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Toni Wall:  Welcome to HRTW Topical Call number 13.  We have well over 300 people registered for this call.  Our call is about community supports for transition.  I'm Toni Wall, the Director of the Maine Title V Children with Special Health Needs program and the principal investigator for the Healthy & Ready to Work National Resource Center.  We'd like to take this opportunity to recognize the support of our MCHB Project Officer, Lynda Honberg.   

I encourage you to visit the HRTW website, as it includes PowerPoints, handouts, and other materials and links to websites that relate to this topic.  We'd also like to thank you for completing an evaluation for this call.  The link can be found on the HRTW-U materials page for the January 20th call.

Our topic today is community supports for transition.  Our first speakers are from Champions for Inclusive Communities, the MCHB-funded national center designed to support communities in organizing services for families of children and youth with special healthcare needs.  Diane Behl is a Senior Researcher at Utah State University and has been involved in development and evaluation of numerous system-building efforts for children and youth with special healthcare needs.  She is co-principal investigator of the Champions for Inclusive Communities National Center.  Diane has first-hand knowledge of service system issues based on her experience as a parent of a child with special health needs and her past life as a special education teacher. 
Ginger Payant is a Research Associate at the Early Intervention Research Institute, a division of the Center for Persons with Disabilities at Utah State University.  She serves on the staff of Champions for Inclusive Communities.  Through her work in supporting youth, families, communities, and states, she has developed a special interest in issues pertaining to transition to adulthood, including strategies to include youth and young adult involvement in systems change efforts.    Diane and Ginger?

Diane Behl:  Thank you, Toni.  This is Diane Behl. We would like to have you open the PowerPoint slides that you received that provide some information on Champions.  I'll go through the first few slides with an overview, and then Ginger will follow.  

Let me begin with giving you a description of what is Champions for Inclusive Communities.  As Toni said, we are a national center funded by the MCHB Division of Services for Children with Special Healthcare Needs.  Our mission is to help support the achievement of Outcome Five, which is community-based services are organized so families can use them easily and they're satisfied with the services that they receive.  

The next slide depicts our website, and our website address is there.  I'm hoping that you all have had a chance to visit our website.   Slide three highlights some of the things that Champions for Inclusive Communities offers.  First, one of the things we like to provide are resources for funding in terms of how to better organize services, particularly funding for communities as well as states, resources in terms of promising practices.  We have an array of state and community assessment tools that can help in drafting policies that meet the needs of children, youth, and families.  
We also are providing technical assistance to states and communities through a learning community model that allows a small number of states to work together on a common goal and share with one another.  

Fourth, one of our efforts is our Star Community program. This is an opportunity to highlight communities throughout the country that are working hard in their organizing services, making services more accessible, more coordinated, and comprehensive for families and youth.  I encourage you to look more into those in particular.  

There's also a link to the Community Toolbox.  This is a website that's been developed by the University of Kansas that is an excellent resource in terms of how do you partner with your fellow members in a state or community to meet the needs of children, youth, and families.  We also have been partnering with families and youth in guiding our efforts.  
Finally, we've been emphasizing evidence-based practices by reviewing the literature on what really makes an effective coalition, for example, or what are the outcomes associated with effective service coordination.  That's a sense of what we have to offer.   If you go to our website, you'll see a link that would allow you to enroll in our ChampionsInC e-newsletter that connects you with those resources I've just described.  I encourage you to go there as well.

At this point, I'd like to turn the call over to my colleague, Ginger Payant, who can give you a sense of how organizing services at a community level can support transition to adult life.  Ginger?

Ginger Payant:  Hi, everybody.  I'm Ginger, and I'm really honored to be involved in this call.  I think it's a very important topic.  I want to talk to you a little bit about some community strategies to support transition.  Interagency councils that target transition are really important.  Public and private stakeholders need to have a shared vision and a passion in their collaboration to work toward their goals.  Youth need to be included as paid members on councils and coalitions.  There need to be comprehensive school and community transition plans, and information and resources need to be made accessible for youth and young adults.  

On the next slide, we're going on to talk about the need for services to increase the individual's abilities over his life course.  These services need to be culturally competent.  Adult healthcare resources as well as pediatric care resources need to be supportive.  Peer mentors need to be involved -- who knows better than a child's peers what he's going through at that point in time?  
Community navigators and care coordinators to help the youth and young adult along the way are really important as well as wraparound service teams to fill in the service gaps.  There need to be education and employment opportunities for the youth and young adults as well as social and recreational opportunities.  

Next slide.  Continuous quality improvement is really important to do at the community level to support any outcome, including transition.  It's really important to include youth in the process early on.  Youth and family is what it's all about, and they need to be involved in the process.  This continuous quality improvement is necessary for the sustainability of the program, and it's also a way to engage new and additional stakeholders.  The measuring and monitoring process is something that needs to be continuous and happening throughout the life of the project or coalition or whatever it is that you're doing.  You need to be constantly revising your plans to meet the evolving needs of your constituency, which in this case would be youth and young adults.  

Diane mentioned the Star Community program.  We've had the opportunity to talk to quite a few different communities and get some really good ideas on activities that they are doing to promote transition as well as the other outcomes.  I really invite you to come to our website and read those stories, because I think you'll find a lot of really interesting and helpful programs and policies and things that they're doing that will help you as well.  Thank you.

