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>> JOANN STARKS: Good afternoon, everyone, and thank you for joining the webcast on Policy Implications for Disability and Rehabilitation Research Quality. The webcast will be a panel discussion addressing policy issues that impact the quality of disability and rehabilitation research.

I'm your host, Joann Starks, and I'm with the National Center for the Dissemination of Disability Research, or NCDDR, based at SEDL in Austin, Texas.

I'll be moderating today's webcast and helping get your questions to our panelists. I want to thank our partners at ILRU in Houston, Texas, for providing technical support for the webcast.

You can submit questions at any time during the webcast. To ask a question, go to the smaller window on the right under the presentation slides window. Enter your question in the "Email a Question" box and just click the "Submit" button or you can send E-mail directly to webcast@ncddr.org. 

You can also call in your questions to 800-266-1832. To call in a question using a TTY, please call 512-391-6578. 
If you want to address your question to a particular panel member, please make sure to note this in your question. And be sure to focus your question on today's topics, research quality and policy.

A couple of technical notes to keep in mind -- if your Windows Media Player or RealPlayer window should freeze up or stop advancing, please just close it and open a new window. The webcast will start up right at the current spot in the presentation. This is the most frequently reported technical problem, but if you should have other technical difficulties, call ILRU at (713) 520-0232 and dial 0 for the operator and ask for technical assistance for the webcast. This number is both voice and TTY capable. You can also find this number by clicking the far right additional information tab under the presentation slides window.

Finally, we would appreciate your feedback today by filling out a brief evaluation form at the end of the webcast. Just click on the "Downloads" tab, again, at the bottom right-hand side of your Windows Media Player or RealPlayer screen and you'll find a direct link to the evaluation form. I'll remind you about this again at the end of the session.

Slide 2, please. Our webcast today is the first in a series of webcasts sponsored by the NCDDR's community of practice on research quality that will focus on issues that affect the quality of disability and rehabilitation research. This webcast will be slightly different than some of our recent webcasts because we're featuring a panel discussion rather than a topical presentation.

After our discussion, we'll have some time for audience questions followed by remarks from several NIDRR-funded grantees who have agreed to participate today as respondents. The next webcast in this series will address the issue of rigor versus relevance and will be coming up in November. So keep an eye out for details of that event.

Now I want to turn things over to our newest NCDDR staff member, Dr. Brenda Lightfoot who will introduce the presenters. Brenda, over to you.

>> DR. LIGHTFOOT:  Thanks Joann. Please move to Slide 3. We have a full schedule so I want to make sure our introductions are brief today. We're delighted to have our three distinguished panelists who are joining us today. I want to let you know that the facilitator for today's discussion will be Dr. John Westbrook, who is program manager of the SEDL Disability Research to Practice program, and serves as director of the National Center for the Dissemination of Disability Research or NCDDR.

And Slide 4, please. I just want to check and make sure that Dr. Horne is with us. Are you here, Dr. Horne?

>> JOANN STARKS: It sounds like maybe Dr. Horne wasn't able to get on at the beginning here as we expected. So I guess we should go ahead and introduce our other two speakers, Brenda, and that would be Slide 5. Is that correct?

>> DR. LIGHTFOOT:  That’s correct.

>> JOANN STARKS: Go to Slide 5 and take it away, Brenda.

>> DR. LIGHTFOOT:  First we have Bobby Silverstein who is the director for the Study and Advancement of Disability Policy and a principal in the law firm of Powers, Pyles, Sutter, & Verville, PC. 
Slide 6, please. Next, we have Michael Collins, who is the Executive Director of the National Council on Disability. Thank you, gentlemen, both for being here with us today. 
Slide 7, please. Now, Dr. Westbrook will continue the discussion with our panelists. John, over to you.

>> DR. WESTBROOK: Thank you, Brenda, very much. I'm very pleased that the NCDDR has the opportunity to organize the webcast today, and I'm equally pleased that we have such distinguished individuals participating in our discussion on disability and rehabilitation research this afternoon. We are looking forward to the possibility that Dr. Richard Horne will be joining us later, but we are flexible, so we're going to go ahead with our discussion with Mr. Silverstein and Mr. Collins. So saying that, let me rush right ahead to a question which may hopefully encourage our beginnings of our discussion this afternoon.

So Bobby and Mike, question:  Generally speaking, do you think the most pressing need is more research in the disability and rehabilitation arena or better utilization of what we already know from research?

>> BOBBY SILVERSTEIN: Do we have to answer one or the other?

>> DR. WESTBROOK:  Either one or the other.

>> MICHAEL COLLINS: I will let Bobby lead off because I have some opinions as well but I'm pretty sure that Bobby's are going to be pretty much along the same path. Go ahead, Bobby.

>> BOBBY SILVERSTEIN: I think it can't be an either/or. When we look at disability and rehabilitation research, as a general topic, we have to recognize that in civil rights terms there's gross discrimination by the federal government in terms of its support for disability and rehabilitation research.

We have to recognize in many cases that disability and rehabilitation research is a second or a third class citizen in terms of the amount of support, whether we're talking about NIDRR or NIH or CDC in terms of appropriations. We have to look at where we have located different centers within different agencies.

NIDRR and the Department of Education, does it have the stature that we would hope it would have?  We look at the Department of Education's strategic plan, you look at their assessment of how they are doing and you have hundreds of pages and it's almost impossible to find five words that deal with disability and rehabilitation research.

We have the National Center on Medical Rehabilitation Research in NIH. Where is it located? -- in an institute for children. Is it where it should be in terms of elevated so it has the stature that it deserves?  Comparative effectiveness research in terms of health care, are we getting our fair share?  Are we -- is there a possibility that the health care research is going to be on general population and not on the subpopulations of people with disabilities and chronic conditions?  How much -- again, as I said, the actual dollar support. There are a whole bunch of critical issues out there and I think that we have a major initiative that is necessary with the Obama administration to elevate stature, status, and financial support for disability and rehabilitation research. And it's just not where it should be at this point in time.

So that's the first part. The second part of your question is, are we using the research that we have to the extent that we should?  And again the answer there is a resounding yes and no. As a former policymaker who worked for ten years on Capitol Hill as a staff director and chief counsel of the subcommittee on disability policy, I've oftentimes tried to use the research and will get into later how best to provide the research in a usable form. I know we'll talk about that later in the conversation.

