  Now, the ability--if I’ve taught the skill, they practice it, and it looks like they’ve mastered it, we only know if they’re able if they can practice it and form it without prompts, or maybe--just with a few prompts.
We do know we’re going to have some children and youth that are going to need some ongoing support.  For some youth, because of different health status--when they’re in good days, they can do it by themselves, and when there are not so good days, they may need some help--that’s when the time comes to strengthen and identify a circle of support.  Out of all the things I did right bringing Glen up, the one thing I failed on was finding allies and other people to share this journey with Glen.  So, when the times got a little tougher, I was doing a solo act.
So, those of you who are providers out there, really start this conversation.  Who else but you knows how to do these things with your child?  Who else can your child ask and be confident and know they’re a trusted ally?  So, again, Knowledge, Skills, Abilities--KFAs, and we're going to look at those later on in the rest of the slides.  Next slide.
Ceci Shapland:  I just want to share a story, again, about my son, Mac, and how we began the process, and actually I really had nothing to do about it.  It was he who made the first request that made me realize that yes, in fact, it was time to make some movement in transition.  One day he decided he wanted to bike by himself to the park, which was several blocks away, so that he could participate in a T-ball game.  I was really surprised when that happened, and of course, had never considered that possibility.  But because he asked, I had to stop and really think about.  What would keep him from doing this, and what would keep me from allowing him to do this.
So, what I began to do then was take it one step at a time.  So, the first time he biked, I went with him, and the second time, I went halfway with him.  And the third time, he didn’t know that I followed him, but I did, and I watched to be sure he got there safe.  And little by little, I realized that he was more than capable of doing this by himself, and that by doing this weaning-type process, I began to gain more and more confidence in him.
What he’s really taught me through the years, is that if he’s made a request or we came to a challenge that we need to get over, that by taking small steps and seeing that we do have some success and we do have some movement, it just begins to open things up so that the next step is a little bit easier, and the next one’s a little bit easier.  Julie, how about you?
Julie Sullivan:  Well, I know we’re finding that.  For myself,  as a parent, I have that need to have a parent who’s already been there and experienced it and able to guide us.   For you to say Mac was okay going to the ball park, or other things that can acknowledge my fear, helps me overcome it.  
Because I know day-to-day we’re struggling with what’s going on, and a lot of times we’re not allowing some of these things to happen for our youth until things are forced either by their age or service requirements or just other parents bringing us along.  Often we’re not having these experiences unless we can connect with other families to help us through that.  Next slide.
I can share that by saying that in Tennessee, we had Healthy & Ready To Work come and begin to train with us. I think our staff believed that Patti and Ceci would come and it would be a training where you would teach us what transition was and how do we get there, and then we’d go out and teach.
But, we really found that we were asked questions that, if a provider or a teacher or physician would have asked me, I would have been insulted or I would have ignored it possibly.  By having parents ask us these questions and push us a little, I felt that it carried weight.  It was real.  Knowing that I was going to be accountable for these activities, I began to look at how I can apply this to my daughter’s life, and even to my son’s life.
So, we looked at our staff as a whole.  We needed to have some accountability for these hard questions.  I think that’s something providers can look at. Knowing that if family members are asking each other “did you do this, did you follow-up on this”, then we’re going to do that if we know someone’s gonna ask us about it.  We can’t ask ourselves--or we can’t ask the families that we’re working with to do these things unless we’ve done them ourselves, and this included asking a staff member if she had made copies of insurance cards for her son, and another staff member about a chores chart, and another one about having their child order at McDonalds.  Knowing that they were allowing this independence to happen, even though they seemed like small steps, especially when we compared it to Mac going to the ball field, we realized that it was our small steps towards independence.  It was our children’s small steps toward independence and allowing that transition process to begin.  We were really pleased with seeing that happen.  Next slide.