Toni Wall:  Thank you, Diane and Ginger.  They're both fabulous ladies to work with, so I encourage you to get in touch with the Champions programs.
Our next speaker is Jack Hillyard, Director of the Bureau of Individual Supports with the Office of Long Term Living in Pennsylvania.  Until 2009, for 13 years Jack was the Director of Employment Policy Group at the University of Iowa's Center for Disabilities and Development, nationally designated as Iowa’s University Center for Excellence on Disabilities. He was responsible for EPG’s overall management and leading its statewide activities to promote public policies that encourage a positive return on businesses’ human resources investment and lead to the economic self-sufficiency for individuals with disabilities.  He was Director of the Iowa HRTW project.  Jack’s areas of expertise include government programs within the United States Department of Labor, the Social Security Administration, and the Centers for Medicare and Medicaid Services.  He has provided strategic planning to top level policy-makers at the state and federal levels in the field of disability policy.   Jack?
Jack Hillyard:  Why, thank you.  It's a real pleasure to be with you all.  In fact, this topical area is very much a passion of mine, as many of my former HRTW colleagues know.  

What I want to do is just get right into it.  You do have a PowerPoint from me, but time won't permit us to go through each slide one by one.  I'll try to do my best in keeping you focused in on the slide I'm going through.   I just wanted to leave you something after the session that you could read.  If you'd like, you can call me or contact the HRTW National Resource Center and get a message to me that way.

First of all, what I'd like to do is set the objectives for this presentation.  The first objective is to instill an ongoing problem solving process used to help youth plan for their future.  I really want to accentuate that it's a problem solving process.  It's not a service checklist.  It's really taking a problem and figuring it out and putting some analysis to the various ways that you can take problems and address them.  
Also, to examine ways to help youth in gaining or maintaining control of their lives, and also maintaining and controlling the services and supports that they are receiving, to identify ways to increase and maintain opportunities for longstanding participation in the community, of which one is employment.  I will leave it to Rich to focus in on employment.

Fourthly is basically to recognize and honor people's individual desires, interests, and dreams, as well as to discuss the way to develop a plan that is flexible and responsive to each youth's needs and preferences.  To me, a good plan is always tailored to the individual.  It should be a unique plan, not one that comes from a boilerplate.  

What I'd like to do now is go through some basic "What is a home and community based waiver service?"  First of all, every state in the country must receive federal approval to provide home and community based waiver services.  There is a whole template on how to apply for a waiver service.  Basically, it has different appendices and assurances that you have to meet in order to receive federal approval.  So, each state must receive that approval to receive the Medicaid funding.  

Services are designed as an alternative to institutional care.  That is really critical and it goes way back to the Katie Beckett days.  That is why the Katie Beckett waiver was established.  How do we provide the services that are customarily provided in an institutional setting, such as a hospital, and provide it in the home and community?  Therefore, Centers for Medicare and Medicaid Services require that individuals meet an institutional level of care need.  

All states have income and resource limits, and there are a host of ways to address and increase people's ability to generate income and to accumulate wealth.  That's not the topic of this, but every state has an income and resource limitation.  What those two do is from a clinical perspective, you've got to establish the institutional level of care needed, and from a financial perspective, they must be eligible.  

Now, the unfortunate part is that our public policy oftentimes requires poverty to be eligible.  As Rich probably will discuss, oftentimes we're at the same time saying, "Keep your income down, but we want you to work."  That's a conundrum that, I think, is a national issue that we just simply have to address.

Another thing is that home and community based services can be targeted to a specific group and do not necessarily need to be provided statewide, although CMS, and I support this, does encourage, if not outright want us, to achieve statewide in this.  Eligibility for the service can either be functional or by a diagnostic.  Nationally, we have a whole mix -- some states do it by functional and some people do it by diagnostic.  
In my state (Pennsylvania), my office administers eight home and community based waivers.  By and large, they are by diagnostic category.  There's one that is by function, but mostly by diagnosis.  But, the system tends to be moving toward a functional perspective as opposed to a diagnostic perspective.  Now, that's not to say that people with certain diagnoses may need unique services for that disability or healthcare concern.  But, nevertheless, the movement now is more for functional perspectives.  
States can limit the number of individuals served.  Every state has to say what their cap is and how many people they are going to serve.  If a state serves more than that cap, it comes from state money.  For states to increase that number, you have to go back to the feds and say, "We want to increase our number of people served," and then establish a new cap.  Otherwise, Medicaid cannot reimburse them for that service, which is why oftentimes states have waiting lists for some of their waivers.  States have reached that cap and now must impose or execute a waiting list.  I'm sure that many of you on this call are going through that now, especially in these economic times.

The other thing that we want to understand is the average cost of recipient services cannot exceed the cost of an identical population in an institution.  

Now, what I want to do is get into the heart of the system and how Medicaid home and community based services can be applied serving youth with special healthcare needs.  I’m on the slide that says, "Looking at outcomes, risk, and dignity."   First of all, transition is much more than health and safety, but it is inclusive of health and safety.  CMS requires each state to address health and safety issues, which I support.  However, having said that, many service plans are designed with that in mind as though that were simply the outcome.  
To me, risks are defined by the person's aspirations.  I'll give you an example:  if a person wants to live in his/her own home, that presents a different set of risks than, say, somebody that wants to get a job.  Although a job has its own unique risks, we tend to develop by risk assessment globally as opposed to focused on outcome.  

