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>> Joann:  Good afternoon everyone.  And thank you for joining the webcast on Vocational Rehabilitation Service Models for Individuals with Autism Spectrum Disorders.  This webcast provides an overview of a new disability and rehabilitation research project funded by the National Institute on Disability and Rehabilitation Research, NIDRR.  

I'm your host, Joann Starks, and I'm with the National Center for the Dissemination of Disability Research, or NCDDR based, at SEDL (or “SEED-L”) in Austin, Texas.  Before I introduce today's presenters, I want to thank our partners at ILRU in Houston, Texas for providing technical support for the webcast.  

There are some materials accompanying today's webcast that can be found on both the ILRU and NCDDR Web sites.  In addition to a description of the webcast and biographical information about our presenters, there is a PowerPoint file for the presentation as well as a text file with the same information in Word format.  Please remember that this information is copyrighted and cannot be used without the written permission of our presenters.

You can submit questions during the webcast.  However, due to the heavy volume of questions already received, we will not be able to get to most of them.  You can send your e-mail to webcast@ncddr.org.  If you should have technical difficulties during the webcast, please call ILRU at (713) 520-0232 and dial 0 for the operator to ask for webcast assistance.  This number is both voice and TTY capable.

Because we have had over 950 people register today, it is possible that not everyone will be able to participate depending on the bandwidth at your location.  However, if for any reason you cannot participate live today, please remember the webcast will be archived within a few days, and you can view the archived file and the transcript.  This archive is also preapproved by the Commission on Rehab. Counselor Certification, or CRCC, for 1.5 continuing education unit credits.  

We would appreciate your feedback today by filling out a very brief evaluation form at the end of the webcast.  Click on the “Downloads” tab in the small window at the bottom right of your Windows Media Player or Real Player screen, and you will see a direct link to the evaluation form.  A link to this form is also found on the ILRU and NCDDR web pages related to this webcast.  

As I mentioned, SEDL has received preapproval from the CRCC to offer 1.5 continuing education units for Certified Rehab. Counselors for participating in today's webcast or viewing the archive.  Click on the additional information tab on the far right at the bottom of your media window to see the instructions.  

To receive your CRC continuing education unit credits, you must complete the evaluation form.  Request the credits when you complete the evaluation form after the webcast.  I'll remind you again about this at the end of the presentation.  

Now I would like to introduce our speakers.  Our first presenter will be John Westbrook, program manager for SEDL's Disability Research to Practice Program and director of SEDL's Vocational Rehabilitation Service Models for Individuals with Autism Spectrum Disorders project.  Dr. Westbrook has been a member of the SEDL staff since 1982.  Other projects he leads include the National Center for the Dissemination of Disability Research (NCDDR), and the Research Utilization Support and Help or RUSH project.  

The next speaker will be Bill Palmer, a national advisory panel member for the VR Service Models project.  He has been director of Florida's division of Vocational Rehabilitation in the Department of Education since May of 2005.  Mr. Palmer previously served as director of the Department of Services for the Blind for the state of Washington.

Also presenting today will be Frank Martin, program associate with SEDL's Disability Research to Practice program since 2004.  He works with the new project focusing on VR Service Models for Individuals with Autism as well as the NCDDR.

Chad Nye is executive director of the University of Central Florida's Center for Autism and Related Disabilities, known as UCF-CARD and is a professor in the college of health and public affairs at UCF.  Dr. Nye serves as Co-chair of the education coordinating group of the international Campbell Collaboration.  

Also, with us today from the UCF-CARD is Karen Wesley, who is coordinator of adult services there.  

And now I will turn things over to Dr. John Westbrook.  John….

>> John:  Thank you very much, Joann.  

First, let me say how pleased I am for us to have the opportunity to provide this webcast for you today.  And I am doubly happy with the large number of folks that have preregistered for the webcast.  I think that is indicative of the level of interest in voc. Rehab. employment outcomes for individuals with autism.  So welcome everybody.  We hope that this is a very useful webcast for you.  

Slide 2. We will begin by moving to slide 2, and with a brief kind of over view of the purpose of this webcast.  We certainly want to use the webcast to provide an orientation for all listeners in terms of this new project which was funded beginning October 1, 2008 here at SEDL.  And as Joann indicated, the name of the project is “Vocational Rehabilitation Service Models for Individuals with Autism Spectrum Disorders.”

In the webcast today, we’d like to give you some information about the VR issues that served as a basis for this project's priority, to which we responded.  And, we want to try and certainly describe for you what the future research activities and dissemination activities are that are planned.  We also want to talk as specifically as we can about the outcomes that we're intending to produce from this activity, meaning, the project.

As overview, the project, I think, as Joann indicated, is funded by the National Institute on Disability and Rehabilitation Research.  It is a five-year activity, which as I mentioned began October 1.  Our project officer at the funding agency is Dr. Scott Brown.  Folks that are working and associated with the project are the folks that are making presentations today.  I'm serving as director; Frank Martin is serving as program associate; John Middleton is serving as Web administrator.  Our partner at the University of Central Florida’s Center for Autism and Related Disabilities is being manned by Chad Nye and Karen Wesley.  

Slide 3. So saying that, let's move ahead to slide 3.  The project has the benefit of a national advisory panel that, as we will talk about, serving several different functions.  This group has already had one meeting in Austin earlier.  

Members of the advisory panel are Mr. Frank McCamant, who is chair of the Texas Council on Autism and Pervasive Developmental Disorders; Dr. Susan Foley, who is research director at the Institute for Community Integration and the RRTC on Vocational Rehab in Boston; Mr. Don Uchida, who is state director in Utah of the Office of Rehabilitation; as mentioned, Bill Palmer is director of the Florida Division of Voc. Rehab; and also, Anna Hundley, who is executive director of the Autism Treatment Center in Dallas and San Antonio.  She is also currently serving as president of NARPAA, the National Association of Providers for Adults with Autism.  

>> Joann:  John, can I ask you to slow down just a little bit for the benefit of our captioner?