Mallory Cyr:  The next slide of our presentation will highlight a few of the key skills that are featured on the handout, the HRTW Tool, “Knowledge, Skills and Abilities: The Essential Skills of Healthcare Transition.”  This handout features different things to start thinking about.  There’s a youth version and a version for families.  It’s a visual of different things to think about and to look at where you are in the process, and to put a check by either “yes, I want to do this”, “this is something I want to do”, “I need to learn how”, or “someone else will have to do it”.  The family version is formatted a little bit differently.  This really works to get the conversation started.  It brings up points that you may not have even thought of working on with your youth, or, if you’re a youth, with your family.  If you do have to identify someone else to do this, it really starts you thinking about who you may have to do that.  As Patti mentioned, having allies and other people who are able to do the skills is a key part to prevent parents and family members from not being the only one who was able to do it.  Next slide.
Patti Hackett:  This slide features some data from the National Survey of Children with Special Healthcare Needs in the years 2005, 2006.  When the families were asked if their doctors encouraged that the young person take responsibility regarding their health needs, if you take a look at the data, it’s not really impressive.  Under “always,” it’s 48.7 percent, and I would guess that it’s probably around that “sometimes” and “usually.”  This is not going to raise a competent, confident, informed generation who can make good healthcare decisions.  Next slide.
So, how do we teach those rich skills that families have learned over time on doing their concise medical reporting, picking up the medical jargon?  The young person usually looks to their parent and says, “Well, when did I have this," or, "What happened?”  On this portable medical summary, which is a one-pager of a medically complex person--and I have to be honest with you, this example happens to be for my son.  I’m not saying this is the best format for the form, but just get the information on one page.  Next slide.
Glen would carry it always in his wallet, and on good days it was a reference tool.  On bad days the form spoke for him when he could not. It provided an accurate medical description.  It had correct contact numbers.  

It documents disability. So, when he went in to voc rehab, and later on to apply for SSI, this tool could stand alone, because having the ICD-9 codes made the paperwork easy to assess.  On days he was unable to talk for himself, or on days that had high emotion, such as when the EMT would come to the house, this paper did wonders in getting us out the door and into the ER much quickly.  So, when you think about expediting paperwork that sometimes slows things down, this tool can be helpful.  Next slide.
Can we talk about the anxiety of families and customs?  Trish?  What happened for you and your family when your son was going from the reservation into Albuquerque?
Trish Thomas:  Well, it was quite a balancing act in the beginning, because we had some very traditional family members and then some who were assimilated.  But as time passed on and we talked more and educated more and pulled in our family members to really learn on both sides what needed to be done, it became easier and easier.
On the cultural side, I was totally expected to have that role as a mother, to take that lead, and setting up and doing all the talking and everything for Travis, because again, being a male and coming from the matriarchal society, that was just totally expected of me.
So, when I tried to teach him to take on some of those roles himself, I did it kind of discreetly by just taking both him and his sister with me to appointments.  Then, when they saw that it was really a benefit for him to be going, and it would be a deficit if we didn’t continue, they were more open to allowing me to shift some of those roles.  I myself was very apprehensive about letting my son actually take on that role of managing his own healthcare. I managed his healthcare probably till he was about 20--doing it with him, and then really letting go before his 21st birthday.  I was really quite surprised--pleasantly surprised, that taking him all that time really, really gelled with him.  I was afraid.  Travis was known to be very shy and again, I think that was traditional, where you don’t speak out right away or just jump into the conversation.
I was a little afraid to let him take that on by himself, because I didn’t see him doing that in our meetings.  Again, by me being there, he was expected to stay quiet.  But, as time went on, I would pull him into the conversation.  I always made the physicians and other healthcare providers address him directly.  When they’d look at me, I would kind of wave my hand in front and make sure that they were speaking to him, because they were talking about his healthcare.  Later on, they got the idea where they didn’t have to be looking at me--they would look at me on occasion, but most of the conversation was directed at him.  He would wait and I’d tell him, “Tell him what you’re feeling," or, "Tell him what you want, what is gonna help make this better,” and so he starts answering.
Then I went to an appointment with him.  I got a call.  I needed to take that call, and I had to go outside the hospital, because they didn’t want us to have our cell phones in there.  When I came back in, he had done it all, and I missed it.  The doctor held me back and he said, “You have taught your son very well.”  He said, “He answered all my questions, and when he didn’t understand, he clarified.  When he still didn’t understand, he asked me to write it down.”  So, he really followed through, and I was--oh, I was so happy!