An example of mine is I work and I assume the risk of traveling to work every day.  Basically, how do we address the risk that employment presents?  Or, I want to live in my own home.  What are the risks of living on my own?  Then, you design a strategy to help people live in their own homes, to have finances and earnings, to get transportation and all that.  

The next slide is called the framework.  Basically, this is what the framework of a home and community based waiver is.  First of all you gather person-centered information.  Now, part of me doesn't want to use “person-centered” as the language, because it's becoming a little obsolete, to be honest.  But, for the purposes of this discussion, I wanted to include person-centeredness.  Right now, it's really customized or individually-tailored service.  What is it that you want to achieve, right?  Then, based on those things that you want to achieve, what are the risks?  
On the second balloon at the top, what are the risks that those goals and objectives and outcomes present?  That's your risk tracking record.  You might do a risk tracking relative to living in your own home.  You might do a risk tracking relative to employment, but you wouldn't do it as though we were globally fixing you or curing you of your disability.  

The risks are defined by the outcome, not the risk first.   If we assess risk without regard to outcome, we often jump to the conclusion that you're not able to work, you're not able to live in your own home, as opposed to presumptive community living where you are.  It is assumed you are living in your own home, and you problem solve the issues that the risks present.  
Next, one discusses and makes the decisions.  So, you know the risks, you discuss them, and you decide what are the strategies to address each and every risk.  In my opinion, it's not our place to decide whether consumers and families should or should not take a risk.  I personally believe that we should honor those choices and problem solve and address the risks.  

Then, of course, is keeping the plan relevant.  What that is in a home and community based framework is that it's the review.  Oftentimes in Medicaid home and community based, we say we will review the plan quarterly, or we will review the plan every six months as though we're complying to the system's needs.  Now, I don't mind the system's needs as long as they're understood that they are the minimum.  But, a plan needs to be relevant.  So, what I would like to promote is that those plans are reviewed dependent upon the individual's needs and changing needs over time.  
For instance, in the plan itself, I think it should say, "We will review the plan weekly for Jack," or "We will review it every two weeks for Kathy," or "We will review it every month for Debbie."  It's really individually tailored to the person based upon their needs -- to decide is the plan working or is it not working, and then you adjust it over time.

Below that are the different forms. Then at the very bottom is a written instruction of support.  That is what the support plan is.  

Typical waiver services are attendant care or personal system services, home health visits, home health aide, home and environmental modifications, personal emergency response systems, employment and workplace support, extended plan physician services, community transition services, home support, home health, specialized medical equipment, and supplies and transportation services.  

The next slide is some best practices relative to planning for home and community based services.  First of all, like I said, is discovering the kind of life a youth wants to live in adulthood.  Then, map out a plan on how that may be achieved to ensure that needed supports and services and, I might add, goods, things, might be purchased. 

The one thing that we go through here and in other states is the lack of what I call an “unencumbered focus on the identity needs and expressed wishes” of the person who is supported.  What I mean by that is that oftentimes we determine what waiver are you eligible for first and then fit the person's supports and services within the framework of that waiver.  However, I would propose that we have an unencumbered focus where, first of all, you sit down with the person, figure out what they want to do, the risks it presents and the risks that you want, how you're going to address those risks, and then determine which waiver best matches the support needs of that individual.  So, it's not what waiver are you eligible first, it's what are your needs and then plug them into the waiver that best matches up -- which really advances the functional perspective a lot.

The next slide says service plans are a statement of the most facilitative approaches to sustaining an individual in the community.  We used to use terms like least restrictive environment.  This has nothing to do with place.  That's not the question.  It is what are the services and how are we going to deliver them?  And then, thirdly, or fourthly even, the question is where do we deliver those services?  It's not the least restrictive environment.  It's the most facilitative approach to help people, young people, maximize or become independent.  

Independence is a lot like medication to me.  For instance, if we under-medicate, people don't get well and don't function to their maximum.  Or we can over-medicate--and in HCBS terms, provide too many services.  Well, when you overmedicate, it's toxic to your system or you become dependent.  I'm here to suggest that what we want to do is titrate the services to the effect -- it's the right service in the right amount to the right individual at the right time, not necessarily more is better because then we create dependency.  As you know, our systems are going broke with that kind of mentality.  

There's a whole set of questions.  What do you want to do?  What are the services and supports you need?  Then, the question is how do you want those delivered?  Then, the next question is where do you want those delivered?  And the fifth question is who do you want those delivered by?  Sometimes we get into deciding the provider first, but that's not the question.  The question is the services.  Where you want them, how you want them, and then who do you want them to be by? 

The next slide is development and maintenance of active, diverse, and fully engaged citizen-based supports.  This is replacing the language of natural supports.  As some folks on this phone call, I do not use the words “natural supports” because it, after all, is disability language and it only serves to segregate us from the rest of the community.  

In self-determination practices, the way to get health and safety is through your loved ones and not necessarily through a personal emergency response system.  It's your loved ones who care about you, who know you, and, in a youth's perspective, and your peers.  That is the route to safety and health.