>> John:  All right.  

>> Joann:  Thank you.  

>> John:  Certainly will.  

At this point, we have the pleasure of having Mr. Bill Palmer on the line, who is joining us while he is on travel status.  So we are very thankful that you were able to participate, Bill.  I'm going to turn it over to you for a few minutes to express what you think the needs in the field of voc. rehab. are for this project and perhaps, in a larger sense around issues related to autism.

>> Bill:  Thank you, John.  

The state of Florida had an autism task force form last year.  So there's certainly a lot of attention now focused on that population and how we can improve services.  Nationally, autism seems to be increasing rapidly.  At least the identification of individuals with autism seems to be increasing.  And the priority of the public vocational rehabilitation program is to serve the individuals with the most significant disabilities or, if you will, the greatest barriers to employment.  

So this is a population that we, at least in Florida, feel that we have a lot of room for improvement in terms of our services.  So this is very timely for us in Florida.  It's great to see a research study that hopefully can identify VR models that have been successful.  

In Florida last year, we averaged about 296 individuals with Autism Spectrum Disorder at any one month point in time on our caseload.  That's less than 1 percent of the entire caseload.  So this is a population that we are definitely underserving.  Out of over 12,000 successful employment outcomes last year, only 54 of those individuals were individuals with Autism Spectrum Disorder or less than one-half a percent of those successful individuals.  

So, you know, it's pretty obvious that we have an interest in improving services to this population.  And I'm really grateful that NIDRR has approved this research grant and look forward to working with the study and being active in it, and reaching out to the community here in Florida to identify what we might recognize as successful practices.

>> John:  Okay.  Great.  Thank you, Bill.  

Slide 4. Slide 5. We'll move ahead to slide 5 now, talking about the general background and need in the area of autism.  Just to try and keep us all on the same kind of track as we use this terminology, Autism Spectrum Disorders refers to a range of neurological disorders which are characterized by difficulties in terms of social functioning, communication, and quite often with repetitive and unusual patterns of behavior being represented.  

Slide 6.  We have a wide range of terminologies which are used in the area of autism.  They include such things as Autism Spectrum Disorders, as we've been using it.  But you also have Classic Autism, Tanner's Autism; Childhood Disintegrative Disorder; Rett's Syndrome;, Pervasive Developmental Disorders Not Otherwise Specified, and one that I think is fairly commonly used these days, Asperger's Syndrome.  Two older terms, Childhood Autism and Infantile Autism are still referring to autism but aren't as frequently used these days.

Slide 7. The terminology, if you hear it used, of Pervasive Developmental Disorder, actually covers five conditions that are included in that category of terms that we've already mentioned:  Asperger's Autism, Childhood Disintegrative Disorders, Rett's Syndrome, and PDD Not Otherwise Specified; PPD meaning Pervasive Developmental Disorders. Okay.

Slide 8.  To give you some background in terms of the nature of the need, we have a few things that we'll be pointing out through a series of slides at this time.  For example, diagnosis of Autism Spectrum Disorders has actually improved in recent days.  Autism can be identified in children as young as 18 to 36 months, and there are new advances which are currently occurring which promise that identification by age 12 months may actually be routinely available soon.

Slide 9.  Children who demonstrate characteristics of autism do not mature out of autism.  There are functional limitations which continue into adulthood, and these generally cause difficulty in terms of independent living and long-term employment outcomes.  

Slide 10.  Last year, the Centers for Disease Control reassessed the incidence rate of autism, and they found that the rate averages 6.6 to 6.7 per 1,000 eight year olds in the study that they did.  That incidence rate is about 1 out of 150.

Slide 11.  A 2003 study done by Yeargin and Allsop indicated relatively similar prevalence rates across racial groups.  However, they also found that the incidence rate of autism is approximately three to four times as great for males than it is females.  

And I'll say as an aside, at the end of these webcast slides, we will have a reference list.  So if you're wondering how you can access some of these references, it will be available at the end of the webcast PowerPoint slides. 

Okay, moving to slide 12.  Although diagnosis is improving, it's estimated that only 50 percent of children with Autism Spectrum Disorders are identified by the time they enter kindergarten.

Slide 13.  And this is a very surprising statistic; new Department of Defense data are indicating that the children of U.S. active duty military are twice as likely to be diagnosed with autism as children of civilians.  That means an incidence rate of approximately 1 in 88.

Slide 14.  In terms of employment related needs, there are a variety of issues which seem to characterize the need.  Benefits are being used by non elderly adults, in terms of SSDI, at high rates. In terms of the 17-year period from 1984 to 2001, for example, the rate of use increased by 60 percent.  In 2007 the number increased another 30 percent to 7.1 million.

Slide 15.  Currently, three out of ten individuals with disabilities working full or part-time and two-thirds of those who are not working would like to work -- the long standing statistic that's been tracked for some time.

Slide 16.  Data indicate that people without severe disabilities are eight times more likely to be employed than people with severe disabilities.

Slide 17.  Individuals with Autism Spectrum Disorders are among those less likely to be employed.

Slide 18.  According to a study done in 2003 by Cameto, about 15 percent of people with autism are employed.  At least in his study, that was the case.

Slide 19.  Employment outcomes can be improved by addressing specific behaviors that are common among people with disabilities.

Slide 20. The Institute on Rehab. Issues is a long standing VR activity which has been producing documents in particular high priority areas.  A study in IRI was done on rehab. of individuals with Autism Spectrum Disorders in 2007.  We're reporting some of those findings from that study here.

Slide 21.  The IRI showed and indicated that there's difficulty in interacting with colleagues using conventional rules of conversation by many persons with autism.

Slide 22.  People with autism many times demonstrate difficulty in terms of interpreting nonverbal communications.

Slide 23.  Persons with autism many times demonstrate difficulty in abstract thought; sometimes considered to be overly literal or very, very concrete.

Slide 24.  The IRI indicates that the perception is that people with autism are resistant to change in their routines. 

