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>> TAJAUNA: Good afternoon everyone and thank you for joining the webcast, “Welcome to the new NCDDR.” My name is Tajauna Arnold; I am with ILRU and will be moderating today’s webcast and voicing your questions to the presenters.

You can submit questions any time throughout this webcast; however, I encourage you to submit questions you may already have early on during the webcast. You can submit questions by clicking the “Submit Question” button at the bottom of your RealOne Player screen or simply address your question to: webcast@ilru.org. Questions will be posed to the presenter upon the presenter’s request. If time does not allow your question to be answered during this webcast, it will be forwarded to the presenters to be answered via e-mail at a later time. If anyone has technical difficulties during this webcast, for assistance please call ILRU at (713) 520-0232 and dial 0 for the operator. This number is both voice and TTY capable. I would like to point out that today's webcast has a PowerPoint presentation posted on the webcast Website as a handout. To follow along or to utilize for notes you may want to print out the PowerPoint presentation now.

The new NCDDR came to be when the U.S. Department of Education recently awarded the Southwest Educational Development Laboratory (SEDL) a grant to support continuation of the National Center for the Dissemination of Disability Research (NCDDR), a project SEDL has operated for the past ten years. The 5-year grant is part of a National Institute on Disability and Rehabilitation Research (NIDRR) program that encourages the dissemination and use of NIDRR-sponsored research--research results that can be more readily used in shaping new technology, improving service delivery and expanding decision-making options for people with disabilities and their families. During this webcast, NIDRR staff members Dr. Art Sherwood and Ms. Ellen Blasiotti will describe NIDRR's Long-Range Plan and its focus on Knowledge Translation as a framework for moving research into practice. Knowledge translation is a step beyond NIDRR's previous focus on Knowledge Dissemination and Utilization. 
NCDDR staff members Dr. John Westbrook, Joann Starks, and Frank Martin will describe the project’s organization, its intended activities and services tailored for NIDRR grantees, planned partnerships, and collaborative activities. They will also discuss the focus of NCDDR's work on developing systems for applying rigorous standards of evidence in describing, assessing, and disseminating outcomes from research sponsored by NIDRR.
Before we begin, I want to take a moment to provide some background information on each of the speakers. 

Ellen Blasiotti is a Senior Project Officer in NIDRR, Office of Special Education and Rehabilitative Services at the U.S. Department of Education. She manages a portfolio of projects relating to Knowledge Translation and Knowledge Dissemination and Utilization. Ms. Blasiotti has 37 years of experience in public affairs, disability and rehabilitation research, information dissemination and utilization, writing and editing, and rehabilitation research grant and contract administration.

Arthur M. Sherwood, P.E., Ph.D. is Science and Technology Advisor at NIDRR. In this role, Dr. Sherwood has played a major part in the Institute’s strategic planning and is heavily invested in establishing new approaches to evidence vetting. He continues his particular interest in spinal cord injury research, exploring new opportunities for NIDRR’s Model Systems program. Dr. Sherwood joined NIDRR after carrying out faculty and research roles at Texas A&M University, Baylor College of Medicine, the Texas Medical Center, The Institute for Rehabilitation and Research (TIRR), and the Michael E. DeBakey Veterans Affairs Medical Center.

John Westbrook, Ph.D., is a Program Manager for SEDL's Disability Research to Practice (DRP) Program and has been a member of the SEDL staff since 1982. Projects he leads include the NCDDR, the Research Utilization Support and Help (RUSH) project, and subcontract to the Disability Law Resource Project (DLRP) at ILRU. His current work includes strategies for increasing awareness of knowledge translation and the effective dissemination and utilization of evidence-based disability-related information.

Joann Starks is a Program Associate with NCDDR. Her current interests include Communities of Practice (CoPs), evidence-based guidelines and systematic reviews of disability research, copyright issues, and the use of the Internet and other electronic dissemination information systems. Ms. Starks joined SEDL in 1995, following positions at the Universities of Colorado and New Mexico. 

Frank Martin is also a Program Associate with NCDDR. His interests include research dissemination and utilization, communication theory and practice, ethnicity and culture, health communication, and community-based participatory methods. Prior to joining SEDL in 2003, he was Director for the Information Dissemination and Educational/Academic Liaison (IDEAL) Core, a part of the Excellence Centers for Eliminating Ethnic and Racial Disparities (EXCEED) research initiative at Baylor College of Medicine and the Houston Center for Quality of Care & Utilization Studies, a VA Health Services Research and Development Center of Excellence. 

And with that, we will begin the webcast by turning it over to Ms. Blasiotti and Dr. Sherwood who will discuss NIDRR's new Long-Range Plan and Knowledge Translation program. 

>> ART:  Thank you very much. This is Art Sherwood. This is my first experience with this kind of conference, and I hope I get this right. I am sure that John and Joann and Ellen will help keep me straight if I get off pace here a little bit. I guess we're on slide 3 from the handout if you want to look at that. I’ll turn off my printer here so you don't have to listen to the background noise. It's my pleasure to talk to you about something I’m told I get rather passionate about, which is NIDRR’s new emphasis on knowledge translation. This has started – it has a long history, as Ellen will attest to and talk about a little bit, with NIDRR growing out of our legislation; it’s part of our mandate to get good information out to folks. As we looked at the Long-Range Plan development, we began to see how we needed to reshape that effort to perhaps better serve our constituents by putting more emphasis on the rigor of the research that's going into the product. 