The plan should lead to personal empowerment, increased independence, greater inclusion, self-reliance, and meaningful, productive activities.  Which means, I think we are compelled to embrace and have full confidence that youth with special healthcare needs can be employed, live in their own home, given that they are provided the right services at the right time in the right amounts.

The next slide is gathering information.  We talked about that, using individual strengths, identifying risk factors that their choices present, and help young people develop strategies to mitigate those risks.  

I want to go down to making decisions.  Activities and products deriving from this step are:  convening a support planning meeting, which many of you do anyway; develop actions and steps to achieve the outcomes that the youth wants; again, doing the risk analysis; and then proactively thinking upfront about what is the emergency backup strategy.  It's not where do you send them when they're in emergency.  What do you do when a person is feeling an emergency coming on--at work or at home?  

In summary, what I want to do is basically reinforce that the challenge for us in service planning and delivery of service is reducing the presence of the system and the complexity of regulation on lives.  We should not be in a place where young people's lives are influenced necessarily around services.  The services should fit to the individual life, not the other way around.  So, how do we develop a system where we use naturally occurring support by virtue of our loved ones?  Instead of natural supports, I prefer to use the words that everybody else use: neighbor, friend, coworker, pastor, some of the nomenclature that we use.  

The last slide talks about best practices that break out of a system of disability services that are predicated on the basic tenet that professional intervention is the initial and primary response.  The initial and primary response should be through loved ones, trusted allies, people that love and care about you, supplemented by professional intervention. So, I believe I'm out of time, so I will turn it over to Toni.

Toni Wall:  Thank you, Jack.  That was a fabulous talk.  

Our next speaker is Richard Luecking.  Dr. Luecking is President of TransCen, Inc., a nonprofit organization dedicated to improving education and employment outcomes of people with disabilities.  During his tenure in this position, which he has held since 1987, he has been responsible for the implementation of numerous model demonstrations and research projects related to school-to-work transition and employment of individuals with disabilities. He and his colleagues at TransCen have initiated a range of local school-to-work transition and employment programs that have been replicated throughout the country and which have resulted in the employment of well over 13,000 people with disabilities.  

Dr. Luecking has held leadership roles in various national level disability employment initiatives and is the author of numerous publications on related topics, including the recent book, The Way to Work:  How to Facilitate Work Experiences for Youth in Transition.  Rich?

Richard Luecking:  Thank you, Toni.  Hello, everybody.  I'm pleased to participate with HRTW on this topical call.  I've been aware of its good work through Debbie Gilmer and others for years, so it's an honor to be part of this.  
Let me just take a couple minutes to talk about my organization and what it does, and then I'll tell you what we're going to cover.  TransCen, Incorporated, as Toni mentioned, is a nonprofit organization.  The word “TransCen” is an abbreviation of transition center.  Since 1987 when I started, we've been all about working with multiple stakeholders in transition that may affect the ability of youth with disabilities to leave publicly-supported education and to get on with their adult lives, especially in the arena of employment.

That experience over the last 20-plus years leads me to the four things I'm going to talk about today. I'm going to talk about what's possible for youth with disabilities as they transition to employment and adult life, but mostly I'm going to talk about employment, as Jack suggested I might.  In doing so, I'm going to tell two brief stories about two young people whose transition to employment has been particularly challenging but who have been able to pursue their dreams in any case.  

The third thing I want to talk about is what needs to be in place to make this happen, because there are really a lot of well identified methodologies and strategies and services that can virtually make it possible for any youth to successfully transition to an adult job.  I'll talk more about that.  

The fourth thing is some of the ironies, (Jack alluded to a couple of those) and disincentives that must be addressed and overcome for more youth to achieve these kinds of outcomes.  

So, first, what's possible?  Our philosophy with our work, and we wouldn't have been able to design programs that resulted in so many people getting employment if we didn't have this philosophy, is that there's a job for everyone who wants one regardless of the disability or disabilities they may have, regardless of the disability label, regardless of the intensity of supports that a person may need to reach that goal, and regardless of the economic vitality of the community in which they live.  

In other words, almost without exception, if a youth wants to work, it's possible regardless of any of those other circumstances.  In fact, it's that presumption of employability that drives our work.  

We have the methodology and the technology to do this.  We know how to do it.  We've proven in our demonstrations, and Jack and his colleagues in Iowa and places all over the country have proven this.  As I'll talk a little bit later, unfortunately it's only happening to a small percentage of youth who could achieve this.  

Decades of legislation and advocacy and practice to promote this have brought us to the point where we now know it's possible to presume that any youth with any disability can have the culmination of their publicly-supported education result in employment.  
A couple of stories that kind of illustrate this, and I'll be brief, I hope.  I was impressed that the previous speakers used exactly their amount of time.  I hope I'm as efficient at that as they have been.

First let me tell you about Rosa.  Rosa has always wanted to be a journalist.  She's a diligent student and she writes well.  Her need for accommodation, however, is extensive.  She uses a motorized wheelchair and an electronic communication board because she can't use her voice to communicate.  She and her transition teacher at her school worked together to find a place where she could perform a volunteer internship with a reporter for a weekly community newspaper because of her interest in journalism.  It was her wish, and her teacher helped her pursue this idea, that she should be exposed to what it takes to be a journalist.  So, they worked together to find an internship with a reporter for a local community paper.  