Okay,  Slide 25. Shifting at this point to needs in the vocational rehab area.  As Mr. Palmer indicated, data from 9-11; 9-11 data indicate that persons with autism are generally being underserved by vocational rehabilitation at this point in time.  Then, in the study that was done by the IRI, FY2005 data, the incidence rate of service to persons with autism amounted to about .55 percent of the total of the audience served by vocational rehab. 

Slide 26.  Expert opinion of the IRI suggested that several challenges for state VR systems exist as they attempt to serve persons with Autism Spectrum Disorders.  Some of those findings include: 

Slide 27.  VR counselor involvement in public school transition planning usually starts at about the time of the student's graduation.  That can be a difficulty for students that need longer term preparation.

Slide 28. Few VR counselors have training or experience related to serving people with Autism Spectrum Disorders.

Slide 29.  The needs of individuals with Autism Spectrum Disorders do not match well with an expectation of achieving a rapid Status 26 closure by a VR counselor.

Slide 30. There is shortage of specialized services for adults with Autism Spectrum Disorders.  There is a definite need for capacity building to occur.

Slide 31.  Few supported employment job coaches have experience with adults with Autism Spectrum Disorders.

Slide 32.  Best practice information derived from research is severely limited.  This is a summary of some of the needs upon which our project was based.  We wanted to share those with you.  Now we're going to go on to try to describe what the project is going to be doing.  

(Slide 33.) In doing that, I will turn it over now to Dr. Nye and Karen Wesley to give some information about our partner in this activity, which is the University of Central Florida's Center for Autism and Related Disabilities.

>> Karen:  Thank you.  This is Karen Wesley, and I'll pretty much be doing the description of CARD.  

Slide 34, please.  Did we do 33?  CARD is a program that serves over 17,000 individuals on the Autism Spectrum statewide.  In our UCF center, we have over 4,000 folks registered with us; and that's of all ages, from birth -- as soon as they're diagnosed -- and many who are diagnosed as adults. Next slide.  Slide 35. There are seven regional centers -- at Florida State University; the University of Florida in Jacksonville and in Gainesville; our center here at UCF; in Tampa at the University of South Florida; at FAU --  Florida Atlantic University (it’s not on the slide); and the University of Miami.  

Each one of these centers is charged with providing services to individuals who register with them for services.  So it is kind of a -- they find us; we do try to keep the awareness available there, but they do contact us to register.

Slide 36.  Rather than being an actual school or clinic or diagnosis program, we are charged with assisting folks in accessing existing resources and programs.  So we will work with an individual to hook them up with the appropriate supports that would be out in the community for them.  

We also provide a number of trainings and workshops to increase the knowledge and awareness, of not only family members, but of professionals working with folks who are on the spectrum.  That's kind of our train-the-trainer thing.  Our intention is to build capacity.  Once people know how to address issues, they can show others, and that makes our programs even more effective.

Okay.  Go to slide 38.  In building capacity, we have ongoing workshops.  We offer orientation to folks who register with us.  Up until about three years ago, we had a standard orientation.  We now offer an orientation specifically geared toward adult constituents because their needs are very different from young children and their families.  

We offer regional training, which is available to family members as well as to professionals who work with the population.  We have a fairly extensive resource library available to people who are registered with us.  We offer support groups, not only for family members but for the individuals themselves.  I operate a couple of groups that spend time together. It’s an opportunity to go out socially with someone other than your family, maybe someone that understands, kind of gets it.  They're pretty well attended.  We work with folks to develop plans that will address their individual needs, and we offer an annual statewide conference and try to make stipends available for folks who would maybe otherwise not be able to attend. Next slide. 

Slide39. Our CARD services to adults.  Again, we're linking with resources, but the community resources and agencies that are appropriate to adults are often very, very different from when they're still in school.  So we really try to look at where there might be support for them in the community.  

We also try to help them look towards the future.  Sometimes they're still in school and looking at transition planning, but often it's really difficult when you've gone from a very structured school setting to adult life where there is not a whole lot of structure.  Families often have difficulties when it gets to that.  So we would work with the individual to figure out what their goals are and continue to adjust those as they achieve them.

And the self development group is a group that meets to provide life skills -- address life skills: decision- making, problem solving, those kinds of things.  There's an adult issues group that meets.  Often they are served from social security or benefit planning,  those kinds of folks,  to get information that will be useful to the adult population.  

And we've just started a career builders group that [meets] every other week. This group is comprised of people who are either already working and are trying to build a career, move up in the company, do better for themselves, or people who are looking for employment.  So there's an instruction component to that as well as an opportunity for the participants to support each other and interact. I’m still on that slide…. 

We do training in self-advocacy, and we do promote awareness of adults with Autism Spectrum Disorders.  Again, if you say the word autism, the individual may conjure up some image that is not accurate.  So adults, often, the biggest problems that folks that I work with have, is that they look like anybody else and may have a lot more problems just doing the regular thing.

Next slide, 40.  When I first came to CARD about five years ago -- this is the UCF CARD -- we did work a lot on the action plan that I've described before.  One of the other things, many of the adults I worked with ,I learned did not have anything going on in their lives.  They weren't working, they weren't going to school; they weren't doing much of anything.  So we've worked very hard to match people with volunteer opportunities so they can do some employment exploration, but also get some confidence about the kinds of skills they can develop and the meaningfulness of work.  So we just had someone today start volunteering in a child care center, and he's very enthusiastic about it.  

We also try to link people, promote the resources -- vocational rehabilitation, post-secondary education and training.  We work closely with the Students with Disabilities Office to help our participants -- our constituents -- get the support they need so they can be successful.  

And that leads to the importance of our collaborative relationships with the folks that -- the agencies and the individuals, the professionals, that provide services along with their family members, to make sure family members are prepared for employment.  What are they worried about, and how can we address those issues?

Next slide [Slide 41.] We have just recently become contracted with rehabilitation and are doing job placement with some of our adult constituents.  Right now, we are working with six people who have been referred.  With that in mind, we're establishing working relationships with employers rather than just kind of doing a shotgun approach for applying for jobs.  We're trying to develop a specific relationship with employers who will work with us to establish a good  job match for a long-term successful employment outcome.  Along with that, we have ongoing group meetings which are useful to folks in getting the support and input and feedback that they need.  