This effort really started from an initiative that was brought to NIDRR's attention through the Translating Research into Practice initiative in 2003. As we began to look at that and develop our Long-Range Plan, we decided to center our Plan around the logic model, which you will find in slide 4. It’s a rather complicated and busy picture, but if you’ve seen the plan, you’ve seen this before so it won’t be new to you. I have colored in red the words “Knowledge Translation” that wrap around the section on the left of the diagram, to emphasize its significant role in connecting the research and development that's done to benefit the intermediate beneficiaries and the ultimate beneficiaries or intended beneficiaries further to the right. We chose—as we did this development, it was brought to our attention—the definition that the Canadians Institutes of Health Research had used, which is on slide 8 of the handout: “the exchange, synthesis, and ethically-sound application of knowledge — within a complex system of interactions among researchers and users — to accelerate the capture of the benefits of research.” That's a real mouthful and it encompasses an incredibly rich complex of activities that we're trying to stress here. The more I delve into this the more I see that it is really central to what we are about here at NIDRR. Dr. Richard Melia, who recently retired from NIDRR, just this month—and we very much miss him—led us in understanding that we really needed to start all of our planning around research in this KT arena to make sure that we incorporated the perspectives of the intended users of whatever information was being sought. That it was in some context because NIDRR is an applied research agency, so this aspect of the interconnect between the end user and the producer of knowledge had to be very centrally controlled and appropriately done. Dr. Margaret Campbell, another of our staff members, has defined knowledge translation as “closing the gap between discovery and deployment.”

We see this as very a central role. In some ways, you might say it’s an updating of modernization of the participatory action research (PAR), which is a term we’ve talked about in the past, where we’re saying we want to involve people in the research that's going to affect them. In some ways it’s broadening that scope because we're saying not only the intended beneficiaries or ultimate consumers of the research, but the intermediate beneficiaries as well, because our research affects not only the end user but hopefully it will also influence other researchers, policy makers, practitioners, et cetera. These are some key concepts in the knowledge translation aspect. 

Just a few more things I'd like to mention, and John or Joann, somebody will tell me if I'm talking too long. It is such a central and important concept that I could talk a very long time about it. It's cyclic in nature, in other words, it’s a two way street between the researcher producing the knowledge, the consumer of that knowledge and then the feedback from the deployment of that information back to the researcher to refine and tweak the process of generating knowledge to make sure that it’s relevant and meaningful. 

An important new dimension that we’re putting much more stress on though is the vetting of that information, the assuring the quality of the information. In our current era of accountability, increased accountability in government, this piece is taking on a bigger and bigger importance to make sure that the stuff that we're putting out is meaningful and relevant. I think I probably need to wind this to an end. But I would just say that I'm increasingly aware of the big hurdles that we have to overcome in doing this--from multiple standpoints. I don't consider any of these to be kind of ‘solved problems’. We need to start, as Ruth Brannon, the Acting Director of our Research Sciences Division, often points out to us, if we are not doing good research, then we’ve got nothing to talk about, so why bother?  Once you’ve established that, make sure you are doing research on relevant topics because of your interface. That information has to be translated and communicated in a manner that is going to be effective and meaningful. As much as we have done in that realm, we still can do more and do a better job of meeting peoples’ needs. 

This gets intertwined with the other passion that I have at NIDRR, which is, “What does it mean to have good quality research and what does it mean to do good vetting?”  How do we determine what is good and meaningful and useful?  This is an on-going struggle that I think we will be working on for quite some years to come. I think people who do rehabilitation research are working in one of the most challenging fields in medicine because you have to deal with the whole person and their natural environment and you can't get much more complicated than that…and you need to be able to really think how to do this. 

I think we're leading the charge in developing new strategies and approaches to research. Because in the future, we're told that genomics is going to drive medicine to the point that no longer will you have a blanket prescription for a disease entity, but one will, for example, pick up a person’s genetic profile and determine from that what kind of drug therapy or what kind of exercise regime or what kind of program they should be put on. In other words, the era of individualized medicine will maybe finally arrive. In a way it’s cyclic because I think it started out there, but I think we are forced to do that. That brings up a whole new question about how one vets information when you realize that it has to be individualized. In rehabilitation, I think we’ve realized that struggle, we’ve identified that struggle for years, and I'm not sure we have the solution, but at least I think we understand the problem. Perhaps as we look at that, we can help the whole field of medicine and science to move forward in this 21st Century. Let me stop. I could talk forever, but Ellen, let me turn it over to you. 

>> TAJAUNA:  It is Tajauna; let me interrupt for a minute. I wanted to let the listeners know that if they printed out a previous version of the PowerPoint, one was just re-uploaded a few minutes ago so you may want to go back because you may have an old version of the PowerPoint presentation.

>> ELLEN:  Thank you, Art. I think you explained where NIDRR is planning to go and how it has changed our Long-Range Plan. I just briefly want to announce to the people on the webcast that NIDRR, about two years ago as we were developing the plan, also began looking at recent priorities. Last fall we competed three priorities. One is knowledge dissemination and utilization for NIDRR stakeholders that were won by Boston University. Another was an international exchange of information and experts and that was won by the Center for International Rehabilitation Research Information and Exchange (CIRRIE) at SUNY Buffalo. The third one we competed was a new NCDDR that you are going to hear about today. This has been a shift, as Art said. Much of the work had components that we’ve used in knowledge dissemination for the past twenty-five years. NIDRR is emphasizing--let's say its role--in a broader context of looking at how people are disseminating and doing knowledge translation worldwide. We looked heavily at the Canadian model. This is also being done in Europe and in a number of places in the United States. Part of the emphasis is to upgrade the quality of NIDRR research to show its ability to be used in meta-analysis and research reviews. Not done necessarily by us, but in other places of world standing such as the Campbell Collaboration, the Cochrane Collaboration and other places, and that will be explained more later. I will be leaving NIDRR this week. I'm retiring after 25 years there in this program. My duties will be taken over by Dr. Cate Miller, who may be on the line. She will probably want to say hello and then we will turn it back to Dr. Westbrook. 