What happened with this experience is that it helped Rosa identify how she might ask for and use accommodations in her future career.  You might gather that her need for accommodations is fairly extensive.  But, the experience solidified her resolve to be a journalist, and I can report that as I speak, she's attending a state university where she's pursuing a degree in journalism.  
Now, in days past, in fact when I started my career way before I was at my present job, individuals like Rosa would have not been seen as viable candidates for employment, would be people who would be probably in an institution.  In fact, she would be one of those people who would be eligible for the waivers services that Jack spoke of.  But, here she is today pursuing her journalism degree.  

So, that's one example.  We should presume anybody presenting any of those circumstances can do that.  I should also say that Rosa's circumstances were complicated quite a bit by a series of health problems that she had to deal with related to her pulmonary condition.  She has a lung problem as well as a number other things.  But, irrespective of all that, she sees herself and she wants other people to see her as an aspiring journalist.  

Another quick story.  A young man named Alex is very precise in his work when it's organized carefully and when he is supported by a job coach.  During his last three years of secondary school, and he was in a special education program for youth with multiple and severe disabilities, Alex's transition plan included several work experiences as a volunteer that progressively led eventually to a paid job at a real estate office where he assembled open house packages and performed other office task duties that were customized for him.  

Each of these experiences helped Alex and his teacher better understand the types of tasks at which Alex excelled and the kinds of environments that are best suited for his accommodation needs and what he likes to do, most importantly.  
Jack and the previous speakers mentioned the importance of youth empowerment and youth participation.  You'll notice in both of these examples, we're talking about jobs that were pursued based on their interests and circumstances, not on what happened to be available in the employment market.
In any case, Alex exited school with his job at the real estate office intact.  He held that job for two years after he exited school with the help of an employment specialist from an adult developmental disability service agency who, by the way, was funded through the very waivers that Jack spoke of.  He later was able to find another job that he enjoyed even more, where he's now working at an accounting firm performing various office tasks like copying and shredding paper and delivering documents from one department to another.  

So, these two stories illustrate again, I think, the whole notion of presumptive employability, that we know how to help these folks to do this.  We know how to help them decide what they're good at.  In Alex's case, he needed a job coach and some very carefully organized tasks.  In Rosa's case, she needed some very specific accommodations whereby her communication board could be organized so that she could communicate well and quickly enough to the people in her work area, and where her motorized wheelchair could easily be accommodated and all of the associated things with that.  

Unfortunately, Alex's story and Rosa's story are more the exception than the rule.  I think one of the things that we have to work on in our field is to make that happen for more people.  As I said, we know how to make this happen. 

Key efforts that identify effective transition and employment methodology have been outlined recently by some important work by experts in the field.  The National Collaborative on Workforce and Disability for Youth (NCWD/Youth), is one of the resources on the HRTW website.  I encourage you to use that resource as much as you can.  They have a lot of great information there.  That entity published in 2005 what they called the Guideposts for Success, which are five areas of intervention that are important to successful transition for all youth, regardless of their disability and their individual circumstances.  I'll talk about them very quickly, what those five are, but I'm going to focus on one of them as really the key.

The five are the following:  The first is what they call school-based preparatory activity, and that is academic instruction in whatever targeted curriculum that youth may be exposed to in school that will lead to effective transition to employment and careers.  For some youth, that means that their targeted curriculum will be similar to Alex's where they spend much of their day in community workplaces learning about work and how to work.  For other youth like Rosa, it might mean attending regular high school classes and taking regular academic courses so that they can prepare to go on to a postsecondary school.  But, whatever it is, that's important.   
The second area of successful transition is career preparatory and work experiences.  Both of these young people benefited from work experiences in real workplaces.  They were able to experience work in various ways and consequently were able to identify what they liked, what they were good at, and importantly for both of them, what kinds of support and accommodations they might need in order to successfully perform in the workplace.  

Also, the third area of intervention is what is called by the National Collaborative, youth development and youth leadership which is another way of saying self-determination and individual person-centered approach to things so that the youth have a voice and that the youth are able to express individual preferences and so on and so forth, and be able to direct the planning for their careers and the search for whatever kinds of work and job experiences they may have as they transition.  
The fourth area is family involvement.  This was mentioned previously by other speakers, how important the family is in this.  To the extent that family can support the pursuit of employment goals, youth are going to be much more successful in their eventual employment success.
And then finally, the fifth guidepost is what are called connecting activities.  These are activities that enable youth to be linked with organizations and services that complement whatever educational transition services they might need, and they also enable necessary postsecondary supports for finding and keeping employment and being supported in the community. 

So, these five Guideposts are components of transition practice that are universally accepted by education, by transition and youth service professionals as effective and useful in helping youth achieve better employment outcomes.  I want to reiterate what I said at the top of my talk, and that is that guiding youth to achieve better education and employment outcomes presumes that they're going to be able to work, again regardless of their disability or whatever circumstances they might have. 

So, in the years since 2005 when the National Collaborative published the Guideposts, there have been increasing efforts to promote their adoption in everyday transition practice.  We find that we're getting closer and closer to this as the employment outcomes of youth with disabilities are improving.  