And another service that we offer is follow along.  Once people are in the job, it's important to maintain ongoing follow along to make sure that the employer is getting what they need, the employee is getting what he needs, and that when problems arise, that they can be addressed as soon as possible. 

Next slide [Slide 42].  With this project, we're looking to the future.  We would really -- our plan is to identify those strategies and factors that help individuals on the Autism Spectrum be successfully employed.  And that's going to encompass the community, employers, the individuals themselves, and their personal supports, which may be friends and family.  We're going to maintain long-term contact with these folks and their employers to make sure that they get the support they need to be successful, and again, maintain data to see where consumers, employers, and service providers experience the most success.  We want to keep a real good track of that so that we can share that with other people and, hopefully, see more success for this population.

>> Chad:  [Slide 43]. Okay.  This is Chad Nye, and I'm going to talk a minute about the research part of this, or the first couple of components of the research part of the project in general.  

I always present this quotation because it's become a favorite of mine; partly because I end up often being the person that thinks they know something that they don't know, and then they find out the truth and they're in a bit of a pickle.  Part of what we're trying to do is to define the parameters of what we know or don't know about a given discipline.

Slide 44, please.  If two reviews that are proposed for this grant -- or two projects, if you please, the first two -- one having to do with adult employment assistance and the other having to do with the transition of school to work programs.  In both of these instances, we're going to use an approach or a process that will, hopefully, give us some information about what already exists in research that addresses these questions.

Slide 45, please.  We are, in effect, asking questions related to what do we really know about employment related issues for adults with autism?  What are the gaps in that research?  That is, where do we need more specific and directed focus on the research side of effective employment activities?  And, what's the nature of that research, and the designs that are used, and the methodology that's used to identify or to produce the research that [is] addressing the needs of a kind of “what works” sort of question?  All three of these topics or issues are covered in both the adult employment services and the transition programs.  

[Slide 46]. Now to get to this point, we are using a tool -- slide 46, please -- called a systematic review.  This is a procedure, a process that's been around for a few years and has kind of gained fairly wide acceptance, as a way of asking questions about What works? What harms? Based on what evidence? and it leads us to an evidence-based practice approach.  

So what I'd like to do for the next couple of minutes now is go through -- for those of you who may not be familiar with this -- the procedure, the process of the review.  Because in part, the process is important to understanding the nature and the quality of the information that's available to us, that's already been presented to us in research form.

>> Joann:  Excuse me.  Can you slow down just a little bit, please.  Thank you.  

>> Chad:  Okay.  Slide 47, please.  There are a number of terms that are used to refer to a systematic review, but not all of them are equal.  In days gone by, before systematic review was the term of choice, a term paper that students might produce might be a form of a review -- some papers more systematic than others.  

In the professional literature, we would see a review of literature that might have criteria for selecting a certain number of studies or a certain base of information, and then the author would then try to bring the commonalities together from the various sources.  

[Slide 49.] More recently, we've used the term meta-analysis to mean the analysis of analyses, which is a statistical procedure to summarize, synthesize the data related to research.  Best evidence; evidence-based research are more recent terms that have been used to express the idea that we are trying to understand what has been done in an area of research, what's been reported, and how we can aggregate that information and understand that information and make practical decisions based on that.  

[Slide 48.] The term systematic review encompasses all of the above, by being transparent and rigorous in the methodology for understanding and acquiring that literature.

Slide 50, please.  This is a graphic that I present to you as the steps in the process to get to this systematic review.  That is, we're going to collect all of the available research that we can find in the area of adult employment -- adults with autism and employment -- and we're going to try to collect all of the studies that we can find and all of the reports, published and unpublished, that give us information in terms of quantitative data on transition programs; whether they worked, how well they worked, what were the components of the program; and from that try to come to a summary understanding of what we know and what we don't know about a topic.  

On the left, the topics of the boxes indicate the steps in each procedure.  We've defined the question, and we'll show you the specific question in a moment that we have for our project.  But the review question is simply asking, does a particular intervention or program or instructional methodology work for a given outcome?  

Before we go to try to answer the question though, we want to try to define the criteria that we will use to collect that information.  For example, we might want to say adults will be defined as someone who's not in the public school or in school.  Now, they could be in school and be 18 to 22 years of age, which would qualify legally as an adult, perhaps.  But we need to make our adult group recognizable in a common way.  So we will separate the adult with autism from the transition program -- could be an adult by virtue of their setting.  We might also decide that there are certain kinds of research that we wouldn't use.  For example, we might not use single subject design research.  Although in our case, we will include that, but that's certainly a legitimate inclusion criteria.  

What we're trying to do is to define the parameters of the research across several categories of things like participant characteristics: age, location -- geographic location -- state, provider support, agencies, etc.  We locate the studies in a third step.  And that process means we do a systematic comprehensive search of the literature that includes electronic searches in databases, hand searches of journals, of convention programs, of reference lists, to try to identify and collect as complete a collection of studies as we can.  

Now, obviously, we'll find many, many more citations than there will be studies to include.  So we select studies based on meeting the inclusion criteria.  And that criteria can be not only for participants, but design types, outcomes, and any other sort of characteristic that we think may be important to understanding why a particular program for employment is effective.  

Then we extract the study features, or what we do is we code all of this information.  We have a process of coding the information from the studies in terms that will allow us to quantitatively analyze the data. So we code all the characteristics for the study, for the research design, for the outcomes, for participants.  And all of that information comes from each study separately.  It's done by two people minimum. And there's a reliability assessment or check that we do to make sure that we're all using the same sort of standards.  

Then we analyze that data as subject data, so to speak.  We treat the study as if it were a person, and that data allows us to synthesize or to aggregate, average the quantitative aspects of several different studies in a way to come up with a common metric, a standard that says or addresses whether or not the research in a given area is effective.  