But, yes, I made critical use of it. When we did the early intervention program for infants and toddlers, I will never forget past the legislation going to a NIDRR supported meeting of early intervention researchers, and they said what a coincidence that the early intervention legislation looks like it has many of the key findings from the research. And I'm sitting in the room kind of giggling and say, "Duh!"  It's not a coincidence, it's because policymakers actually used the findings from the research. But do we do it enough?  No, and part of the reason is how it is delivered to the policymakers. It's not often done in a usable form. So that's a very long answer to your question.

>> MICHAEL COLLINS: This is Mike Collins and I'm going to answer that from a little different perspective as an advocate who is now also a federal employee. I work for the National Council on Disability, so if I say NCD, it's not just simply an abbreviation of your own organization's initials. I'm going to say NCD more than I say the full name. But I do agree with what Bobby says about the focus needing to be on disability.

One of the issues that we're dealing with right now is the fact that this number keeps growing and our situation worsens with this economy. I was looking at the most recent labor market statistics and, you know, the situation with people with disabilities is dismal, and in 2005 it was bad, but now it's far worse. We've got about 80 percent of our population is out of the employment pool. NCD does their research based on input from the public based on our mandates which are to monitor the progress of the ADA and also to periodically review and evaluate those agencies that provide services that are related to disability. And we do that in a number of ways, but usually with contractors because we're a small agency. Our annual research budget hovers just above $400,000 per year. With that, we contract and work with our staff to produce five to seven research reports or papers every year. And this is a record that goes back 20 years.

This is relatively unheard of in a federal government. I think our annual budget probably doesn't match what one particular project pays on a five-year project for half of a year's worth of effort. And so I think -- and that would be with a larger agency like NIH or CDC or in many cases NIDRR or RSA. We try to make effective use of that and we try to cover the waterfront on issues that are brought to us during our meetings and in E-mails and letters and just one example would be employment which I started out talking about because it is such a critical issue and it provides us the base income that allows us to get out of our houses to work and to live productively and pay some taxes instead of living off benefits.

In the past three years, we've produced five employment-related reports and we are currently working on what I consider to be a sixth one that shows the gaps in the workforce infrastructure that are -- that's going to be expected to support people with disabilities and seniors during the next two decades. And these are professions that are ripe for people with disabilities to enter because we know there is going to be a job shortage because there already is.

But we need to do more with it, and that was the second part of the question, but I think we need to turn that around. Every one of these reports is made available to every member of Congress. Sometimes to their separate -- given separately to the key staff like Bobby was, to make sure that they have our recommendations, they have the reasoning for those recommendations and that they are readily available when they have an opportunity to weigh in on some current legislation or draft something new.

One of the things we do besides giving it to Congress is we are also required to give it to the president and we share it with all of the interest groups around the country as well as making it available on our website. And I think that the follow up that occurs for two or three years after these reports are produced is the most valuable by-product of them. They make an instant impact when they are released. They get some press coverage. People pay attention to them, but then they go away, but if we follow up afterwards, if we watch for legislation where we can come forward with our recommendations in a letter that can be read into the testimony or even offered to testify at those hearings, they'll have a far bigger impact. So that's my long answer to your question. So I guess we'll probably be out of time before we get to question 3.

>> DR. WESTBROOK:  Excellent answers and I'll say in our work in the NCDDR has involved to a significant degree issues related to knowledge translation. And I do have to say having worked in the area of dissemination and utilization for about 27 years at least so far, we have I think made great strides in terms of how research has been helpful in shaping what happens both in policy and in provided to people with disabilities, but we still have a long way to go. So I agree with your answers.

But thinking about, you know, our priorities for the future. If we were to be envisioning over the next four to five years of what would be affecting people with disabilities, what would you two say you think the priorities should be in the area of research and/or policy that will address what we expect to be those needs and/or priorities that would affect people with disabilities?

>> JOANN STARKS: Excuse me, this is Joann. Before you start to answer, I'd just like to ask everybody who is on the phone to be sure they mute their phone if they are not actually speaking right now. Thank you.

>> BOBBY SILVERSTEIN: Michael, would you like me to go first or would you like to go first?

>> MICHAEL COLLINS: No, go ahead. And I'll just kick in every time.

>> BOBBY SILVERSTEIN: I assume that, John, your question is subject matters, is that correct, in terms of priorities?

>> DR. WESTBROOK:  Right. Right.

>> BOBBY SILVERSTEIN: I think NIDRR historically has had a long-range plan and there have been three major domains in that plan, health and function research, employment-related research and independent living community participation research. In addition, there has been a focus on demographics and on technology.

I, for one, believe that those three domains and those two additions are still the -- provide an appropriate framework for our research. And I would add some clarifications to that with all of what's going on in terms of health care reform, we obviously have to make sure that we are part of the research agenda and that it is done appropriately, whether we're talking about comparative effectiveness research to make sure that we are having the right topic areas being addressed, but also that appropriate methodologies are being used so that we do not have inappropriate information that is applicable to the general population but has diametrically different outcomes for people with disabilities and chronic conditions or certain other subpopulations.

So health care is going to be an absolutely critical area. Health care disparities is a critical area. It's just impossible to say one area versus the other and that's why I like the framework that NIDRR uses. Now in terms of NIH, we need to again recognize -- recognizing disability and rehabilitation research and elevating the stature and status of the center so that there are more collaborative, cross-institute research that is being conducted. And so let me stop at that point in terms of priority.

>> MICHAEL COLLINS: Well, this is Mike again. And what Bobby said is true and I want to talk a little bit about some subject areas that I think is going to make the difference of how we get through this next decade. We all know that going forward we are going to be -- I won't call it a fiscal crisis because I understand that is officially ending fairly soon, but we are going to be in a situation for the people that we are concerned about, the population of people with disabilities that they have an opportunity to participate in the economy in whatever level it's in and that they have an opportunity to contribute and I think that we are going to have to be inventive and focus on issues for research and follow-up that have the effect of changing what is the overall situation that's going on in society and in the economy.

If you look at where we are today with the percentage of people with disabilities that we have unnecessarily institutionalized because either community supports are being cut because the states have to put up such a big share of the Medicaid funding to keep people in home and community-based services. We're still letting that be a waiver instead of making it the first priority instead of making it the waiver services.