>>CATE:  I'd be happy to. I'm Cate Miller. I've been on board for almost three years now. It is my pleasure to be working with Ellen and unfortunately to see her departure soon. I will do my best to fill her big shoes. Thank you.

>> TAJAUNA:  Thank you, Ms. Blasiotti and Dr. Sherwood. Now, we will turn the webcast over to Dr. Westbrook.

>> JOHN:  Thank you Tajauna. This is our first webcast at NCDDR. I want to take this opportunity to thank our friends at ILRU for helping us with this webcast. We will have more annually, using webcasting to try to get information out for those who are interested in the area of knowledge translation. 

We want to provide you some highlights about the new NCDDR’s scope of work and as Ellen indicated, the new scope of work is just that--it is new. The new scope of work began in January of this year and for starters the staff that are working on the NCDDR include: Joann Starks and Frank Martin, who are in today's webcast and they are serving as program associates in the NCDDR; Lin Harris is information specialist and if you have ever called our toll-free number, she is the one that usually answers the telephone. Also on staff we have John Middleton and Magda Acuña who develop and maintain our Website, and we have recently had Dr. Kathleen Murphy join the staff as program associate with a background in qualitative research. I will continue serving as director. Later on in this webcast you will be hearing more about other collaborators and partners. 

To facilitate our beginning discussion, it would help for us to have clarity about the use of this new term, Knowledge Translation, sometimes referred to as “KT.” As Art was indicating to you in terms of the slide on page 8 of the PowerPoint, we included what the Canadian Institutes for Healthcare Research, who are considered leaders in the KT arena, have used to define the term KT. It has strong ties to healthcare. NIDRR, in issuing its new Long-Range Plan, has attempted to better fit disability research and issues of people with disabilities within the notion of KT. We are excited and encouraged by the concept of KT and how it can really expand our thinking and increase the benefits for both researchers and people with disabilities. The discussion in the Long-Range Plan about KT, is a little lengthy but I thought it would help us to consider it in furthering our understanding this afternoon: 

“KT is a multidimensional active process of ensuring that new knowledge gained through the course of research ultimately improves the lives of people with disabilities, and furthers their participation in society. The process is active, as it not only accumulates information, but it also filters the information for relevance and appropriateness and recasts that information in language useful and accessible for the intended audience. KT includes the transfer of technology, particularly products and devices from the research and development setting to the commercial marketplace to make possible widespread utilization of the products or devices.”

Okay. That can serve as our background for discussion about the new National Center for the Dissemination of Disability Research project, which is in NIDRR's knowledge translation category of projects. The goal of the NCDDR is to expand production, access, dissemination and use of disability and rehabilitation research among NIDRR management, grantees, people with disabilities and their families and disability-oriented practitioners and service providers. The scope of the NCDDR is laid out in several ways. But I thought it would help our understanding to discuss the services that the project intends to provide over its 5-year period. Some services will be available to NIDRR-supported researchers, while others will be available to everyone. Generally speaking, there are three major objectives of the NCDDR services. They are to build a capacity of NIDRR-sponsored researchers in applying the knowledge translation process to increase inclusion of NIDRR-sponsored research results into mainstream evidence collections and products. And to improve consumers’ access to and use of disability and rehabilitation research evidence in making personal choices.

Many services are planned to be offered by the NCDDR over the next five years. These services are spread over five categories, which include research quality, development, dissemination, technical assistance, and utilization effectiveness. I can talk a long time like Art Sherwood about the NCDDR scope of work, but in the interest of time, I'm only going to give some examples of the services within these categories. I invite you to review all of the pages of the PowerPoint that have been included with today's webcast and to consult with our project Website for more information. 

Here we go with services. First area is research quality. The NCDDR staff will work with NIDRR researchers to look at issues of research rigor and the alignment of research questions with research designs. For example, we're all interested in answering the question, “What works?”  But to answer that question requires a rigorous research design in order to provide a credible answer. NCDDR will try to facilitate how these can be best matched in terms of the work NIDRR researchers are conducting. In addition, we will also be identifying ways in which standards of research quality can be crafted in such a way as to address relevance to consumer needs. We realize it is difficult to use research results that you don't think you need and from which you don't know how you will benefit. 

In the area of development services, the NCDDR staff will create some, I like to call them, facilitators. Some are web-based resources and some are text-based checklists that are designed to guide researchers in how to report the research results. Not including certain information in a report of research study results -- whether published or not -- may mean that the study findings will not be used in evidence-based systematic reviews or other evidence-based compilations. That is not a desirable outcome. 

In the area of dissemination services, the NCDDR will develop a Website and, in fact, it's available to you today. It is still located at http://www.ncddr.org. The new Website highlights resources for knowledge translation that are both appropriate in terms of planning and implementing and evaluating knowledge translation and its outcomes. The Website will also house registries of NIDRR-sponsored research studies. So, if you want to find out what is being researched, this is intended to facilitate your search. It's our hope that this registry will also house reports of findings in full-text versions and plain language versions for non-researchers. Also in the dissemination category are other open outreach events and publications such as these webcasts that will focus on areas of research and consumer issues. In addition, publications like the FOCUS technical briefs will continue to be produced. NCDDR staff is also supporting two communities of practice that initially are involving NIDRR grantees, and are looking at issues of research quality, and diversity. 

In the area of technical assistance services, staff will provide direct assistance to NIDRR researchers as we have in the past. In addition, the NCDDR will plan and implement workshops on topics related to KT. The NCDDR will also develop a model for NIDRR proposal peer reviewers for use in preparing for proposal reviews. Some of this information is captured in tools such as the logic model that Art discussed for NIDRR.