The interpretation of that is then where we're trying to ultimately end up, and that is, how do we use the data to understand what works in employment practices for individuals with autism or in school transition programs that lead to effective employment for the work-to-school individuals?  

So the model that you see before you is really the structure by which we're trying to answer that question about what we do and don't know about a given topic, in this case, adults with autism.

Slide 53, please.  Okay.  Here's where we want to talk a bit about the specifics of the research.  And John, I'm going to let you jump in here.

>> John:  Okay.  Great.  Thank you, Chad.  As you're hearing Chad describe what's going on in R1/R2 -- Research Study 1 and Research Study 2 -- you're gathering that those are oriented around conducting a systematic review process which will tell us what it is that currently available research tells us that we can take and use with confidence.  And the systematic review process is an excellent standard to impose to try and help us get there.

[Slide 60.] We'll follow this by talking about Research Activity 3.  So we will zoom ahead to slide No. 60.  Research Study 3 is oriented towards an effort to try and identify what it is that’s going on now, that might be practiced -- that would be beneficial, helpful for us in the VR community, disability community, as parents, as consumers -- to know about.  

So we call it the best practice identification activity.  Its goal is to increase awareness and use of perceived vocational rehabilitation best practices addressing people's needs with Autism Spectrum Disorders.  We do need a process to bring forward how we are going to do that.  

[Slide 61]. So slide 61 begins phase 1 of Research Activity 3, and I will tell you there are five phases to Research Activity 3.  And so we are going to go through those fairly briefly now to give you an orientation. 

Phase 1 is oriented towards seeking.  In this case, we're talking about contacting state directors of vocational rehabilitation to provide information about several things.  One is that we're going to ask them to provide names of any counselors -- vocational rehabilitation counselors -- in their states that may have a specialty case load in the area of autism.  We have found that we are being asked many, many questions from folks about who is the person that knows about voc. rehab. that I can talk to.  So this should be a helpful kind of a resource activity that we'll be working on.  

The other component in phase 1 is to solicit from the state directors the names of vendors that are perceived as providing services to persons with Autism Spectrum Disorders that would be considered good or best examples.  

[Slide 62]. This moves us to slide 62, phase 2.  Those nominees, meaning the vendors -- not the VR counselors, but the vendors -- that are nominated will be contacted by the project staff.  Project staff will be seeking, through a series of avenues, information or data that they have to try to define or describe the cases that they've been working with and some data about services and outcomes that are provided.  So we are looking for some level of data from these nominees in order for them to progress through these phases that I'm describing to you. All right.  

Slide 63 addresses phase 3.  Phase 3 is oriented towards the project staff review of the information about the vendors' services.  That data will be looked at from many different kind of aspects.  We do find that, in terms of service provider entities, there may be varying levels of data.  But we want to work with people in terms of what data they have, and also be clear about what data would be helpful or useful for them to collect over time.  

We will be engaging in R3 activities annually over the five-year period of the project.  So we will be looking at factors including placement rates, but other factors associated with that as well.

We will also be developing for those vendor sites that have data which would seemingly put them into a best or good example status.  We will be developing profiles for each one of those.  Those profiles will be developed without a description of the state or other kinds of identifying information associated with them in order for us to engage in phase 4.  

So in Slide 64, you see that phase 4 is oriented towards our use of our members of the advisory panel to review, and in terms of their expert opinion, to help us select those vendor descriptions which could serve as best examples.

That identification process, by the way, is not one that is intended to identify a best practice which is going to stand forever in time.  We do recognize that it is time-limited.  So we think that this designation will expire, and that we will be renewing the data collection that we went through in this process for all practices.

We, of course, will notify vendors of what may have happened in terms of their project and its identification as a best example.

Slide 65.  This is the last phase of Research Activity 3.  And it really is about some of the dissemination type activities that are going to occur from those examples that will be collected through this process.  There will be detailed information profiles which will be created.  They will be made available on the Web and through other kinds of informational sources.  We will also be producing some press releases and other kinds of informative materials for the sharing of information about these examples.  

R3 is all about trying to identify some practical on the ground examples that can be used to either provoke thought or to help shape new activities in the development process.  So given the fact that we have limited best practice information available today, this hopefully is filling a gap that we currently recognize.

[SLIDE 66]. Okay.  Saying that, I will suggest we shift to slide 66 where we will be talking about Research Activities 4 and 5.  Our partners at UCF-CARD are responsible for activities 4 and 5 on the research side.  So I'll turn it over to Chad and Karen again.

>> Joann:  Hello, Chad.  Are you there?

>> Chad:  Yes.  I'm here now.  Okay.  

Slide 67.  R4 is the attempt of the project to objectify and understand what it is that CARD does that is a unique structure in the state.  With the mission and mandate of the CARD program, we want to look at what it is that we're doing in terms of services, direct services, in provision for our constituents. So because we have a state network of service providers, we can assess issues related to long-term success, short-term success, the kinds of settings that are agreeable, useful, appropriate for our constituents.  So we're really trying to gain knowledge about what is going on, on a bigger scale within the network of the CARD program.  

Slide 68.  The research questions here are outcome related, at least in terms of whether or not the employment practices are successful.  While we certainly are interested in describing and understanding what it is that works for us to get a Status 26 closure, we're also interested in assessing, in general, when things don't work.  So we have a couple of ways of doing that.  One through R4, and one through the next data collection process that Karen will talk about in a moment.  

We want to know if the CARD services, interventions are really different from what we find in the R3 at the more global level.  Do we really do things differently, and are they any more or less successful than other practices?  

We'll look for successes, Status 26, through the CARD network members, other centers, and people within those programs who are working with the adults in those programs.  So we have at least potential for a fairly large network of contacts by both, of constituents and professionals working with adults with autism who are in employment activities.

Slide 69, please.  We will develop some standardized data collection instruments in terms of survey information, questionnaire kinds of information, to try to identify pre-intervention activities, what goes on before we're able to place individuals in the work environment.  