Patti Hackett:  Thank you, Trish. Next slide, and we’re now on slide 31.  So, we take a look at the different skills we’re teaching, and that we hopefully transfer them to the young person.  Again, it’s the Knowledge, Skills and Abilities.  As we focus in on a population, children/youth with special healthcare needs, we need to realize that all our young people need these types of skills.
So, at this time, I’m going to invite the conversation with you all--what do you do for your own children?  What have you done for your grandchildren?  Because if you haven’t walked the talk, how can you encourage others?  Mal, tell us about carrying a health insurance card.  Next slide, 32.  
Mallory Cyr:  This item on the changing roles handout always sparks a bit of discussion, from my experience.  When Patti and I were working on this handout, it sparked a discussion with us because, when I was growing up, I was very aware of my medical condition, I was very educated about it, wasn’t really left out of what was going on, but I never was involved in the payment.
My family really wanted me to be a kid.  They said, "You have your whole life to worry about insurance and your medical life, so we’re going to handle it.  You’ll always know what’s going on, but you don’t have to worry about this."
So, when Patti presented the idea of children starting to carry their insurance cards at the age of 10, I was like, "But, what about being a kid?"  "Where does that come in?"
So, it really sparked discussion with us, and I now am able to see that this is really a turning point for transition, even if it’s a photocopy of the insurance card.  Teaching kids at an earlier age that healthcare is something that you pay for.  The person who presents the insurance card is the respected consumer.  It makes the child a healthcare consumer at a very early age.  And again, even if that item is something that your child may not be comfortable with at this point in time, it really can initiate that conversation.  Next slide.
Julie Sullivan:  We have personally found for us that it is giving some power to our daughter, Olivia, to have that insurance card.  We learned from a family who went to the training.  The one thing she honed in on on the checklist was insurance card, and she said she’d never thought about letting her son have the insurance card, just never crossed her mind.  So, that was one of her follow-up steps, and she got him a copy, and she gave it to him.  She said it became a family discussion of what an insurance card is, what its purpose is, when do you show it.  Then, co-pays came up, and what a co-pay is, and where am I gonna get the money.  It just really brought a lot of discussion around, which is great because this young man starts college in the fall.  Now he proudly has his insurance card with his driver’s permit, and the mom followed up with us to let us know that when she got new insurance cards recently, she did remember to contact the insurance company to get that third card.  So for them, although it may seem like one small step, it really was the beginning of all these conversations about the healthcare system and his taking ownership of his own healthcare experience.  Next slide.
Patti Hackett:  So, we talked a little bit about the health insurance card being a sticky-wicket in conversation.  Here’s the next topic that frightens everyone.  People just fail to remember these kids get birthdays every year, and then, all of a sudden, at age 18, we have to make some legal decisions.  The phrase I use with children and families doesn’t always sit well, but I think as providers we need to say it often: “you are a temporary spokesperson on behalf of your minor child.”
When they turn 18, several things may happen.  If they’re able to be informed decision-makers with moderate supports, then they may not require some range of options.  But keep in mind, there’s a variety of ranges--guardianship isn’t the absolute.  It’s the end-point.  So, when we take a look, two voices need to be heard: the families and the youth.  Have a circle of support so there’s more than you making the decisions, other people are informed, and later on, the youth may use that person as an ally to think about.
Are we asking our young people to co-sign medical treatments?  Are they assenting before they get to consent?  Because at age 18, it doesn’t miraculously happen--I know now I get to sign these forms.  Young people should be co-signing not only their health forms, but their education forms.  Next slide.  At this point, we’re on slide 35.
There’s a wonderful intersection between FERPA, the Family Education Rights and Privacy Act, and HIPAA.  Prior to the age of 18, medical people should be talking to families about the HIPAA.  We do know if a child has an IEP this conversation does occur with the teacher or young person, hopefully, but we do know it occurs with the family members.  Who is going to sign the forms, the legal forms, at age 18?  Keep in mind, again, it’s assent to consent, varying levels of support.  You can have what’s called a stand-by guardianship or even stand-by health surrogate.  The guardianship can be limited, having some decisions held back by others, and then it could also be full.  So, it’s not absolute. Next slide.
Does anyone on the panel want to comment about assenting to consenting?  We have a few minutes.