Lastly, the area of utilization effectiveness services addresses how to measure utilization outcomes and success, sometimes referred to as project accomplishments. Also this area of services will be working to build capacity of disability researchers to develop systematic reviews of evidence such as those conducted within the Campbell and Cochrane Collaborations to answer consumer-relevant questions. Staff will develop a highly visual system that will show people receiving a NIDRR grantee product, the extent to which it is supported by rigorous research, and the extent to which it may or may not be ready for the reader to take and apply in their daily living or in decision-making.

Hopefully, these highlights give you an impression of the types of services that we plan to pursue in the new NCDDR scope of work. I'm going to turn it over to Joann Starks now who is going to tell you more about the project’s consensus-building activities. 

>> JOANN:  Thank you, John. We at the NCDDR realize that it is important for grantees to participate in our efforts to expand the area of knowledge translation and to ensure the public has access to high-quality evidence from NIDRR-sponsored research. Consensus-building is needed to secure the confidence and support of NIDRR researchers and their engagement in establishing standards of quality and contributing to systematic reviews, whether by carrying out systematic reviews or by conducting research that lends itself to be included in systematic reviews. 

We want the NIDRR grantees to have an active role in development and decision-making through two mechanisms. One is the Knowledge Translation Planning Committee; the other is a Standards and Research Review Board. 

The Knowledge Translation or KT Planning Committee is made up of experienced NIDRR-funded projects in the area of knowledge dissemination and utilization, which as we’ve discussed, is transitioning to Knowledge Translation. Some of these are the new projects that Ellen referred to, that are recently funded by NIDRR and also address evidence-based systematic reviews. They will serve as collaborators in working with us to establish templates for standards, methods, and guidelines. The NCDDR staff wants to work closely with the other KT projects to avoid duplication and so that all of our work will develop into something that will be useful and coherent for NIDRR and its grantees as a whole.

The KT Planning Committee will work together to develop position statements or consensus statements:

- To help in identifying needs for developing the KT program at NIDRR;

- To suggest resources and supports for transitioning from the area of KDU (or Knowledge Dissemination and Utilization) to Knowledge Translation, where there is more of a focus on outcomes and impact; and also 

- To identify the appropriate channels, formats, and strategies for NIDRR’s wide-ranging target systems.

This will be a long-term ongoing activity throughout the project and John Westbrook, our Director, will serve as a liaison between the committee and NIDRR. Some of the activities will include an electronic discussion list that has already been established; the KT planning committee will meet in person annually in conjunction with other meetings but will primarily meet by teleconference. We’ve held one teleconference to date. We hosted it, and other members of the committee will be hosting the future teleconferences. 

Members of the committee include:

• Katherine Belknap of ABLEDATA, a long-standing NIDRR project;

• Marianne Farkas of the new Innovative KDU project that Ellen described, at Boston University;

• Mark Odum, of NARIC, another long-standing project; 

• Joe Lane, at the RERC on Technology Transfer at SUNY Buffalo; and

• Dr. John Stone of CIRRIE, also a new project that Ellen referred to.

In addition to the KT Planning Committee, we have the Standards and Research Review Board, which is also made up of NIDRR grantees, and will help the NCDDR in our goal to develop standards of evidence for disability and rehabilitation research. Again, consensus building is very important to ensure the input and support of NIDRR grantees. This Board will have three task forces that contribute to the development of guidelines, methods and procedures that will promote the conduct and application of systematic reviews and related knowledge translation processes.

The three task forces include:

· standards of evidence and methods;

· systematic review and guidelines; and

· knowledge translation and knowledge value mapping.

Again, John Westbrook will be the facilitator and liaison with NIDRR. We will have electronic discussion lists, an annual meeting of the task forces and the Board, but the primary activities will take place through teleconference, which could be monthly or bimonthly based on needs as determined by each task force. The Board is made up of senior-level researchers that represent a variety of Centers of Excellence as well as other NIDRR funding areas. We are currently working with the task force facilitators to identify which members of the Board will participate in which task forces.

Now I’m going to briefly describe some of the efforts of the task forces. The first Task Force, on Standards of Evidence and Methods, will be facilitated by Mark Johnston, who is the Director of the Center for Outcomes Research at Kessler Medical Rehabilitation Research and Education Corporation. John Westbrook will serve as liaison to the NCDDR. The members of this task force will work on developing consensus statements on standards of quality and how this relates to disability and rehabilitation research and the three stages of knowledge that NIDRR has described in its Long-Range Plan. These are:

Stage One: discoveries and descriptions;

Stage Two: theories, measures, and methods; and 

Stage Three: interventions, products or devices, and environmental adaptations.

This Task Force will also examine standards of evidence, in order to help ensure that NIDRR sponsored disability and rehabilitation research meets the standard to be included in systematic reviews. With help from NCDDR staff and expert consultants, the Task Force will review and assess existing standards of evidence used in other disciplines in order to identify or develop standards appropriate to NIDRR-funded research that will help to ensure that individual studies are of high quality, relevance, and utility, and that will facilitate the inclusion of NIDRR-funded research into systematic reviews.

NCDDR staff will collect a variety of standards of evidence that are out in the scientific world today, from searches of sources such as the Cochrane Library, the Campbell Collaboration, the What Works Clearinghouse, and others. We will then analyze these and highlight consistencies and/or inconsistencies among the standards that address these three stages of knowledge development. This information will be shared with the task force for its deliberation, review, and recommendations.