But, we're also finding that the gold standard of transition--from the perspective of our work at TransCen and the work that I and my colleagues do every day, the gold standard of transition is that a youth achieves a job and has a clear career path.  If we get to that point for all youth, again regardless of their disability, we've done all of the things that we know that are possible.  
So, that's what's possible.  What we need to get there are the kinds of things that the Guideposts represent, the support and so forth from families, the ability for youth to be empowered to express their preferences and lead their employment and career development, and to be able to have work experiences in jobs throughout the course of their secondary education experience and immediately upon leaving school so that--the ideal is--that youth leave their mandated public education, they leave school with, if not a job, at least a career or career path so that they're ready to proceed with their productive adult lives.

Now, having said what's possible, I'll end with some of the ironies and disincentives that make this more of an exception rather than the rule.  For many youth with multiple and/or health related disabilities, the transition to employment remains a serious challenge.  The evidence of that is that several studies in our field have found that these youth face employment prospects that are among the lowest of any group who receive special education services.

So, among the many problems this represents, it indicates that there's a significantly lower return on the public investment in the education of these youth.  Many millions of dollars are spent for special education for these youth.  If there is not a clear, identifiable, positive outcome from all of that work, then we haven't done our job.  
Plus, decades of legislation and advocacy that have promoted the idea that all youth can and should work is counter to what the outcomes represent.   We still have work to do on that.  We know, for example, that for youth who are eligible for SSI there is a perceived disincentive that they may not want to leave the benefits or relinquish the benefits they receive, especially their medical care.  But, we're learning more and more about how to utilize incentives that are available through the Social Security Administration to help them go back to work.  

It's ironic that in order to get SSI, youth have to prove they can't work.  But, everybody recognizes that we can help them get to work with the right support.  Utilizing those incentives so they can keep some of the money they earn and so they can retain some of their medical benefits are all possible.  It's just we have to help people understand how to use them.  

We also have a service system that's not yet on board with presumed employability.  We still have a lot of services for people with multiple and health-related disabilities whose prospects for adult life include everything other than the integrated kind of community lifestyle that Jack talked about.  So, we have to continually work to create better options.  That's usually school.  
We also have to help practitioners and educators learn how to do the things that it takes to get people like Rosa and Alex into the workplace.  I think we have to reorient how we might fund and support these kinds of programs.  

But, in the end, I just want to say that there lots of reasons to be optimistic.  As I said in the beginning, we can presume that all youth can work.  We know how to make it happen.  We have the strategies to make that work.  As we speak, we have, under the guise of some of the same programs that Jack spoke about, our efforts in various states called many things but mostly called Employment First initiatives, which are ways of orienting and spending the waiver dollars and other available money for folks with developmental disabilities so that the first thought is, "Let's see how we can help them get to work."  

We have continued demonstrations of what's possible.  Here at TransCen, we've developed and implemented many of those.  We also have a lot of committed individuals in the field who understand that it's not sufficient just to try to help youth get work, but that we really want to have the actual outcome of work and employment and a clear career as the ultimate outcome of special education.

So, just a final resource that I would offer.  I didn't have any PowerPoints, obviously, to go with my comments.  But, I can give you our website which has a number of the concepts that I discussed available throughout the website.  We also have publications available for people to identify and access and download.  And so, that website, for your information, it's very easy.  It's www.transcen.org .  That'll get you right to our website, and there's a host of materials available.

I would also encourage you to access the website of the National Collaborative for Workforce and Disability who published the Guideposts that I spoke of.  That's on the HRTW resource website that you all have for this presentation today.  (See http://www.ncwd-youth.info/about; for Guideposts for Success:  http://www.ncwd-youth.info/guideposts)

There's one other website that I would also recommend also on that list of resources that HRTW provided.  That's the National Center for Secondary Education and Transition. (see http://www.ncset.org/).   Again, a wealth of resources about transition for essentially every aspect of youth with disabilities who are making a transition from school to work.  So, I think I've hit my time limit.  I'm going to stop here and turn it back over to Toni.  

Toni Wall:  Thank you very much, Rich.  Your website is up on our HRTW materials under the January 20th topical call.  

I'd like to now open up the call to questions or comments and experiences from our listeners.  Will the operator make that possible?  As you come on, will you please tell us your name and where you're calling from and who you'd like to direct the question to?  

Operator:  Thank you.  We will now begin the question and answer session.  If you would like to ask a question, please press star-one.  Please unmute your phone and record your name clearly when prompted.  To withdraw your request, press star-two.  One moment, please, for the first question.  Our first question comes from Patty.  Your line is open.  

Patty:  Hi.  I'm asking the gentleman that spoke from TransCen.  He spoke of the Guideposts.  That was the first time I had heard about those.  Is that on your website?

Richard Luecking:  The Guideposts are not on my website, but they are on the website of the National Collaborative for Workforce and Disability.  It is on the resource page at http://www.hrtw.org/hrtwu/calls/01-20-10_Materials.html 
Operator:  Our next question comes from LaShay.  Your line is open.

LaShay:  If a youth with special needs went to voc rehab and it was stated that she's "too disabled," can I then go to a community organization to help me broaden their thinking?  This is for the second gentleman.

Richard Luecking:  This is Rich Luecking.  Jack, you can jump in if you'd like.  

I think that's an excellent question because by statute, vocational rehabilitation is not allowed to say someone is too severe for services.  That's in the actual legislation.  So, if they're saying that, they're incorrect.  Obviously then whoever's saying that needs to be enlightened.  As far as who else you might enlist to help enlighten them, there are some community organizations who do this work who would be able to guide you in that respect.  Without knowing where you live and all that, I can't necessarily give you a direct resource.  But, our website might help you a little bit on that.  Jack, do you have any ideas on that?