Ceci Shapland:  For me, this is easy.  We did go through the partial conservatorship for Mac.  We did have to do that for him for his future.  However, that doesn’t mean that he can’t be in on the important discussions that we have, and often times for the papers that come that need to be signed, we have the discussion with him, and he still signs them with us.  When we went through the conservatorship process, it was difficult and it was emotional, but it did help me to really make the plans that I thought were impossible, and actually at the end, I felt very relieved.  But it didn’t mean then that Mac wasn’t continuing to be part of the conversation.  That’s an important point.
Trish Thomas:  This is Trish. I had Travis signing very early for procedures.  I would ask him if he would want to sign, and he would sign what I as the legal parent had to sign.  But, he always felt very good that he was included in signing off on any medical procedure that he was receiving.  None of the professionals ever said, "No, he can’t sign" or whatever, because I told them I think it was a process that he needed to learn.  He loved signing.  He loved doing that and knowing that he had some control and authority.
Julie Sullivan:  For Olivia, the signing hasn’t come up, but specifically she recently had an episode of illness and the choice of whether to do a test or not.  She very well told the doctor she had no intention of having this done, and I supported her and said, "You know what?  You can treat based on what we see".    He was taken aback.  I hadn’t stood up to that, but it helped him realize that, we’ve reached this point, and we’re beginning to decide how far to push things, and that she’s a young person and has a voice.  It was a great experience.
Patti Hackett:  For Glen, as his progressive neuromuscular disease took a hit on his fine motor abilities to sign anything, we prepared for that by going to a stamp store and getting his signature made into a rubber stamp.  Then, he would be able to read the document and give people permission to use the stamp, and never once had that violated.
Now we’re on slide 37.  We’re going take our transition skills and see how they go in our own lives.  That means for you and your work setting, and then also how they transfer back, if you’re working with a family member, to their individual family.  Slide 38.
We’ve never given it a name before in our work, and we’re just introducing it this year--self-differentiation.  Many times, our young people are going to need a level of help.  I know for my son, he needed a lot of physical support.  But, how could I separate--so we became two individuals instead of meshed personalities.
So, as we invite the conversation with the families, just remind them, everything they over-do, they make their child less visible, and each one of us knows what it’s like to be ignored.  So, it’s really important the person have value and the person has the opportunity to try, the opportunity to fail, and the opportunity to try once again.  Rather that they make small mistakes now.  Slide 39
In our family, and then as the teacher--when families said, "How do I begin?  Where do I get this trust level," going to the grocery store, having a role in the family, being given a list of what to do.  It’s a safe environment.  They learn how to practice rejection, because not everybody’s going to help.  They also learn how to interpret body language.
So, here are some easy tips that we use at our house.  If they take medication, have them fill in their own pillbox.  I wish we could get the stigma away from pill boxes – they were not made just for old people.  I think in this busy society, a lot of us have a memory issue anyway.  And the kids I know, with all their schedules, it’s much easier if they can see a routine, and then they can project ahead of time if you’re running out of prescriptions, and be in charge on reordering them.  Next slide, 40.
Mallory Cyr:  Now we’re going to talk about transition skills in our lives and work. On the changing roles handout, some people say, "Why would you do the skills before age 10?"  That’s because that age is kind of difficult.  It’s not exactly a teenager, and those kids that we like to call tweens really want to have something important to do, and this is the time to really make good health habits, and have the skills to become automatic the sooner you begin them.
So, that’s why we would recommend age before 10.  Then, before 18, their preparation is really important, because 18 is the magic number when the actual changing roles takes place.  Ceci, do you want to add anything?
Ceci Shapland:  People are often surprised with the list of skills that are possibilities before the age of 10, and of course, it’s relative to the individual.  But, I think it really challenges families to begin to think in a different way and encourage children to do some simple tasks.  Having the opportunity to practice, I think especially the one about preparing questions for the doctor, begins to make them healthcare consumers and then the participant in the appointment.  So I really highlight that one.
Beginning to learn to make choices starts in their everyday life, from what they want to eat and what they want to wear, to then transferring over to what kind of medical procedures and how they want to participate.  I think that the idea of doing these skills, and some before 10 –- this is really a provocative slide to really challenge people to think in a different way and think about the possibilities of what people can really do before the typical transition ages of 16, 17, 18 years old.  Next slide.