The consensus statements that the task force will develop concerning standards of evidence should provide a tool that will be helpful to establish a grantee-determined statement concerning research quality from researchers that are actively working in the field; providing a context for assessing current work and facilitating the planning of future research agendas; and it will also be useful in another of our NCDDR activities, completing requirements for establishing a Disability Research Coordinating Group as part of the Campbell Collaboration…Frank will be discussing that a little bit later.

Next is the Task Force on Systematic Review and Guidelines. Marcel Dijkers will be the facilitator for this Task Force. He is the director of a NIDRR-funded Field Initiated Project focusing on Traumatic Brain Injury and he also works with the RRTC on TBI Interventions and the TBI and Spinal Cord Injury Model Systems projects at Mt. Sinai School of Medicine. Joann Starks is NCDDR liaison.
This task force will look at:

· The roles of systematic review in NIDRR-sponsored research;

· The roles and implications of systematic reviews in structuring NIDRR’s future research agenda;

· Expectations related to systematic review appropriate for including in NIDRR research project announcements in the future;

· The appropriate use of systematic reviews and other approaches to aggregating evidence-based knowledge that address the three stages of knowledge development identified by NIDRR;

· The resources that are needed to support NIDRR grantees’ involvement in systematic reviews and guideline development;

· Strategies to promote the use of evidence-based systematic reviews and guidelines; and

· The development of guidelines from available disability and rehabilitation research evidence.

The term “guidelines” as used here refers to guidelines and policies that are recommended to practitioners and service providers as optimal for programs or practices, such as admissions, screening, testing, technology application, training, and the like. Such guidelines typically come from a combination of clinical or real world experience, expert opinion, and research evidence. Systematic reviews can be useful because their evidence-base can provide valid, reliable information regarding “what works” in a particular context. 

A number of agencies and organizations are currently engaged in developing such guidelines. However, there are limited numbers of systematic reviews and guidelines that have been conducted in disability and rehabilitation research as compared to other fields, such as health care. This Task Force will review examples and components of guidelines that have been produced in order to suggest structures and components that would be appropriate for developing guidelines for disability and rehabilitation research.

The third task force is on Knowledge Translation and Knowledge Value Mapping. Juan Rogers will be the facilitator of this task force. He is Associate Professor of Public Policy and Director of the Research Value Mapping program at the School of Public Policy at the Georgia Institute of Technology. Frank Martin will serve as the liaison to NCDDR. Since the NCDDR is a project within NIDRR’s knowledge translation program, the concepts of knowledge value mapping and knowledge value community developed by Bozeman and Rogers will be important to help us carry the information to the larger scientific community. Frank may be able to describe a little bit about this when he is talking about our work with our collaborators.

Now I'm going to go on and give you a very brief overview of some of the NCDDR Website's resource highlights. If you’ve signed on to www.ncddr.org recently, you will have noticed that our Website has changed considerably. Our new Website was launched on May 15th, just a couple of weeks ago. The new Website has changed to present the areas of knowledge translation and standards for quality research. Some of the things you might have missed that we used to have include the Electronic Library of resources developed by NIDRR grantees and also some of our older materials such as the Research Exchange newsletter. But our new focus will be really helping NIDRR grantees and others to find information about knowledge translation and what NIDRR research is doing in this area. 

One of the Web-based resources that will be developed for our new Website is the Library of Knowledge Translation. This will share examples of standards of evidence developed by other entities; examples of evidence-based guidelines; toolboxes; training modules on procedures for developing systematic reviews; examples of protocols for systematic reviews; examples of high-quality research syntheses; background materials on knowledge translation principles, instruments and strategies for measurement; references and reviews of literature concerning knowledge translation; and other related materials. 

John has already referred to the Registry of Systematic Reviews that will be developed and shared on our Website. These systematic reviews will cover disability and rehabilitation topics relevant to NIDRR's mission and authored by NIDRR-sponsored investigators. The reviews will be geared for both consumer and professional audiences. These systematic reviews will be coupled with a user-friendly on-line database.

The Registry of NIDRR-Sponsored Research will be a compilation and description of current NIDRR-sponsored research that is being carried out in the field today. The Registry will facilitate the collecting, sorting, and retrieval of scientifically based disability and rehabilitation research conducted by NIDRR grantees. It will also be searchable and intended for use by multiple disability stakeholders, such as consumers, other researchers, professionals, and policy makers. Our Website will also share evidence-based registries and databases developed by other entities, such as ClinicalTrials.gov, and others.

One of the items that is currently ongoing on the Website is a Community of Practice for NIDRR grantees that will be participating in this year's Annual Portfolio Assessment Expert Review process (APAER). Most grantees in the Health and Function area that will be participating in this so-called “APAER process” have received a letter from NIDRR indicating that information needs to be forthcoming during the month of June and early July. We have developed some materials on our Website that grantees can access to help them prepare for this process. In addition, for all other grantees that will be developing the annual performance report — which is an on-line Web-based form — we have developed some resources for them as well. Information has also been shared with those grantees.

Other things that will be on our Website include the Research Reporting Facilitator that John has alluded to; some tools and guidelines; materials to help support the task force activities; and information about our webcasts, workshops, and technical assistance services that John talked about. So now, I'm going to hand over the next phase of the webcast to Frank Martin, who will be talking about our collaborations.

>> FRANK:  Thank you. This new project is truly exciting and in this portion of the webcast, I'd like to describe our NCDDR collaborating partners and the activities they will conduct. The first partners I would like to discuss are the Campbell and the Cochrane Collaborations. These groups, and several others have been alluded to previously in our discussion. Campbell and Cochrane are both international organizations that are both deeply concerned with addressing the overwhelming amount of scientific research that is produced each year: thousands of journal articles are written and published each year, yet a limited knowledge base regarding these studies is established, as well as effective strategies for ensuring that the research is actually utilized. Campbell and Cochrane are pivotal in this regard. 