We are still housing people inappropriately or making -- not making sure that the Fair Housing Act and other laws are being implemented or enforced like the Section 8 housing that's usually been available to people with disabilities, but has become a scarce commodity in most states now.

If we don't do something about the employment and get people as contributing taxpayers instead of beneficiaries of our society, we are not going to be able to come out of a financial tailspin that our own population feels worse than the rest of society. So I think it's critical that we focus on those external issues, the independent living, the housing, the enforcement of our civil rights laws, by the Department of Justice, by FHA or HUD and we also take a look at the enforcement by the Department of Labor to make sure that wherever disability discrimination and employment rears its ugly head that we break it down. And we need to be proactive in educating employers and educating our own population of people with disabilities that it is a possibility to be employed with a disability. Many people do it on a daily basis and do it very successfully. So we need to turn the attitudes around. One of the things that NCD has started recommending is that we all pool our resources and do as great an effort with an anti-stigma campaign as they did with antismoking at one time in the past. Maybe some day we can stamp out some of this stigma that is driving down people that need to be lifted up. End of soliloquy.

>> DR. WESTBROOK:  Great answers. And Mike you brought up employment. And if Dr. Horne were on line we would make him answer this question but I want to get it out on the table and see what you two think about it.

The question is this:  What do you think is the role of disability and rehabilitation research in improving employment outcomes for Americans with disabilities, and what would make it more effective?

>> MICHAEL COLLINS: Bobby, I'll go ahead and kick this one off. I have a couple of opinions. I just spoke the day before yesterday to an economic development conference in Virginia and with a lot of job developers that work with people with disabilities, and I was thinking as I drove back of some of the questions I got from that crowd. And you know I think what we really need to do is point out some of the things I have mentioned already, but employment needs -- employment research needs to focus on what's working. We continue to struggle with getting enough money into the voc rehab system and into the independent living network so that they can be effective with what they do. They have put requirements in place that all vocational rehabilitation counselors have master’s degrees, and yet we haven't had the funding to pay those people at the same level as a teacher would get with a master’s degree. We are putting these people through five or six years of higher education and we need to be able to support that in some way.

We also need to work with the outside services that people require if they are going to be employed. And this is where the independent living network comes in and that very network has struggled in order to get fair funding and get their funding when it has been allotted to them.

So we do need to look hard at what works. What are the best practices?  Seek out those best practices in the research and make them standard policies throughout these systems. So that's mine. Go for the things that are working now and make them proliferate.

>> BOBBY SILVERSTEIN: This is Bobby. I couldn't agree more. It's always interesting how we pass laws and then researchers say we need more laws and more policies when oftentimes what we need is implementation and implementation through dissemination of best practices, promising practices, emerging practices. So I absolutely agree with you.

Now, in terms of additional response, again I'm going to probably sound like a broken record throughout this call, but I just think, again, the framework that NIDRR has used historically of looking at health and function, employment, and community participation as three key domains and then technology and demographic statistics.

We need to recognize that they are interdependent, that if we talk about employment, we also want to make sure that people have maximized their functioning capacity and their health so that they can be employed. So we need to continue our focus on health and function as well as directly on employment and some of the employment issues in addition to the best practices are policy related issues.

We have a Section 503 of the Rehab Act that is for affirmative action. What do we know about affirmative action programs?  Are they working?  What are companies doing?  I just actually finished some research for ODEP, and much to my surprise, and it really was a surprise, I looked at 30, 40 different affirmative action plans by employers, some of whom were perceived as being state of the art practices of good public policy of people with disabilities in terms of hiring, promotion and retention. And yet I looked at these affirmative action programs and I have to say the word action and yet I found that every -- almost every one of the 40 had the exact same words. And these words have been there for years and years and years. So what kind of action plans are there when there are stock words and they are no more than assurances.

Why is it that that's the case?  So policy related research to look at why our programs -- are programs effective?  If not, why not?  We need to look at work disincentives. We need to have the policy basis and the cost base for trying to eliminate the work disincentives like the cash cliff under the SSDI program.

But the key historically for why we haven't changed that policy is because we haven't had the research in terms of fiscal implications. We haven't had the cost assumptions that actuaries would be able to use to show that the costs are not what green eyeshade accountants think they are. Again, the point I'm making here is when we talk about research and enhancing employment, sometimes it's got to be indirect as well as direct in terms -- and we have to get new kinds of researchers, new kinds of folks engaged in partnering with what we do.

We need to have more information about how to finance the services and supports that are necessary to enable folks to work. We need to know more about the blending and braiding of funding. And that's just some of the things that I think research needs to focus on.

>> DR. SEEKINS:  John, I just got a note that I'm supposed to tell you that I am here and I have been here.

>> DR. WESTBROOK:  How are you, Dr. Horne?

>> DR. SEEKINS: Tom Seekins.

>> DR. WESTBROOK:  We'll be calling on you a little later, Tom.

>> DR. SEEKINS: I just got a note that said you didn't know I was here.

>> DR. WESTBROOK:  Okay, continuing our discussion, let's talk about everybody's favorite issue sometimes that involves money. So I want to ask the obvious question about whether we think current federal expenditures are adequate in terms of disability and rehab research, but you can certainly be responsive to that question.

But there is also an issue I think around what has happened in terms of the billions in stimulus money that's been provided through the recovery act which indeed has made its way to quite a few federal agencies that have some components dealing with disability research, albeit with different kinds of outcomes that they are looking for, but it seems that few of those stimulus dollars have seen to make it all the way down to the actual disability research entities.

So first question is do you think that perception is correct in terms of what's happened with stimulus money and/or funding?  And if so, why do you think this may have occurred?

>> BOBBY SILVERSTEIN: This is Bobby. I think probably that perception is correct. And again why has that occurred?  I still think as I started in the answer to my first question that you raised that we do not have our internal advocates, the agencies that fund disability and rehabilitation research -- they do not have the stature that they need and deserve given the demographics and the number of babies born with disabilities, the number of elderly folks with disabilities, the number of folks with chronic conditions. We just have -- we've got -- we do not have the stature that we need and with that stature comes additional funding. And I think we've got to be working on -- in CDC which I did mention before, we don't have an office of disability with the director like you do for other minorities and women. We're going to be working on that, but I really think that we're still third class citizens.