So, I just would like to talk a little bit about some of my experiences, again, with Mac and my lessons learned.  I think one of my greatest lessons was the smile that came when I did take the risk and provide the opportunity for Mac to do things that I thought that he either was not capable of doing or I was afraid to let him do it.  Even though if sometimes I had to stand back and watch him struggle a little bit, at the end, the smile was the reward, and the feeling of, "Look what I can do."  
I think that’s part of the whole perspective thing.  I think as families, we always want to step in and help our children, and we’re more or less socialized to do that.  But, in this case, the feeling of accomplishment, and the gaining of confidence and self-esteem can go a long way with the opportunity to try to do things and become more independent.
The other part of it is something I read early on in Mac’s life, and it talked about “what if you never got to make a mistake and start again.”  I realized for myself, of course, in protecting him, I was taking over and not letting him have the opportunity to make any kind of mistake, and God forbid if he made a mistake that he would ever have a second chance to do it again, because I would never want anything to happen to him.  That helped give me a different perspective on how much learning and opportunity comes from making mistakes and getting to do it again.
Something I just learned recently, and that I mentioned early in the presentation, is that transitions go on all the time, and every day can be a transition.  Mac went to Disneyland recently.  He has a chronic, pretty serious seizure disorder, and now he has some swallowing problems, so all his liquids have to be thickened, along with his developmental disability and vulnerabilities that come with that.  I was very, very concerned with him, especially around the health issues and stuff, with him going with a group and having somebody oversee all that.  I was quite anxious and kind of waited for the phone to ring constantly.  When he came home, he was so excited.  He was completely delighted with the trip and he did fine.
So, in all honesty, I don’t know that the anxiety and the fears ever completely go away, but I think it gets a little easier with each step and each time we try to do things.  As I said, the smile and the excitement and the accomplishment is the reward in itself.  I think as I’ve gone on through planning with Mac--and even to this day, we continue to try new and different things.  When I work with providers, I really ask for working together as a team and for creative problem-solving, that the answer “no” is not an option, that somehow and somewhere with compromise and creative planning, that we can get through this and figure out a way to do it -- with Mac’s participation, of course.  Next slide.
This has to do with a handout.  It’s an action plan.  This is a very important handout to take and really look at today at the end of the call.  I challenge you and invite you more to take some time to fill it out.  We talked about lots of different steps people can take, and lots of changes they can make to move toward transition.  This action plan talks about one step that you’re going to take in seven days, one that you’re going to take in a month, and then one that you can commit to in three months.  I think taking this and really thinking about, "Okay, what can I do today or tomorrow with my child," or, "What can I do to support a family or a youth that I’m working with," and committing to that and taking those first steps. 
So, I invite you to take this form after the call and fill it out sooner, rather than later, and keep it next to you in your workspace or somewhere in your house where you can see it handy.  I probably have mine by the phone.  So, where you see it and read it every day and it reminds you of the commitment that you’ve made and the steps that you’re taking to make a difference, either with your own child or in the life of a family or youth with special healthcare needs.  Next slide.  Mal?
Mallory Cyr:  Now I’m going talk a little bit about some of the key things that I learned through the transition process.  When I was younger, I always had an amazing support system, and I have my entire life.  When I was in elementary school and high school, I had great support.  I was on honor roll, over-achiever in everything.  I just assumed that college would come after high school, and everything would be as great as it had been my whole life.  I would still get straight As and be in all the clubs, and it would just be perfect.
However, as time went on, I learned that it presented its own set of challenges.  But my parents never really told me, "No, you can’t go away to school, it’ll be too hard."  They really supported me to try things on my own, even though they probably knew way before I did that it was going to be really hard.
I did go to school away from home.  I lived on campus, an hour away from my family, for four years.  In my freshman year, I tried to do it all.  At that point, I wasn’t really speaking up with my academic advisor, because I assumed that she would advise me in the right direction.  I was doing my medical procedures all by myself, and trying to have a social life and enjoy college. 