First, the Campbell Collaboration was founded in 2000 and named for statistician and methodologist Donald T. Campbell. Campbell is particularly concerned with the collection, synthesis, dissemination, and use of highly focused reviews in the social sciences, social welfare, and criminal justice. By conducting systematic reviews in these areas, the Campbell Collaboration is seeking to help policymakers and practitioners understand ‘what works’ with regard to interventions in these areas. We anticipate the Campbell Collaboration will collaborate with the NCDDR in several ways. One of the most important steps is creating a systematic review and including it in an organization such as Campbell is to establish a review group. At present, there are no disability and rehabilitation review groups with a focus on social science aspects of disability in the Campbell Collaboration. So one of the important first steps that we are planning to take is to establish a disability research collaborating group within the Campbell Collaboration. In addition, we are planning for on-line web-based training, as well as on-site training, to help NIDRR researchers in the area of conducting systematic reviews. Key personnel involved in this are Brian Cobb and Chad Nye. Brian is co-chair of the Campbell Collaboration and a member of its steering committee. He is a professor of education at Colorado State University. Some of his recent work has focused on conducting syntheses of what works in transition. These research studies pertain to dropout prevention, school-to-work and other issues for transition-aged youth with disabilities. Chad Nye is also a leader in the Campbell Collaboration education coordinating group. He has a wealth of expertise in disability research, particularly in the area of autism. Chad is a director of a research center at Central Florida University. 

While the Campbell Collaboration focuses on social science research, the Cochrane Collaboration focuses on medical and health care research. Many of NIDRR's grantees conduct research in health and function, thus Cochrane is an important collaborator. Cochrane was formed in 1993 and is named for British epidemiologist Archie Cochrane. Cochrane is a large organization with over 10,000 people from over 80 countries contributing to the syntheses and reviews. It is important to note that the Cochrane Collaboration has three main highly structured end reports that are of interest to the NIDRR community. For each systematic review, Cochrane publishes abstracts, plain language summaries, which are geared toward consumers, and full reports of the systematic review. These reports are extensive, comprehensive and made available via the Cochrane database of reviews, part of the Cochrane Library. As part of the NCDDR scope of work, we are making the Cochrane Library available to NIDRR researchers so that they may access this valuable resource. 

We will partner with the Cochrane Collaboration to help NIDRR researchers participate in the Cochrane review process. Numerous Cochrane review groups exist that are relevant to the work that NIDRR researchers are conducting in areas of dementia, depression, traumatic brain injury, spinal cord injury and other areas as well. We also have plans to organize trainings for NIDRR researchers in the health and function area. Several Cochrane personnel will be involved including Rob de Bie, Kay Dickersin, and Lisa Bero. Rob de Bie is from the Netherlands and he is director of the rehabilitation and related therapies field group. He has conducted systematic reviews and is an editor for Physical Therapy reviews. Kay Dickersin is with the Johns Hopkins University and she's Director of the US Cochrane Center. Lisa Bero conducts research pertaining research to knowledge translation and pharmacology. She is a professor in the School of Medicine at UC San Francisco.

While the Campbell Collaboration and Cochrane Collaboration are focused on systematic reviews the National Guideline Clearinghouse (NGC) is concerned with repackaging review data for implementation. The NGC is a public resource for evidence-based clinical practice guidelines and an initiative of Agency for Healthcare Research and Quality (AHRQ). NGC has established a registry of guidelines and we plan to collaborate with them to develop and implement the NCDDR registries that will be made available through our Website. NGC has a great deal of expertise with evidence-based guidelines and this is a perfect fit in terms of collaboration. The main contact is Mary Nix. She is a project officer at AHRQ with responsibility for NGC. She was also a member of the KT panel that reported to NIDRR on KT needs.

We will also collaborate with the National Rehabilitation Information Center (NARIC). NARIC is a NIDRR grantee and they have worked for over 25 years collecting resources and information on disability and rehabilitation research. Specifically, they house all items produced by NIDRR grantees. In the shift toward knowledge translation, the issue of evidence and quality is paramount. NARIC and NCDDR will help develop a grading system for products. Our main contact and collaborator is Mark Odum, who is the director of NARIC. 

We will also be collaborating with the Independent Living Research Utilization (ILRU) program. ILRU is helping bring this webcast to everyone today. ILRU is a national center for information, training, and research. They provide technical assistance and have strong ties to the disability community. As Dr. Westbrook mentioned earlier, we will have at minimum four webcasts per year and they will focus on topics of knowledge translation, systematic reviews and topics relevant to consumers as well as the scientific community. The primary contact is Lex Frieden, director of ILRU and Chairperson of the National Council on Disability. 

The Rehabilitation Research and Training Center on Traumatic Brain Injury (TBI) Interventions is a NIDRR-funded project whose overarching goal is to enhance the cognitive functioning of people with traumatic brain injury. In their scope of work they have also recognized the need to systematically review research on evidence-based practice. In doing so, they have learned numerous ways of identifying research designs and research design modifications that are conducive to the inclusion of studies into the systematic review process. Based on their expertise in this area, the RRTC on TBI will collaborate with the NCDDR to outline and share with the NIDRR community low-cost and no-cost modifications for research designs that can help facilitate the movement of studies into the systematic review process. Our main collaborating partner with the RRTC on TBI is Wayne Gordon, Professor of Rehabilitation Medicine, Mount Sinai School of Medicine. He is also the project director of the RRTC on TBI, as well as director of the New York TBI Model System.