Let me give you another example of not in the research domain, but something that's happening this minute. We're working -- we work with three committees on the house side and the health committee on the Senate side to ensure that rehabilitation and habilitation services and devices were included in the basic benefits package for people with chronic conditions, rehab is important as penicillin is to somebody with an infection. Somebody who experiences a brain injury, they are not going to be fixed most likely by surgery or necessarily by medications, but rehab is their magic pill for regaining functioning and preventing further deterioration.

Somebody experiences a spinal cord injury. Without rehab, without a wheelchair or other devices, where is their independent living, their ability to function in the community?

Somebody develops cancer and loses a limb, they need a prosthetic leg. If these things aren't covered – but again the research and the service delivery and the policy come together here and for some reason the finance committee right now is not recognizing this.

Why is it in 2009 we get other things covered in a benefits package, but rehab is not absolutely a recognized category?  And we're working to try get finance committee to recognize this, but this is just an ongoing focus that we all need to have that this is a subpart of health care, it is a part of research that does not have the stature that it deserves and I'm sure we're going to a follow-up question with what do we need to do to change this?  And we'll talk about that later.

>> MICHAEL COLLINS: Well, this is Mike. And what was the original question again?  I was enjoying Bobby's answer so much I drifted off into the land of thinking.

>> DR. WESTBROOK:  The original question was around stimulus dollars, the recovery act and how they've made it to quite a few federal agencies that even have disability research components, but little of that stimulus money seems to have made its way down to those entities which actually conduct and support disability research. So the question is, do you think that perception is correct?  And do you think you know why it has occurred?

>> MICHAEL COLLINS: Well, the perception that I've heard, and this one I don't know is any different than the perception, is that this stimulus money is a two-year fix on critical issues that impact a particular population or a particular program like a freeway that's going to fall in the river or something like that.

I know that there are being jobs created across the country and some in the disability arena as well by using stimulus money, and there is no long-term promise that those funds will be replaced with long-term dollars once they run out.

Now, that may be in perception -- that may be a false perception, but it is what I have heard from the community as well. And it's not related to my job here, but just in talking to people as we go around the country and asking them what impact have you seen from the stimulus money?  And they basically have said little or none. And I don't know in the field of research if those agencies have applied that to research projects of limited length that can be completed within the scope of the stimulus founding. I can't speak to those federal agencies or I haven't watched their record in that regard. We have our own research we're watching instead and that is done with long term dollars that are part of our operating budget.

>> DR. WESTBROOK:  Okay, great. Let's look at this just a little bit differently in terms of, you know, as Bobby said how to fix the current kinds of situations where we may lack some ability to champion the needs in disability and rehab research and many that are funded by NIDRR are conducting research which is intended to inform policy development and policy revision. So this question is about what you think the characteristics of research or research quality are that are most effective in informing policymakers and influencing policy development in the area of disability and rehabilitation?

>> MICHAEL COLLINS: Go ahead, Bobby.

>> BOBBY SILVERSTEIN: Well, part of my answer is it sounds like the next seminar you're going to have. Rigorous research and relevancy. The rigor is critical but so is the relevancy. Now I'll add a possible third component here and some of you on this phone call may know one of the issues that happened to me personally, and I hope I'm not offending anybody on the phone call. But a number of years ago there was a book put out about the employment rate of people with disabilities and a policy puzzle or something to that effect. And I was struck by some of the conclusions or the inferences by the editors as well as some of the authors.

In fact, I was hopping mad and I spent three months doing my own research and worked with a Ph.D. colleague and wrote a paper dealing with what policymakers need and must demand from research regarding the employment rate of people with disabilities.

And one of the things that I know researchers are faced with is they want to do research and sometimes the data that exists was used for different purposes or does not necessarily support what they are doing, but it's the best that exists. Well, sometimes the best is still not okay. And to use that kind of data to make policy inferences or conclusions just diminishes the role of research in the eyes of policymakers. So it's got to be consistent with strong ethical standards as well as rigorous as well as relevant.

And then it has to be reduced to a usable form. The word on the Hill is always you've got to reduce it to one page. Well, maybe you can't reduce it to one page, but you've got to reduce the findings to their absolute policy essence. And be able to make sure that your findings withstand rigor. It's okay to advocate for something through research, but it really has to -- when the questions are asked by all folks, you better be able to defend it because otherwise we all get a bad name and it doesn't help the process, but once again, everything I did for ten years on Capitol Hill, we sure as heck attempted to have evidence-based or based on policy-related research. And when it was there, it was used and it was there and done well, it was used. And GAO and following the standards that they use is something that all researchers should do who are in the policy domain because they recognize sometimes they can't answer all the questions. Or their answer is only for limited purpose and they are not afraid to articulate that.

>> MICHAEL COLLINS: This is Mike. And I would say that you're right on except I think there is another word in there, another R word resides relevance that's extremely important and that's repetition. First of all, policy isn't being made or even changed in a vacuum on Capitol Hill or in these agencies that develop regulations. They need something solid to bite into to make those decisions that result in that policy.

I think far too often we're out there studying issues that don't have any relevance to the main problems that people with disabilities are facing today. We have an obligation to be sure that when we put out a research -- a call for applications or proposals, that that is an issue that needs to be studied for the next year or three, whatever it's going to be, and then when we get those results of those studies and publish them, that it doesn't stop there. We need to be repetitious in making sure that the organizations that are being studied, the advocates that care about those issues as well as the agencies that funded the study are available to and visible to the members of Congress and the key staff that are working on those issues so that they can be reminded that there is relevant data available, that it is topical and timely and they are welcome to use it and you will help them fill in witness tables if they are willing to carry forward a proposed change in legislation or new legislation based on that policy or that research.

>> DR. WESTBROOK:  Okay, great. Very good answers. I'm sure there will be a follow-up or two.

>> MICHAEL COLLINS: Just tell them not to call my boss.

>> DR. WESTBROOK:  Both of you are aware that NIDRR has both the research and development agenda and as Bobby alluded to, there is a portfolio dealing with technology development. Technology, of course, holds a very bright promise for most people with disabilities. However, making it available when and where it would be helpful seems to sometimes be a problem.

Do you see a need for changes either in how we address developing technological innovations for people with disabilities or a need for policies that are aimed at improving access to them?