And what kinds of activities are needed to make that employment successful? Transition activities can be from work to school to work, transition activities having to do with the employment sites, programs themselves.  And what kind of ongoing support do we need and for how long?  And to what degree do those supports impact the quality of the outcome?  Then outcome measures about reintervention processes and how those measurements can tell us something about whether or not the services we've provided are providing the most benefit to the constituents.  

We'll look at R5 now, and Karen can summarize that for you.

>> Karen:  Okay.  So far we've talked about research and data collection and service providers -- including vocational rehabilitation -- and vendors.  But in R5, we're really looking at the individuals -- the person who is working, their support system, which may be family, friends, whatever their supports are.  

[Slide 70]. So we're on 70, Slide 70?  Yes.  So we're going to look at case studies.  What's really going on?  What's the perception of the individual and their support in how things are going.  I expect we'll also include employers and coworkers to kind of get a feel for what works in this situation.  And along with that, we'll find out what doesn't work.  It's important to know what doesn't work and why, as well.

Slide 71.  We want to know what they feel has contributed to their success and to maintaining employment.  You know, it's easy to get a job, but maintaining employment is a whole other thing; and the supports are important once the employment is in place. And also, what did they feel were barriers or threats to their success/  It's important for us to get that information, and case studies will give that to us.

Slide 72.  We'll look at 9 to 12 months or more.  We'll look at the pre-employment; employment.  We'll look at it over time, and again, try to get detailed information about strategies that were effective; how we had to evaluate the strategies and make changes.  We'll involve family members as appropriate.  Again, we're working with adults.  

We will also look at what barriers were there, that interfered with our ability to identify appropriate employment and/or get folks into those jobs,. and address them as possible.  It may be that we'll provide an incentive for participation in the studies because we are asking people to work with us over a period of time.  We haven't defined that as yet.

Slide 72… we've got that one.  Dissemination.  I'm finished.  Back to John.

>> Frank:  This is Frank.  I'll take it from here.  

[Slide 73].  I'd like to take some time now to provide an overview of the dissemination goals and activities.  As we conduct the research, we're thinking and planning ways of effectively sharing that information with you.  

[Slide 74] Can you please move to slide 74. It's important to keep in mind that dissemination alone is seldom sufficient to encourage and ensure that research is utilized in practice.  Our perspective here at the Disability Research to Practice program is that dissemination and utilization should be combined and planned right from the start.  One of the new concepts that has emerged related to this is called knowledge translation, which has been embraced by NIDRR as a focal point within their research agenda.  

[Slide 75] Knowledge translation really pertains to ensuring that research is of high quality, aggregated and synthesized, before it is actually disseminated. So within the work that we are doing, for example, the systematic reviews that were described earlier, we're trying to discover ultimately what strategies work so that we can provide the practice implications to the VR researcher, VR consumer, VR counselor, and VR administrator.

[Slide 76] I'm on slide 76, please.  I'd like to reiterate who are our primary audiences for these activities.  We viewed the primary audience for our research and dissemination as VR counselors and supervisors, consumers and families with ASD.  And we also see a third audience being the research community because many of the study results that we have and the activities that we're doing will be useful to share with other researchers who are concerned with autism and employment outcomes.  Next slide.  

[Slide 77] So we have four overarching goals.  These goals emphasize the short and midterm outcomes, such as increasing awareness of evidence and strategies.  Raising awareness and increasing knowledge are truly essential first steps for moving research into practice.  

Again, these goals listed here -- 1 through 4 -- are specifically linked to our research agenda that has been previously described. They are specific questions about ASD and VR that our program seeks to address and our dissemination is intended to raise knowledge and awareness about the insights that we discover.

Slide 78.  Let me briefly describe and summarize the first goal.  It pertains to the systematic reviews, R1 and R2.  The systematic review activity, that is, the collection of what works in rehabilitation for people with ASD, can be synthesized and shared with the VR counselor community.  

For example, what can we do about improving social interaction skills?  What techniques seem to address the difficulties that people with ASD have, such as resistance to change in routine?  A comprehensive review of research that indicates the various effects for these types of questions will provide materials that we can then share with the VR counselor community.  

Other questions might emerge from this literature review.  For example, we know that for many persons along the spectrum, having flexibility in work schedules seems to be effective.  But when is flexibility good and when is flexibility too much, such that it's a detriment?  

Other questions might emerge from various interventions, such as what types of supports or environmental conditions or accommodations are most amenable to success? Next slide, please.  

[Slide 79] So there are several different products that might emerge from R1 and R2, including systematic reviews that would be published in the Campbell Collaboration library.  These are relatively formal products, but there can also be plain language summaries that suggest implication strategies, approaches, techniques that might be best for a given consumer.  

We are also planning a Web site component that will provide a synthesis of the studies.  It will provide the actual products from R1 and R2 and related materials.  The NCDDR, which is housed here at SEDL, also has a registry of systematic reviews in the disability and rehabilitation research arena.  You can visit our registry of systematic reviews to get a sense of how these materials are structured and organized and can be used for practice.

Slide No. 80 has a link to the registry where you can search, find out more information about the registry, and learn how to understand the results from the search approach.

Slide 81.  As we share information on systematic reviews, it's important to remember that dissemination and knowledge translation is truly a two-way street.  As we discover gaps in the literature, we can share information about studies and study needs to the research community.  But we can also learn from the VR community about information that is necessary.  So in doing so, we hope to increase awareness of the evidence surrounding effective strategies and provide resources that can be used for discussing strategy with counselors and other service providers. Next slide.  

[Slide 82] The dissemination activities for goal number 2 are directly related to our research on best practice  in VR, or the nomination survey.  For reference, I am on slide No. 82.  

As we contact VR directors and administrators across the nation and pour through their suggestions of vendors that are doing exceptionally good jobs, we will be able to share that information with our national advisory panel and determine and translate what those best practices are.  We can create materials, catalogs, Web resources, and webcasts -- such as the presentation that you are watching and listening to today -- for the specific purpose of increasing awareness, knowledge and encouraging the utilization of best practices.