The two final collaborating partners I would like to mention are both past Mary Switzer Fellows, Ralf Schlosser and Pimjai Sudsawad. Dr. Sudsawad is an Assistant Professor at the University of Wisconsin, Madison. Her research focuses on knowledge utilization and dissemination strategies. She's probably best known for her work applying the concept of the social validity model to examine research utilization among occupational therapists. We plan to collaborate with Dr. Sudsawad to conduct research on knowledge dissemination and utilization strategies as well as the development and effectiveness of plain language summaries. Ralf Schlosser is an Associate Professor at Northeastern University in Boston. His research focuses on augmentative and alternative communication and he brings a wealth of experience on the topic of systematic reviews as well as single subject designs. Dr. Schlosser also has expertise on the topic of products and technology. We plan to collaborate with him in the area of helping the NCDDR and the NIDRR community to better understand how the systematic review process applies to questions of products and technology. 

In summary, NCDDR has recruited an impressive group of partners who bring tremendous expertise to the table. These partners have experience in knowledge translation, disability and rehabilitation research, and with communicating research findings to various targeted systems. We look forward to the opportunity to work with each one. On that note, I will hand it back to Tajauna.

>> TAJAUNA:  Thank you so much. Okay, if you are ready for questions, we have a few that have come in. The first question asked if you could repeat the name of the faculty member at Colorado State University. 

>> FRANK:  I believe you are referring to Brian Cobb. I think I'm the only person who mentioned Colorado. And I did mention Brian Cobb, who is a professor of education at Colorado State University. That's C-o-b-b.
>> TAJAUNA:  The next question asked, “It sounds like NCDDR is not involved in project funding per se. A group of us, including McKay Sohlberg and Steve Fickas at the University of Oregon – are designing a development project to produce automated training and support materials for users of PDA-based memory aids and their support personnel. What has become clear, as we have discussed this project is that it has significant and much-needed potential for dissemination and KT regarding this under-utilized area of compensatory technology. Should we be talking to NCDDR?  What could we productively be addressing with NCDDR?”

>> JOHN:  I will take a stab at this. The issue of technology development and how evidence applies to it is something that we are very interested in pursuing over the next five years. In terms of specific technology development and specific technology transfer, that is not what the NCDDR's scope of work includes at the current time. NIDRR has funded a Rehabilitation Engineering Research Center (RERC) on Technology Transfer that is located at the State University of New York at Buffalo. It is oriented to issues of technology transfer and I'm sure they would be appreciative of a call to discuss what's going on in your development efforts. They might be able to benefit you in certain ways. Art or Ellen, additions to that? 

>> ELLEN: Either the Field-Initiated Research program or the Small Business Innovative Research program at NIDRR might be other funding opportunities that could be pursued.
>> ART: I don't think I have anything to add to that. As a grantee, it would be not appropriate and not permissible for NCDDR to make other grants. So we are the grants-making agency, are very interested in those topics, and would be very interested in seeing how that might work, with the mechanisms that Ellen mentioned, for example. 

>> TAJAUNA:  The next question asked is, “What would be the difference between NCDDR's to-be-developed Registry of NIDRR-sponsored Research and NARIC’s NIDRR program directory?”

>> JOHN:  Good question. For those of you who are familiar with the National Rehabilitation Information Center (NARIC), that particular contract of NIDRR is one that has many responsibilities. One of which is to develop and maintain a directory of NIDRR projects, which contains general contact information and some descriptive information including a general abstract of what projects are doing. Many times these abstracts are included with original proposals. 

What we're talking about NCDDR doing is different in that we want to register actual research studies being conducted as part of NIDRR-sponsored projects. There may be multiple research studies that are being conducted within major centers, such as Rehabilitation Engineering Research Centers (RERCs) or Rehabilitation Research and Training Centers (RRTCs). But the point of the registry of these studies is to have more information than you find in project abstracts about the nature of a study, actual research questions, information about sampling, information that may be appropriate for those people who are wondering about participating in a research study as a subject, if that's appropriate, as well as those folks looking for specific research findings in an area of interest to them. So we're talking about really two different things when we talk about the program directory and the NCDDR Registry of NIDRR-Sponsored Research. Anybody want to add to that?

>> FRANK: I would add as well with regard to the Registry, one of the overarching objectives or goals for the NCDDR is to help facilitate the movement of individual research studies into the systematic review process. Again, in order to do that, data needs to be made available about those individual research studies. Another important point with regard to systematic reviews is that high-quality systematic reviews may include both published and unpublished research studies. As such, there is a need for a registry or database resource that contains both and that can be used by investigators conducting systematic reviews.
>> TAJAUNA:  The next question that we have is, “Could you please elaborate on knowledge value mapping?”

>> JOANN:  I can do this unless you want to Frank. The NCDDR project within NIDRR's knowledge translation program area highlights KT as a major strategy for moving research evidence into mainstream practice arenas. We will use the conceptual frameworks of Knowledge Value Vapping and Knowledge Value Community as a conceptual tool for discussing and understanding the role of scientific research within a system of relationships among institutions, groups, practitioners, and consumers that give rise to social impact. We want to use these tools to help our efforts to advance the movement of research into practice. 

>> FRANK:  I will just add a few additional ideas to that. Knowledge value mapping is important because simply producing research evidence or a high quality research study does not guarantee that the evidence or knowledge will be valued or utilized. Scholars such as Juan Rogers, who is a partner with NCDDR, have written extensively on this topic. He notes that it is important to understand the ways in which knowledge producers and knowledge users interact in order to create information that is valued and used. This is particularly important for understanding the movement of “big science” into practice. The NCDDR is utilizing and applying the concept of knowledge value mapping in order to better understand how knowledge translation manifests. It is a different manner of evaluating knowledge utilization – rather than placing the sole emphasis on practitioner use of knowledge or consumer outcomes, it considers the interaction between the producers of knowledge and the users of knowledge.