>> BOBBY SILVERSTEIN: Michael, why don't you go first.

>> MICHAEL COLLINS: I will. And thank you. This is Mike Collins and once again we are just now getting ready to kick off a one-year project with a major university on digital media and people with disabilities. This is another case of technology that's being developed at a rapid pace for the general public and consideration hasn’t always been given to people who need accommodations in order to use that and the accommodations would be in the form of usable equipment that they can see or they can hear or they can push the buttons on or they can talk to to make it do the same things their neighbors do in different ways.

This is just one time we've looked at technology as a major issue. I think the problem with technology is we forget. We think it is only the iPods and the iPhones and all of those fancy Blackberries and the things that are out on a weekly basis through the development that goes on in that area. But a major issue for people with disabilities is the technology that some of us use every day.

I just read an article that had been done about the challenge that had been made by one of the CMS -- one of the two CMS programs regarding someone -- well, I guess it's a long-standing policy -- who has the screen reader software on a computer in a manner that they can use it and in order to get it paid for, they have to purchase a computer that is five or six times as expensive as what I can buy and they also have to have all of the workable programs uninstalled from it so they cannot use the computer for any other purposes other than reading text or reading whatever they are wanting to do. We have to stop putting those type of restrictions on the equipment that we're making available to people.

The same is true for wheelchairs and other durable medical equipment. I happen to drive around in a 15,000-dollar wheelchair that can't go on the highway. I mean, we should not have to fight to get these type of vehicles or mobility devices that can get us out of our house, get us to the workplace, and allow us to go grocery shopping on a Saturday.

These rules have been in place for years and which are just now slowly and begrudgingly changing on the in-the-home restrictions, the changes in the provider rules and payments that are going to result in one provider funding -- or providing the equipment for an entire region, just completely ignores the needs of us who need customized equipment fit to our needs and we need to repair it periodically. So we have to change our mind set on that. We have to identify technology that works. We have to encourage the development of it and we have to make it available to the people that really need it.

>> BOBBY SILVERSTEIN: And the only thing I would add is research can -- you take Michael's policy outcomes and in each case if we have research to support those outcomes, there is a better chance that a change in policy will occur.

>> DR. WESTBROOK:  Okay, great. Good answers. We are getting some questions from participants. So I'll go ahead and raise one of those, which is how do you think we can maximize the benefits of disability and rehabilitation research within service provision settings such as state vocational rehabilitation programs?

>> BOBBY SILVERSTEIN: I think Michael answered that question pretty directly and better than I could say and which is we've got to be focusing on the dissemination of best practices, promising practices, and emerging practices. The best practices may have the validity or the test to demonstrate that they are best practices. If we don't know, then let's share those emerging practices and promising practices so others can try them and then we can get the data and research to show -- make them into best practices.

>> MICHAEL COLLINS: This is Mike. And I think that some of the most interesting research projects that I've reviewed, and I've reviewed plenty for NIDRR and RSA and now for NCD, they are the ones that have had the most input from the people who work in the field or who are impacted by whatever subject we're studying.

When NCD does research, we don't do major surveys that take three or four years to take to develop a survey, get it approved by OMB and then figure out what the results mean. We require our researchers to go out and hold focus groups with the community. We hold those same focus groups with the providers. And also to have key informant interviews at all levels of a particular program. And by doing that, in hearing from the people, it is something that you can assume would be replicated in whatever environment of a similar nature that you found yourself in. And it is also more relevant to those being interviewed, studied, and reported on than it would be if it was simply raw data that came out of a survey someplace. So we need to really focus on the person, the bottom line is the consumer, their needs and what that means to our society if those needs aren't supported or met.

>> DR. WESTBROOK:  Okay, great answers. Here is another participant question:  Disability research is a cross cutting issue involving health care, education, employment, et cetera. Don’t we need, dare I say, a Czar?

>> BOBBY SILVERSTEIN: That's an interesting and actually a terrific question. Right now you all know that we have an interagency committee on disability research. It is chaired by the director of NIDRR. I happen to represent or coordinate with Peter Thomas, a colleague of mine, what's called the Disability and Rehabilitation Research Coalition that is made up of 28 organizations ranging from the National Council on Independent Living and the American Association of People with Disabilities to the American Congress of Rehabilitation Medicine, American Medical Rehab Providers Association, Association of Academic Physiatrists, a whole bunch of organizations, and one of the things that we have recommended and actually got support from the House and Senate Appropriations Committees is the development of a national summit. That will set up a strategic plan for the government for pursuing disability and rehabilitation research. And we are hoping that we can find the funding to accomplish that objective which was recommended by the DRRC, the Disability Rehabilitation Research Coalition, and appears in some form or other in both the House and Senate appropriations bills. So to me I don't know if you need a Czar, but you do need a -- and it is time to have a national summit to develop a strategic plan for disability and rehabilitation research across the various federal agencies.

>> MICHAEL COLLINS: This is Mike and I'm going to take advantage of that lead in and those two words, national summit, to let everyone know that in 2010 NCD is sponsoring a national summit on disability policy here in Washington, DC. It's going to be a two day event. It is an invitation only think tank. There is an application for it on our website at http://www.ncd.gov. And Bobby, if you're interested in donating a lot of that money you get from your committees, we are still seeking sponsors so that we can provide some travel scholarships because we will have people coming from across the country.

The subjects, the ten tracks that will be studied are on our website. What we are hoping to do, we are going to develop a report after this summit on the ten different tracks that will be a part of it. We will have a top 10 recommendations in the policy arena, and one of those is disability statistics -- disability data and statistics which is going to be very relevant to what you're talking about. But all of the other subjects are the ones that impact people with disability and hopefully we can get some of the people on this call to participate and help inform those recommendations that go forward. So it's going to be a collective vote on what are the top 10 in order, but the recommendations will be developed in the tracks separately. So it should be an interesting two days here in Washington, two and a half, actually, and I think we just -- we are using our own funding out of our research budget to support it, along with some of our partners who are slowly coming forward.

>> BOBBY SILVERSTEIN: This is Bobby. John, one quick second. I failed to mention that one of the other key players in this DRRC coalition is NARRTC and another is the American Academy of Physical Medicine and Rehabilitation. So we've got a number of brain injury associations, so we have a number of research oriented groups along with a number of disability groups, and we also have the American Occupational Therapy Association and American Physical Therapy Association, American Therapeutic Recreation Association. So you have research groups, provider groups, and consumer groups.