Jack Hillyard:  Well, my initial reaction was I don't know about changing the perspective of that answer except through evidence of other people.  This is where the waivers themselves can help where in those cases, may not be required to go through voc rehab.  You could just simply go through the HCBS system to problem solve that.  One of the things, too, that's vitally important to me, and Rich alluded to it, we have an issue of our system, it's how we measure our outcomes.  One of the outcomes that voc rehab measures is number of people rehabilitated and employed, which gives incentives to help people with less disability--you know, basically it's the easy pickings.  

What, to me, is counted should be quality of life issues.  To me, the employment is not the goal or the outcome.  Employment is the means to a goal or an outcome.  For example, in my case, sure, I don't work for the sport of it, necessarily.  I do it because it's what I love but also, most notably, to make money.  To me, that is the outcome, and employment is the means to outcome. 

So, our system really needs to, in my opinion, focus on what individuals want and their outcome as opposed to systemic measures, I think that that would advance the system to more enlightened thinking.

Debbie Gilmer:  This is Debbie Gilmer.  I just wanted to add to your good answer.  Many states have APSE chapters, the Association for Persons in Supported Employment.  APSE is a national organization that supports the employment and links to all kinds of community-based providers that are doing the kind of work that Rich is doing.  www.apse.org 
Jack Hillyard: Another thing that many states are doing is basically what used to be called cash and counseling or consumer directed service, whereby you can look at your service plan and ask--what is the value of that service plan--if the service was delivered, how much would it cost the system.  Then literally give people, consumers and their families, control of that money where they can go to the providers that they want.  

I've always considered job coach is not a person.  It's a function that a coworker could do, that a neighbor could do, and of course a job coach could, too.  For instance, I know in my previous life in a major corporation, a consumer decided that she needed support on the job.  But, rather than going to a job coach, she cashed out her Medicaid money and went to her employer and said, "Would you be willing to pay my coworker $3.00 extra an hour if I pay you for that extra support?" 
And so, that is where kind of naturally occurring supports, coworker support, you can actually go to employers and encourage them to basically pay extra to provide support. 

Debbie Gilmer:  This is Debbie again.  I just wanted to let folks know that we're going to stay on longer.  We have a incredible interest in this call, and we'll take calls for up to another half hour if people want to stay on.  Are there other questions?  

Operator:  Yes, thank you.  Our next question comes from Susan Welby.  Your line is open. 

Susan Welby:  Thank you.  I have a question for Jack.  I just need a little bit of information about the difference between a determination of eligibility made from a diagnostic point of view, which I'm very familiar with, as opposed to the functionality, which I'm not so familiar with, please.

Jack Hillyard:  A very good question. Our system, Medicaid, is called a medical systems program.  It's historically been based upon a medical model for basically medical supports and all that.  For instance, here we have an AIDS waiver, and only people with AIDS can get that.  But, you know, the bottom line is that some people, even if they have AIDS, there may be other services in a totally different waiver that they need.  The issue is what are the services they need, not what their diagnosis is.  
I don't want to diminish the need for medical services, but I look at medical services, physicians' services, nursing services, for example, as medical support to other outcomes.  For instance, you very well may have a home health nurse go to a workplace.  So, basically it's the functioning regardless of diagnostics, because I know in our state and most other states different diagnostic kinds of waivers have different services, even though there are services in other waivers that that person needs.  It's like diagnostic fragmentation.  
However, in cash and counseling kind of constructs, you could cash out, say, I'll use AIDS as an example.  You could cash out the services within the AIDS waiver and perhaps purchase a service that isn't necessarily in that waiver itself.  I'll give you an example.  Here we have an attendant care waiver.  It does not have home modifications or anything like that.  It's just straight personal attendant care services.  In cash and counseling, you could cash that money out, give the consumer control, and then they could turn around and say, "Well, rather than buy personal assistant services, I'll  install a ramp at my home," or "I will get some medical technology in my workplace to assist me," even though those services are not listed in a specific waiver.  It just gives you a way to cash out, and then the money becomes true money and you can buy other supports and services that aren't necessarily in the waiver itself.  
Susan Welby:  Thanks.

Operator:  Our next question comes from Jody.  Your line is open.

Jody:  Hi.  I work with a group at Hasbro Children's Hospital in Providence for teens who have chronic illnesses.  A lot of them have chronic illnesses that would not necessarily be considered disabilities to get SSI after age 18, but are still going to have issues with finding employment because of constantly having to go to the doctors, testing, things like that.  I'm wondering if any of the presenters know if these resources are also appropriate for this population, and if not, if there are other resources for that kind of subset of the population.  

Richard Luecking:  I'll take a first crack at that.  It's a very good question.  Because the youth may not be eligible for SSI doesn't mean they wouldn't qualify for services from vocational rehabilitation or programs like that.  However, the health disability may be such that they don't qualify for voc rehab--I think the system calls it “order of selection”.  What that means is that vocational rehabilitation has limited money and so they can't serve everybody that needs it.  So, they might put people on kind of a tiered waiting list. That may be an issue, so it may mean they're eligible but they can't access it as soon as they might need it or want it.  So, VR, vocational rehabilitation, may or may not be an option. I guess a question would be, are these youth out of school?  Are they still in school?  Does their educational curriculum have any component that prepares them for work?  