What happened was that I ended up being advised to take way more credits than a medically fragile freshman should take, and I actually didn’t end up taking that amount even up to my senior year.  I ended up pushing myself to get good grades, get all my work done, do my medical care, and I ended up getting really sick and going home and missing half of my first semester. 
During that time when I was home, I really had a period of serious reflection when I wasn’t doing homework.  My parents went behind me saying, you know, "If you want to go back and try this again, we will help you, and we’ll help you to identify support and make it work.  If you feel better living at home and want to try going to a community college, we’ll back you up on that, too -- whatever you want to do." 
That was a key point for me, because it was the first time I really had to question, “Can I do this?  Is this something I really cannot do?"  But, after a lot of thinking and strategizing and deciding what I wanted to do, I did end up going back.  With the help of my parents, I identified support to get help with my medical care.  I had a lot more input in my class schedule the next semester.  I really learned that I needed to take time for my health.  After I put those things in place, every semester was increasingly better for me.  After that first semester, I ended up on Dean’s list, and I was involved in clubs and I did have a ton of friends, and I was back to the Mal that I knew, but that was a really big learning process. 
But, because of that struggle, I really got the valuable skill of how to identify support, when to ask for help.  Now, I am able to do that before I reach my breaking point where my health suffers.  Growing up I didn’t consider my physical challenges or my health condition to be something limiting.  Like I said, my parents always encouraged me to go to school.  They wanted me to look at schools wherever I wanted to.  When it came down to me wanting to do something, we found a way regardless of whether my illness would be a challenge. 
My family was determined I was going to have equal opportunity as all my peers, and looking back, I think I have probably done more amazing things than most of my peers have.  I think something huge in transition is that it’s not just about growing up and doing the basics, and just getting by.  We really need to be encouraging kids to look for the future and think about what you want to do.  If you had no limitations at all, what would you do with your life, and then work towards achieving those goals and deal with the challenges as they come -- not that you shouldn’t anticipate them ahead of time--preparation is key--but don’t let them hold you back.  Just keep moving forward, and think about things that you want to aspire to.  When you have goals, it’s a lot easier to keep moving forward.  The future comes really quick.  I think we really need to get that mindset.  I think because of having that instilled in me when I was younger, I now keep reaching for my goals, and I’ve become really resourceful, when I do meet a challenge, of ways to get around it.  Next slide.

Julie Sullivan:  Julie Sullivan:  This is Julie, giving some information from the parent side and just entering into transition.  I think if we can help families find that one thing that they can do fairly immediately, like on the list Ceci shared a little while ago of what can I do next week, like the parent who did the insurance card.  That way they know they're making progress, and maybe it's the most comfortable thing that they can do, and then set that next goal that maybe is a little bit more uncomfortable.  Then, for the youth, we want to find that one thing that we can help them achieve so they can have that piece of independence and achieving toward a goal, and hopefully, as Mal just said youth need to set goals for the future. We need to help youth find those small steps toward independence and those small steps parents can take to give that independence. Parents need to be assured

that this is a process and will take time.  
Trish Thomas:  Slide 46. I just wanted to elaborate more looking at culture.  Everyone has culture and everyone has beliefs, and I think sometimes we forget to include that and look at what those are and how important they are to some individuals, and to keep in mind that they are important, and that we need to respect and honor those in order to build those bridges, not only for our children, but for the generations to come. Really give our children the opportunity to try.  I was so afraid, literally, to let Travis try and taking on his appointment by himself, but he did, and he really surprised me.  It took practice--I did it unknowingly, taking him and his sister with me to both of their appointments, and they really absorbed a lot in each other’s appointments all that time, and they did acquire skills.  So, I think, as Ceci mentioned, starting early is really important.  Next slide.
Ceci Shapland:  This is our summary slide.  By not taking steps and not looking at the process as early as possible, what are we really saying “no” to?  I don’t think there’s a parent or anybody in the world that would not want to say “yes” to the opportunities and the possibilities in a young person’s life. 
So, I think a lot of the things that we mentioned here today about beginning early and taking small steps and looking for those small rewards in the beginning, and then building up through the process of transition, is a really important way to approach families with the acknowledgement of their concerns.  Next slide. 