>> JOANN STARKS: This is Joann. I wanted to let you know we're starting to get down to the end of our time and if you could take about five minutes or so to wrap up this part of the discussion, then we have some respondents among our NIDRR grantees who would also like to make some comments.

>> DR. WESTBROOK:  All right, I'm not sure how we would wrap up, but I take it we have five more minutes, right, Joann?

>> JOANN STARKS: We can go a little bit over, but we want to give time to our respondents.

>> DR. WESTBROOK:  We certainly do want to have time for them. I'll just ask one more question and maybe we can use that as an opportunity to sum as we'd like to and this again is a participant question that takes a different tack, but one we are all very concerned with. What do you think are our most pressing priorities related to the civil rights of Americans with disabilities?

>> MICHAEL COLLINS: This is Mike and I think this is probably more than one answer from each of us, but I think that the civil rights of people with disabilities that have been established during the past 20 years or 30 years are great rights; but it doesn't do any good if people ignore them or fail to support them. And we are not seeing the level of enforcement on the civil rights for people with disabilities that we see with some of the other protected organizations or protected groups.

I think that there is a lack of enforcement and too often it's not from lack of want, wanting to enforce it, but it's basically a lack of the funding for the personnel that are needed to go out into the field to follow up on complaints, and I think that that needs to be studied and find out what the impact of that neglect of the rights is going to do to us in the long run. This is, as I mentioned very early in this conversation, it goes across multiple agencies. I think the people who are running those agencies, and particularly the staff who work their tails off to try to keep up with the workload and share the frustrations of the callers who file complaints or call in their concerns every day, I think they are doing the best with what they have to work with. We really need to focus on seeing how we can support them better and increase that level of enforcement of our civil rights.

>> BOBBY SILVERSTEIN: And the only thing I would add, again, is -- and use the phrase “action research” to describe my answer -- is researchers and advocates need to work closer together. Michael could identify as he just did, an agenda, and then the researchers, once the agenda is identified by the advocates, can then find the research to help policymakers and convince policymakers that we have to adopt policies to address the issues that Michael articulated.

So for me, and it's kind of -- I'll use it as my summary statement -- is researchers often -- too often are isolated and go in their own direction. They have to talk to consumers more. And they have to support what the consumers need; but do it using rigorous, relevant, ethically-based research. The fact that you are doing research on an advocacy issue does not make it irrelevant and it does not make it less rigorous if the methodology used is done correctly. We do research to cure cancer and there is nothing wrong with that. There is nothing wrong with doing research to facilitate and foster and enhance the civil rights of people with disabilities.

>> MICHAEL COLLINS: And I would just add a very short piece to that, what I said earlier, I think that you have to be repetitious with the findings from this research and you have to be able to stake your life on the value of it to the consumers that made you -- that caused you to initiate that research in the first place, because you are meeting their needs. And I think researchers could do a better job of putting a price tag on the lost productivity and the cost to our society if we do not come up with methods for supporting people and obtaining the transportation and the housing and the support services and the health care they need to be able to work on a daily basis and make a contribution to where we're trying to get to in this society.

>> DR. WESTBROOK:  Okay, great. I think this has been a great discussion and I'm looking forward to what the NIDRR grantees may have to say as reactions to it. So I'll turn it over to Joann.

>> JOANN STARKS: Thank you very much. I can't believe how quickly that hour passed. I don't know how we would have been able to accommodate a third person now that Dr. Horne wasn't able to be with us.

If we could move on to Slide 8, our colleague Brenda Lightfoot has been talking with several grantees funded by NIDRR that have agreed to serve as  respondents, although not all of them were able to be with us. Brenda, would you like to tell everyone who you invited and we'll see how many actually are able to be here to provide their responses?

>> DR. LIGHTFOOT:  Sure, Joann. First, we really want to give our appreciation and recognition to the NIDRR grantees who agreed to serve as respondents for our event. They agreed because they have particular interest and expertise in the policy arena:  First, Dr. Paul Baker of Georgia Tech, who is with the Rehabilitation Engineering Research Center, or RERC, on Workplace Accommodations; Dr. Brian McMahon of Virginia Commonwealth University, who is director of the Coordination, Outreach and Research Center, or CORC; Dr. Margaret Nosek directs a Field Initiated Project on Development of an internet-Based Self-Esteem Intervention for Women with Disabilities at the Baylor College of Medicine; Dr. Tom Seekins is director of the Rehabilitation Research and Training Center, or RRTC, on Disability in Rural Communities at the University of Montana; and Dr. Wendy Wilkinson, who is also at Baylor College of Medicine, is director of the Southwest Disability and Business Technical Assistance Center or DBTAC. And it's my understanding that we have Dr. McMahon, Dr. Seekins and Dr. Nosek and if Dr. Baker and Dr. Wilkinson are here, please let us know at this time. 
Okay, so Dr. McMahon, do you have any remarks or questions for our panelists?

>> DR. McMAHON: Yes, thank you so much. This is Brian McMahon from VCU. I appreciate being invited. I want to say I thought the questions were outstanding and the answers were even more outstanding. I have no disagreements really for probably 99 percent of the answers that have been given. I think they are great. I do want to amplify just a couple that I thought were particularly great. I like the mention of our need to stimulate employment practice by shining a light on employers who are doing things well.

We say in applied behavior analysis if you want to get some results and affect change, then catch people doing something right and shine a light on it. And that is a direction -- I want to say because Dr. Horne could not be here, that ODEP is really showing a lot of leadership with new initiatives with demand site employment and model employer practices.

The second thing I'll get beat up back home here and all over NCRE if I didn't say we appreciate the plug for higher wages for our vocational rehabilitation counselors in the state-federal system. Not only are their salaries currently linked to those of bachelor level teachers, but those teachers work on a 9 month basis whereas counselors nationally work on a 12 month, and that both the VA and the private sector have starting salaries now approaching $30,000 greater than what we're paying on average in the state-federal program.

I appreciate the observations that were made about work disincentives, about the importance of the other major acts of policy like Olmstead and the Fair Housing Act. I do have a couple of clarifications I would like to make, or small enhancements I'd like to make.