Jody:  Most of them are in high schools.  Most of them are at development for normal age, or close to that.  So, most of them want to go on to college and stuff like that.  But, it's usually the physical parts of the chronic illness that are giving them problems.  
Debbie Gilmer:  This is an area for the disability services providers on campus.  Kids need to know enough about their healthcare needs and disability to be able to take advantage of 504 provisions and have a 504 plan and work with their colleges and universities to identify the accommodations and provisions that they need, including healthcare plans.

Jody:  Do you know if those type of provisions ever go past the college when they actually are getting to the point of careers and employment?  

Debbie Gilmer:  There's all kinds of provisions, at that point the ADA that would come into place in the world of accommodations at the workplace.  Again, the individual youth really needs to know his or her disability well and be able to advocate well.  I think we shortchange kids in that regard.  

Jack Hillyard:  Yeah.  And also, that might be not only a voc rehab matter, but it also could be a Workforce Investment Act matter.  I know in Iowa it was called Workforce Development, here it's called Labor and Industry.  It's not necessarily a disability oriented organization, but that might be another option as well.

Richard Luecking:  Yeah, that's a good suggestion. One more resource that you might find helpful is also on the website of the National Collaborative for Workforce and Disability.  They have a publication called "The 411 on Disability Disclosure," and it's a great guide for helping youth decide how, when, if, and to whom they'd disclose their disability so they can get the support they might need from any service they receive, including a prospective or current employer.  (See:  The 411 on Disability Disclosure: A Workbook for Youth with Disabilities at http://www.ncwd-youth.info/topic/disability-disclosure)

Debbie Gilmer:  Great resource, Rich.  Thanks.  

Jack Hillyard:  Now, there was a mention of the plan under ADA.  You know, people just need to know more about what is available to them, because people are not going to talk openly, in my opinion, about 504 plans.  They need to know what they are and that they're not going to be encouraged or recruited to announce that they have needs other than special education needs.  The children or the youth that you're talking about, in my opinion, are not special education students.  They have other needs and I don't think the system is incented to seek out those kids.  

Jody:  No, it doesn’t seem like it is, because a lot of them have the invisible illnesses that they look healthy until they have flare ups or something like that.  
Operator:  Our next question comes from the Mary Ann.  Your line is open. 
Mary Ann:  Hi, this is Mary Ann from Kansas with Children with Special Healthcare Needs.  I was wondering if Rich or/and Jack could speak on the Obama education agenda that's being proposed, if there's any component in that that's going to impact youth with special healthcare needs and, what kind of data are they collecting to make these decisions?  Are there any resources that we should be logging into to monitor what's going on?  

Richard Luecking:  This is Rich.  I don't have any information about where they're headed with that.  I know there are a number of people trying to watchdog the development of that.  But, I really can't help you with a good answer.  
Jack Hillyard:  Yeah, not on the education side.  Of course, all eyes are on the healthcare reform and there may be some remedies there.  But, after yesterday's election, who knows what's going to happen?  

Mary Ann:  Well, I was interested when Rich was talking about the school-based preparation and the academic curriculum--how that might impact.
Richard Luecking:  I couldn't answer that.  I can tell you, though, that under No Child Left Behind, that's been an issue for a lot of youth who receive special education, and most specifically those youth who are on a diploma track who have a difficult time.  Because the school is trying to help them achieve their academic performance, they have therefore a difficult time having access to some of the work experiences and employment experiences that might help them prepare for their post school employment life.  So, I don't know whether that will be impacted in any way by Obama's educational agenda.  We'll just have to wait and see.  

Jack Hillyard:  One of the things that occurred to me is the EPSDT program in Medicaid as well.  One of the things that occurs often is you have EPSDT services that are definitely school related and all that.  It's a little like, when do you plan for transition?  We come upon a system where EPSDT, at least compared with the standard waiver, is kind of the gold standard. And then, at age 22, an abrupt drop off of services.  

Again, it speaks to that issue about how do we plan for transition out of EPSDT without that shock effect of reduction of services, if not termination of services?  Somehow we have to figure out a way to problem solve to the extent that we're not so dependent on services that we can easily transfer into the standard waiver, because it's quite a shock.  Across the country, you get some pretty luxurious supports in many EPSDT programs, and then at 22 you have hardly anything.  
Operator:  At this time, there are no further questions.  

Debbie Gilmer:  Thank you.  We have then reached the end of the call.  On behalf of Toni and my colleagues at Healthy & Ready to Work, including Kathy Blomquist who has done yeoman's work getting this call organized, I'd like to thank our panelists who shared their time and expertise with us today, and all of you who took time from your busy schedules.   By working together, we continue to improve the policies and practices that support transition to adulthood, along with adult healthcare, insurance, employment, and valued lives in the community.  
We'd like to direct you to HRTW-U for supplemental materials, many of which have been mentioned on the call today.  Those that have been mentioned that aren't up, we will try to get up.  An audio recording of this call will be posted in the next few days, and a transcript will be posted within a couple of weeks.  We hope to have our next call in April, and you'll be informed of that information.  Please remember to complete the evaluation posted on the materials page for this call.  Thank you and have a great day.   
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