Mallory Cyr:  So, before our question and answer time, I would like to thank our speakers, Ceci, Trish, Julie, and Patti, and on this slide we have our contact information, which is also available on the website.  Please feel free to e-mail us if you have any follow-up questions or comments.  If you download this PowerPoint, you will notice that we have included a few website resources: the MCHB-funded National Centers, youth leadership organizations such as KASA, and youth employment and disability info.  Now, I would like to open it up for questions.  To unmute your phone, press star-six. 
Lynda Honberg:  Hi, this is Linda Honberg.  For those of you who don’t know, I’m the Project Officer for this MCHB cooperative agreement, and I want to say this was a great presentation.  I do have a quick question, if we have time.  I wanted to know if there are any laws in terms of a requirement that a doctor can or can’t see a child without the parent until they’re 18 and over, because I’ve been trying to get Sarah, my daughter, to see her physicians on her own.  I’ve been told that can’t happen until she’s 18.
Patti Hackett:  I do know that if Patience White, who’s one of our medical advisors, had been on the call, she will say that the adolescent is legally allowed to see the physician.  However, the medical practice, because of their liability issues, may then add another layer of what they say they can or can’t do.  I’ll be happy to post that as I post question and answer and get the real scoop on for you, but I’ve heard her say before in public, and that’s been her response. 
Unknown woman:  Hi, this not understood.  Can I just interrupt for one second to respond to that?  I’m from the DuPont Hospital for Children in Wilmington, Delaware, and we actually are encouraging all of our pediatric physicians to speak directly to the young people themselves around the age of 13, even just for a section of their clinic appointments.  So, we fully encourage our physicians to speak without the parents in the room just to give people a chance to experience what it’s going to be like when they’re an adult, but also gives the chance for the young adult to understand they have relationship with the provider that’s different than with the relationship with their parents involved. So, I just want to let you know that we fully support it happening here all the time. 
Lynda Honberg:  Wonderful.  Thank you very much for sharing that. 
Rhonda Warner:  I was just going to respond on the same line of discussion.  This is Rhonda Warner.  I work at Children’s Hospital of Wisconsin, and actually run a transition clinic.  I will typically see the youth separate from their parents, at least as part of the visit.  The parents still have to be involved in the decision-making because they are the legal guardians, so I have them involved with the majority of the visit.  But, I do spend some time in the visit with the parents out of the room.  This gives the opportunity for the youth to know what it’s like to be the manager of their visit.  It lets the parents be able to have an opportunity to step away for a moment.  It does give the youth the opportunity to talk about things that they may feel more comfortable talking about when their parents aren’t there.  
Lynda Honberg:  This is Lynda again--this might be a good topic for future discussion, because I was surprised when I was told that she could not come in by herself.
Monique Winslow:  Hi.  This is Monique Winslow from North Carolina.  Lynda, I was just thinking the same thing.  It would be really good to have a follow-up call on taking the fear out of transition for medical providers, because I think that that’s another big elephant on the table, and I don’t think that’s really discussed that much.  Hearing from the medical providers their perspectives on how they’ve handled that fear or the issues around transition, because I know that's something we are still struggling with, how do we get them engaged, how do we get them involved, how do we touch on that subject.  
Patti Hackett:  Thank you.  Don’t be surprised.  That’ll probably be a topic in one of our four coming up this year. 
Mallory Cyr:  We have come to the end of our topical call.  As Toni Wall usually says, I want to remind people that, by working together, we can continue to improve the policies and services that support what we know is the ultimate outcome, and that’s transition to adulthood.  In doing so, we respect the right of youth and young adults to participate in decision-making at all levels and assure their satisfaction with services they receive.
I would like to remind people to go to HRTW-U for supplemental materials.  The audio of this call will be posted next week, and the written transcript will be posted in about three weeks.
For nurses, a post-test and evaluation for your continuing education contact hours is all ready.  Nurses not able to participate in the call may listen to the audio or read the transcript, and review the resource materials, then take the post-test and evaluation to get the contact hour.  This will be available until February 2010, and this is true of all of the next topical calls that we will be having this year.  
Please, remember to go to hrtw.org, HRTW-U, and complete your evaluations of this call.  We thank you all, and look forward to talking with you on the next HRTW-U topical call this summer.  Good-bye, and thank you.
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