One other outstanding source for research funding these days is from the Department of Defense in the congressionally directed medical rehabilitation program. There are substantial monies for medical rehabilitation, psychosocial rehabilitation, family services, and assistive technology, and a little bit on employment particularly, of course, as these relate to active military personnel and veterans.

I would like to make an additional response to the matter of the stimulus funding, specifically a number of rehabilitation researchers did apply for money and some did receive it. I can only speak to the NIH experience which was, there were tremendous amounts of money on the table, very small amounts field initiated, very, very short turnarounds, but the real problem that I would like people to understand from those of us in the research community is, I would challenge anybody here, and I don't think we can do it publicly, but in any forum to name 15 to 25 consistent senior researchers who are serious and bankable grant getters. And you have to understand that that population of senior people have thick salaries and all the FTEs that they are allowed to give to research is given. Therefore we have to pay some serious attention to growing the next generation of rehabilitation researchers to replace and exceed the achievements of these people.

I just wanted to make that observation and I want to end with this recommendation because there were some calls for what I would call “fresh research issues” that would affect employment and quality of life for people with disabilities, and this is one of mine that I intend to make kind of a personal and professional campaign for the balance of my career, however long that might be. I'm very interested in creating opportunities for people with disabilities and serious disabilities to serve in a voluntary military service. I heard the president make comments the other day pursuant to his interest in eliminating the “don't ask, don't tell” provisions and allowing gay and lesbian people to serve in the military. And I support his thoughts and his initiatives on that. 
What I think I'd like us to keep in mind is that opens a door, as far as I'm concerned, because we all know that military service has been a means of career development, a means of upward mobility, a means of access to higher education, and a means of abandoning a life of poverty for initially poor people, and then immigrants, and religious minorities, and racial minorities, and then women and soon to be gay and lesbian individuals. There is one more shoe that has to drop on that and it would require a policy change that says at least on a research and demonstration basis, can we forgive the absolute requirement that all active military personnel be combat ready. Because in a real world that's not true anyhow today and the fact of the matter is about 89 percent of military occupations do not require combat readiness.

So that is something I see as a civil right of all citizens in America, particularly in a voluntary military. I wouldn't be taking this stand if it was back in the days of Vietnam and people my age were getting drafted, but I think it is -- as many independent living and employment advantages, that I believe need to be considered. I want to thank you for these three minutes or so and we can move on to the other fine colleagues of mine who are other grant recipients.

>> DR. LIGHTFOOT:  Thank you, Dr. McMahon. Dr. Seekins, do you have any remarks or questions for the panelists?  No, I guess we lost Dr. Seekins.

>> DR. SEEKINS: No, I'm here….I had the mute button on. 

>> DR. LIGHTFOOT: There you are…Do you have any remarks or questions?

>> DR. SEEKINS:  Just a couple. I was struck early on in the conversation, the discussion of the research network and sources of funds [inaudible] and objectives affected by that network. It's extraordinarily complex, but in the complexity there may be a couple of details that may be of use that I'd like to comment on, one of which is NIH funding in particular, and this is a comment that made me start thinking about some of the details of funding.

I think some researchers, broadly speaking in the cross-disability world, have had some success in cracking into the NIH funding. I think there has also been some frustration and difficulties in part because of the prominence of the medical model in NIH and the lack of understanding of established status in disability research. One of my colleagues, Craig Ravesloot, has made the observation and the suggestion that while there are a large number of standing panels addressing different diseases and academic disciplines within NIH, it might be helpful to have a standing panel on disability issues.

One of the advantages is that those seeking funding to address research topics from NIH might get a review by people who understand disability. As a grant writer, you don't need to be explaining the topic of disability or cross-disability issues using valuable space in the proposal itself to focus on the population.

But it also struck me, as well, that it’s important to talk about the types of research and science that may be important to acknowledge and look for in the right places at the right times. One of the major distinctions talked about is applied research and more basic research. Basic research really focuses on developing methods and measures or maybe even discoveries that often have little intent for immediate practical application. The notion that basic findings will be used by somebody else at some other point in time to do something that will be useful, as opposed to what I think the disability community and disability researchers practice, which is much more applied. The applied research has the expectation of being applied in a more specific context and within a reasonable period of time.

The structures of selecting topics for research and balancing them out are important to consider. So that I really want to applaud the emphasis, Bobby, that you have on engaging consumers. Because within the participatory action research models and community-based participatory research that is getting to be legitimate, we need to engage potential recipients and users of research in the definition of the topics to be addressed, the kind of research that is appropriate, the conduct of it, and the judgment of its effectiveness. Doing that really increases the likelihood that something useful will be produced and used. 

>> DR. LIGHTFOOT:  Thank you so much, Dr. Seekins. I want to thank all of our respondents --

>> DR. BAKER: Hello. Paul Baker here. 

>> DR. LIGHTFOOT:  Oh, Dr. Baker, I didn’t realize that you were here.

>> DR. BAKER: I had a technological malfunction on my equipment. The mute button wouldn't turn off.

>> DR. NOSEK: I am here also, this is Peg Nosek.

>> JOANN STARKS: We do have some extra time. I know we said we were going to be an hour and fifteen minutes, but I think we can go ahead and go a little over since we do have two more respondents that would like to speak. If you can't stay with us, go ahead and leave, but if you can stay, please do.

>> DR. LIGHTFOOT:  Go ahead, Dr. Baker.

>> DR. BAKER: Really quickly, since we are out of time, I would like to -- I think Bobby and Mike both hit key points that we feel in terms of policy, and I'd like to say represent not just the Workplace Accommodations, but also the Wireless Technologies RERC, that one of the key issues is in fact collaboration, both among researchers, and between researchers and funding agencies. We see this as really important and one of the problems is a common language of communication; that frequently we come out of many different disciplines and many specialties. One of the advantages or one of the things we should work toward is developing common ways of speaking -- not just so that we understand what we ourselves and our constituents are talking about, but also in terms of a coherent common message that we can communicate to policymakers.

Mike talked about repetition and one of the reasons or ways you do repetition is to repeat a coherent, clear message. And I'm not sure that entirely we're on the same page. Some of the work that we're doing deals with policy collaborations, particularly in virtual and online settings; something that we're very interested in.