Webcasts, such as the one we're doing today, has been a very good strategy for the NCDDR and SEDL to share information, in part, because we can bring people from all over the country to one central location at a time very easily as opposed to a conference.  We know that it's very expensive to travel and things of that sort.  So with the webcast, we can have hundreds of people participate, and we can share information in that way.

Slide No. 83 just provides some insight with regard to some of our previous webcast activity.  Thus far, we've had 14 webcasts related to disability and research topics.  Typically, we have about 115 individuals preregistered. This webcast today, our numbers are much higher.  I believe as Joann mentioned at the start of the program, we had over 7 or 800 people preregistered.  

One of the benefits of these events is that we archive our webcast.  So even if you're not able to view the webcast on the day of the event, you can revisit the webcast archive and view it then.  We also offer CRC credits for relevant programs.  

[Slide 84] Thus far -- slide 84, please -- we have conducted webcasts on disability and rehab topics, such as traumatic brain injury, spinal cord injury and various research designs.  We also have a keen interest in the issues related to diversity and disability or multicultural rehabilitation issues.  We've had webcasts related to cultural competence and multicultural rehab.  

Upcoming, I believe, if you visit our NCDDR Web site, which I will share with you in a moment, we are planning a webcast on issues related to women in disabilities and health disparities.  That webcast will be presented by Margaret Nosek, who is with Baylor College of Medicine and the Center for Research on Women with Disabilities. 

Slide 85.  Our webcast archive is located at the Web site address that is listed on this slide.  You can visit to learn more about other disability and rehabilitation topics as well as webcasts on the topic of knowledge translation.

Slide 86.  As part of this project, we are constructing a Web site that will be at www.autism.sedl.org.  This Web site is under construction right now.  But what we have provided for you on the slide is an overview of the basic structure and components that we are planning.  These components will expand, and we will be having additional resources to share.  But in general, we will have information about the project.  We will have summaries of the research activities.  We will also have numerous resources and information about events such as future webcasts.  

Dr. Westbrook earlier mentioned as part of R3, an effort to compile contacts at VR that are related to autism.  So we would like, as part of this project, to create a directory of VR autism contacts.  This could be a very useful resource for families and consumers, as well as other VR counselors.

Slide 87.  By compiling and organizing best practices under the auspices of Research Activity No. 3, we hope to share with you replicable models that can be adapted in your area.  Of course, best practices is a major challenge for many providers.  We have heard from you through our NCDDR question e-mail service as well as from our National Advisory Panel members, such as Susan Foley, that best practice questions related to autism are near the top of the list for many VR counselors and administrators.  

So if we can identify vendors and services that seem to be most predictive of success, for example, strategies that seem to work best in terms of job coaching, or effective natural supports, or the techniques for social skills or communication training, and/or what approaches seem to be most effective in terms of job matching.  These are all strategies that may be useful, but it will take a review of strategies that are being done across the nation in order to get some sense of what really can be considered best practices.  By compiling and sharing this information, this will certainly go a long way towards improving the knowledge base.

Slide 88.  On this slide, we just have some additional intended outcomes that we think will be generated from this activity, specifically, the dissemination activities.  We certainly anticipate there will be continued and increased interest in our materials, increase in Web site traffic and activity.  And we're also hoping through the evaluation form today, you share with us other topics that you're interested in for future webcasts. Next slide.  

[Slide 89] Increasing awareness of the efficacy of the Florida state system, the CARD model, is the dissemination goal for goal No. 3.  This effort pertains to working very closely with consumers with ASD in CARD. So it is essentially disseminating the information about this program evaluation.  What are the outcomes based on the CARD battery of services that are provided for consumers?  And can this information be useful for other CARD centers or for other VR service providers?

Based on the information from the evaluation of the CARD program, we will be able to develop and share case study reports.  We will be able to develop articles for publication.  And based on insight from techniques that are successful, we can create webcasts that provide a more in-depth rich profile of the practices that were associated with successful outcomes.

Slide 90.  In doing so, we hope to increase awareness of VR practices that are associated with successful employment outcomes.  We believe that other researchers and organizations will be interested in collaborating with our project in order to improve services and programs elsewhere.  And we look forward to additional comments from the VR system as well.

Slide 91.  Goal 4.  Increase awareness of factors associated with consumer success in obtaining and maintaining employment, pertains to the in-depth case study activity of R5.  This activity involves interviews and analysis of data among consumers with ASD who have been successfully employed for 12 months.  

Through our discussions with our National Advisory Panel, we've also recognized that it is important to conduct case study activity with consumers who have not been successful.  In doing so, we learn to differentiate successful and unsuccessful cases because everyone does not necessarily have a positive work experience.  

By comparing and contrasting, we can also begin to learn what supports seem to work and what obstacles seem to interfere.  One of the obvious advantages of this activity, as Karen Wesley pointed out, is that we get to hear consumers' voices, and we can translate that knowledge into technical assistance and training resources, such as case study reports, webcasts, and other programmatic resources.

[Slide 92] Case study reports as well -- and now -- we're on slide 92. Case study reports as well can be used to help us better understand some of the differences between young and old consumers with ASD in terms of their employment success.  We know from the IRI and other research that younger individuals with ASD tend to be diagnosed earlier than some of the individuals who are older with ASD who may not have had a diagnosis at all but have recently discovered that they have a diagnosis of ASD.  Different levels of education might also play a role in successful employment outcomes for individuals.

So by sharing information from R5, we hope to increase awareness of different factors that are most predictive of success in maintaining long-term employment.  And as I have previously noted, the case study approach is truly a great training tool for introducing and sharing with the VR counselors a wide range of scenarios which would certainly be relevant considering the diverse range of consumers that are on the autism spectrum.

[Slide 94] If we could move to slide No. 94.  I'd like to simply summarize and say that there are many existing research studies on ASD and VR that have not been systematically reviewed, and there are gaps in the knowledge base about best practices, such as interventions for helping consumers acclimate to new job routines or social interactions.  All things that we know are important.  