The other thing deals with statistics. I recently came back from a conference in Europe dealing with accessibility and disabilities, and whereas our statistics here could be much better, there are virtually no consistent statistics dealing with disabilities in the EU. From a policy standpoint, this is problematic because it's very difficult to get a handle or a grip on the dimensions of the problems when you don't have any grounding or firm empirical basis to draw on. So I will close right there and thank both the preceding respondents as well as the panelists on some very important remarks.

>> DR. LIGHTFOOT:  Thank you, Dr. Baker. I understand we have one more respondent with us. Was it Dr. Nosek?

>> DR. NOSEK: Yes. This is Peg Nosek. Are you able to hear me okay?

>> JOANN STARKS: It's kind of difficult. If you can either get closer to the phone or speak up a little more. We'll do our best to listen.

>> DR. NOSEK: I apologize. I'm traveling by car somewhere. [inaudible] and I’ll do my best. My first comment has to deal with Bobby's statement that disability research is second-class and underfunded. And I would also say that research on women with disabilities is third class and for minority women with disabilities is probably fourth class. Bobby, do you have any statement about the status of research on women with disabilities?

>> BOBBY SILVERSTEIN: Women with disabilities and minorities with disabilities are definitely fourth class citizens. If that's what I think I heard you say, I couldn't agree with you more.

>> DR. NOSEK: Yes, Thank you. And I want to see some action about that, however we could manage it. Second about Mike’s comment about the NCD […inaudible] amount of funding for research. I want to say, I think that the money available to NCD should not be used for extramural research, it should be done internally, and not on specific research topics but rather on performing NCD's mandate to do monitoring of all federal agencies that conduct research. And as we heard before, I think it was from Brian, about the VA. As far as the VA, do we know anything about what research is being conducted through the VA?  I tried to pull together research from all the different existing studies about women with disabilities  and it's impossible to keep up with it. I would like to see NCD have a broader scope, a wider focus, to fund out research projects to look at the overall research [that’s taken] from all the agencies [inaudible]. The discussion about disparities was right on target. I think that’s where we need to base our concerns, efforts. 

And there was discussion about the training of rehabilitation counselors. (Technical Difficulties -- bad audio). I would also like to put a focus on the vocational intake, vocational rehabilitation interviews, and how they could be modified, refined and what they could do to allow VR counselors to do what they've been trained to do. For the most part, they push around a lot of papers in order to get services to their clients. How can we reform the agency so that it allows rehabilitation counselors to actually do counseling? 

Bobby mentioned earlier about policies based on [inaudible] research. I certainly agree with that, as an area of concern. I’d like to say that I would like to see disability looking into future studies and [inaudible] project, what is the future of disability? [inaudible] dialogue [inaudible] future of people with disabilities, and work toward enacting those changes that would enable that future. Two more….

NCD is going to have a summit in 2010 and I would like to see electronic access available for people to participate in that summit. I being one who cannot travel by plane, so it would be impossible for me to have any contribution in such efforts. I don’t think it would take a whole lot of effort to establish video conference links to allow people like me to participate in that conference. Please add that to your agenda.

And finally, to talk about what Tom discussed, [inaudible] participatory action research. While it seems like NIH has just discovered that term and they’re calling it community-based participatory research. There is a lot of funding behind that. I would like to see, first of all that NIDRR only fund projects that are based on community-based participatory research principles, and second I would like to see, I strongly agree, that they should have a disability review panel for NIH across all of its institutes. The only institute that has ever been successful is the NCMRR, the National Center for Medical Rehabilitation Research because they understand disabilities. [inaudible] could be applied to maybe 3 or 4 others that simply do not understand about the issues related to disabilities. In summary, we need a disability review panel at NIH. Thank you for this opportunity to comment.

>> DR. LIGHTFOOT:  Thank you Dr. Nosek. Thank you again to all our respondents for all their comments and their questions today. Please move to Slide 9. In addition to their remarks this afternoon, our respondents will be providing more extensive written responses, which will be posted on the NCDDR website along with the transcript of today's webcast. It’s our hope that today's webcast and the others that we'll be developing for the community of practice for research quality will stimulate discussion within the disability and rehabilitation community on these issues and others with the goal of sharing knowledge and generating ideas, suggestions, or even some best practices for addressing these factors that affect research quality. So please be looking for the transcript of the webcast in the next few days and for our respondents' written comments within the next month.

We'll send email to all who preregistered when these items are ready for review. If you have a suggestion about a topic that we should address or are interested in being involved in future discussions and activities related to research quality, please make sure to note that on your evaluation and include your contact information so that we can get in touch with you.

The next webcast in this series will address the issue of rigor versus relevance, or rigor and relevance, in disability and rehabilitation research and is planned for November. So please be on the lookout for information on that event. Joann, back to you.

>> JOANN STARKS: Thank you very much, Brenda. I want to thank everyone for participating today and especially our panelists, Dr. Westbrook, and our respondents. We have come to the end of our time and as Brenda just mentioned, I want to encourage you to fill out the brief evaluation form. This will be really helpful for us in planning the future events. It just takes a minute, and you can do it right now before we sign off. 

If you go to the "Downloads" tab at the bottom right-hand side of your Windows Media Player or RealPlayer screen, there is a direct link to the evaluation form. A link to the evaluation is also found on the NCDDR web page related to this webcast. If you should try to get on and find that you can't right now it may be that too many people are accessing all at the same time. So please do try again a little bit later today or tomorrow.

An audio file and a transcript of the webcast will be available on the ILRU website archive page in a couple of days at www.ilru.org and they’ll also be available on the NCDDR's website. If you visit www.ncddr.org you can find more information and view additional archived webcasts on topics related to knowledge translation.

Finally, I want to thank the National Institute on Disability and Rehabilitation Research--NIDRR--that provided the funding for the webcast and an especially big thank you to the staff at ILRU because without their efforts the webcast could not have taken place.

The next NCDDR webcast will be held October 21st at 2:00 p.m. Central time on the topic of Racial Differences and Employment Outcomes after TBI. Also, a sister SEDL project, Vocational Rehabilitation Service Models for Individuals with Autism Spectrum Disorders, is hosting a webcast on September 30th. For more information on that, go to www.autism.sedl.org. Once again, on behalf of our panelists, our respondents, and the rest of the NCDDR staff, thank you and goodbye. 