The research and dissemination project that we've described today is designed to address these gaps.  And to disseminate findings to you, our primary audience, through print, webcast, online forums and other means with an intended outcome of raising awareness of the evidence and encouraging its utilization.

Slide No. 95.  It's very important to recognize that this link from research to practice is key.  One of the reasons is that there's a mistake in assumption of research science that good science will necessarily and automatically trickle down to the level of practice and inform practitioners and policy makers on what to do and what not to do.  Well, we know it's not an automatic process.  It takes connecting, a concern for dissemination with the research right from the start, and that's one of the reasons that we're doing this work today.  

So I encourage you to stay tuned to the VR autism project to discover -- to learn what we discover and how it might be useful to you as VR professionals, as administrators, as well as families and consumers.  

[Slides 96-99] I'd like to refer you now to slides 96 through 99.  Slides 96 through 99 provide reference materials that are related to the presentation that we have shared with you today.  There are references from the Institute for Rehabilitation Research.  There are references -- in particular, of the Dew and Alan edited IRI is available on this list.  

There are references to the NCDDR publications.  And many of the data points that were mentioned, for example, the data from the Centers for Disease Control, the data on employment rates, can be found through these references.  On our Web site that we're going to develop, we're also going to have many references.  Our reference library is related to ASD and VR.  

And with that because time is running short, I'm going to turn it over to Joann Starks.

>> Joann:  Thank you, Frank, and thanks to all of our speakers.  As I mentioned at the beginning today, we had quite a few questions, actually over 60 questions submitted ahead of time.  Many of them were not related to the focus of today's presentation discussing the aspects of this new project.  We're not really able to respond to specific questions about diagnosis and funding.  We have selected a few questions that we received, and I will ask a couple of our presenters to respond.  We do have about five minutes before we need to wrap it up.  

Our first question is for Mr. Palmer and it is, “When applying for VR services from a state agency, is there specific information that could be provided to assist in the entitlement decision-making process and/or the scope of services received?”  Mr. Palmer?

>> Bill:  Yes.  That's a difficult question.  First of all, there was kind of a follow-up on that about -- well, I guess you read that part where it said to assist in the “entitlement decision-making process.”  

The first thing I need to say is that the VR program isn't an entitlement program.  A lot of federal and state programs -- or maybe even local government programs -- there's an eligibility determination, and then it's very clear and concrete what someone is entitled to.  

The beauty of the VR program is that once you're determined eligible, there's a lot of individualized assessments that are done and identification of what the barriers to employment would be, what functional limitations might exist that are barriers to employment.  And then the individualized plan to achieve employment is structured in a way that addresses those functional limitations, and it can be somewhat varied based on the community you live in.  

You may have, if you're in Orlando, you may have access to the specialized services of the University of Central Florida CARD program.  In another community, you might not have that.  

So there isn't a set menu that you would see on a national level of exactly what services are provided.  The best approach is to sit down with the vocational rehabilitation counselor and identify what might be helpful to that process; things like when you come to meet with the VR counselor, first of all there's going to be a phone contact.  There may be e-mail contact to set up an appointment.  So I would suggest ask that individual counselor what would be helpful.  

But examples of things of what one might bring to VR would be school records, if it's a transition case; what information do we have about previous assessments that have been done; copy of the individualized education plan or the IEP, if you will.  Those are all the types of things that could be useful.  But this isn't a very direct answer because there isn't a direct answer.  There isn't a menu to pick from, if you will.  So I hope that somewhat addresses the question.  

Everyone we serve has a substantial barrier to employment of some type.  In order to be eligible for our services, they have to require VR services to achieve an employment goal, and we have to be able to identify services that are available in that community that VR can purchase along with a choice of that customer to reach that employment goal.  

The main focus here is, I think, is to emphasize that it is very individualized.  And that is the beauty of the VR program.  What we develop is called an individualized plan for employment, and it is to address that individual customer's need in order to help them achieve their employment outcome.

>> Joann:  Well, thank you very much.  I appreciate that.  We are coming right to the end of our time.  It is 3:30 right now.  So I'm afraid we're going to have to skip any other questions.  But I wanted to see if any of our presenters had any closing comments that they would like to make.

>> John:  This is John Westbrook.  I would just like to, again, thank people for participating in this webcast.  We will be using this as a technique to try and share further information as we gain learnings and develop resources with you.  So we will hope that you will join us again, and we hope that you will also provide what you think would be helpful and useful information related to VR and autism that we might be able to assist in producing or finding other kinds of avenues to assist with.

>> Joann:  Okay.  Thank you very much, Dr. Westbrook.  Thanks also, again, to Mr. Palmer, Mr. Martin, Dr. Nye, and Ms. Wesley for all your help today and a very informative presentation.  

I want to remind and encourage everyone to fill out the brief evaluation form.  This will be very helpful to us at SEDL as well as to our presenters.  It just takes a minute, and you can do it right now before we sign off.  Just click on the “Downloads” tab at the bottom right hand side of your Windows Media Player or Real Player screen, and you will find a direct link to the evaluation form.  If you want to do it later, a link to this form is also found on both the ILRU and NCDDR Web pages related to the webcast.

If you are interested in receiving the CRC credits, you must complete the evaluation form, and at that time you can request the verification of completion form.  The forms will be mailed out within a couple of week.  So be sure to check back if you do not receive the form in about two weeks.  

I want to thank NIDRR that provided the funding for this webcast, and especially a big thank you to the staff at ILRU, because without their efforts, the webcast could not have taken place.  

An audio file and a transcript of the webcast will be available on the ILRU Web site archives page in a couple of days at www.ilru.org. They will also be available from the NCDDR at www.ncddr.org and look for webcasts.  

If you know of other people who are interested but were not able to participate today, please let them know that the archived webcast will soon be available.  The CRC credits are also available for viewing the archive through the end of this year.  

Once again, on behalf of SEDL and the VR Service Models for Individuals with ASD project, thank you very much and good-bye.  
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