>> JOHN:  I would also add a little. Knowledge Value Mapping (KVM) is a critical piece for those NIDRR researchers working in policy research. KVM facilitates planning to make the results of policy research reach their intended outcomes. KVM is a great way to expand discussions we have had previously around knowledge dissemination and utilization. KVM adds a broader community and environmental context in terms of what's really required, for example, for new policies to be implemented or current policies to be modified. KVM is an extremely valuable process to help us think realistically about how to best mount dissemination campaigns aimed at the utilization of research results.

>> TAJAUNA:  The next question asked, “Can you describe more of the changes that will be reflected in your new NCDDR Website?”

>> JOANN:  I will go ahead and try to handle that. The main thing that we're doing with our new Website is trying to gather resources and develop resources on knowledge translation, systematic reviews, quality of research, Communities of Practice. All of these new areas or unfamiliar areas in order to help really improve the quality of NIDRR-funded research, to ensure that it does make it into the mainstream of science and is included in systematic reviews to have a strong evidence-base that can be used by practitioners and by people with disabilities to improve their lives. So we'll be open to a number of activities and things that we can put on our Website. We want it to be interactive and we want it to always be up-to-date. So there will be things that will be changing. Some things may go away as new things come along. We also want to use our Website for on-line Web-based training and also as a communication medium for our communities of practice, using a discussion forum that is housed on our Website. 

>> JOHN:  I would add to that, Joann, when we look at examples like the Cochrane Collaboration, they have powerful uses for their Website surrounding the promotion of consumers’ review of research information as a natural and integrated part of looking at research findings, identifying evidence, determining what the meaning and applications of that could and should be, determining issues around relevance and sensitivity and, effective strategies to make it available to those who can benefit. So for those listening who would be in that category of a consumer, which includes not only people with disabilities and their families, but also folks such as disability-oriented practitioners. This hopefully will be a great networking opportunity for you to participate in reviews and to provide feedback that will be very helpful and useful in this evidence-based activity that we're pursuing.
>> TAJAUNA:  The next question asks, “What should I do if I want to participate in one of the task forces?” and at the same time we have someone who also asks, “How will the task forces be interacting?”

>> JOANN:  The task forces will be interacting with each other using the teleconference mode and using an on-line discussion group format. They will be working together to develop topics and then have subgroups that work to get information about the topic and then get back together. The task forces will be mostly working wherever the people are housed, but we will have at least one meeting a year where the people will get together face-to-face. This information that comes from the task forces will be shared with NIDRR staff and NIDRR grantees and other stakeholders. At this time, we are identifying participants in the task forces and if NIDRR grantees might be interested in participating, all they have to do is give us a call on our toll free number, 800-266-1832, or send an e-mail. You can send directly to John Westbrook: jwestbro@sedl.org

>> TAJAUNA:  We have someone asking, “It sounds like most of the emphasis is on research studies. What about development projects? How will they be handled along with systematic reviews and other knowledge translation goals?” 

>> JOHN:  That's an excellent question. I would respond by saying that NIDRR is in a position of funding both research and development activities. In a certain way what we have been talking about in terms of knowledge translation is to discuss rigor and relevance that are oriented around research quality assurance issues and measures. The resources that Joann has mentioned will include those researchers who have been and continue to work in development areas producing new products and devices, and looking for outcomes that can produce beneficial environmental adaptations that are appropriate. These types of development activities also benefit from our continued work to deal with how quality will be assured within the development process. We're looking at how the task forces can integrate considerations of quality for both research and development activities supported by NIDRR. We want to identify standards that will help us assure high quality and produce the most effective, efficient products and devices. Art or Ellen? 

>> ART:  I did want to add that I think this is an important area that we're very interested in. In addition to what John said, I guess I would argue with what I said in the beginning, we also need to look carefully at the kind of measures we're using — I was recently educated about using the wrong method on the wrong question. So we want to make sure that we're looking at evaluating the results. That we have the right methods and use them the right way. I don't know that we do that yet. One thing I think we need to look at is to make sure that we're trying to use the most appropriate methods in looking at these kinds of issues. Ellen?

>> ELLEN:  The NCDDR has embraced the idea of looking at development projects as well as research projects through the task forces that they are establishing. They have collaborators who are familiar with both research and development and we will see further developments occur along that line.

>> TAJAUNA:  We have a couple questions left. “How is the new NCDDR scope of work relevant to consumer needs?”

>> JOHN:  I would begin the answer to that by saying, when I look at the concept of the new NCDDR as we've talked about it, it is very much oriented around knowledge translation. When we look deeper, I think we should focus on the word knowledge. And what we're attempting to improve is our ability to know what it is that we have proven through research, if you will. While that may sound easy, we do know that a research finding, which may result from a single research study, unless done on a very, very large sample and in a very, very rigorous research design, is not adequate in and of itself to give us direction in terms of what we know. So, we're talking about aggregating research studies of high enough quality in order to establish evidence. Evidence constructed in this way helps us to know what specific research results are around a specific research question. This has benefits to researchers as they design their research. 
From a consumer standpoint I think the benefit is, as Frank was mentioning, today we have many, many things that are bombarding us with claims that they are research-based or the result of research, which may or may not be associated with high quality and may or may not be associated with scientific rigor. Therefore, they may not be of sufficient quality to rely upon them in terms of your own personal decision-making. So knowledge translation is all about trying to make sense out of a very large area of research in terms of what it means, in answering a specific question. Hopefully a very relevant question that you may have. 

>> TAJAUNA:  Okay. We just have a few minutes left. One last question: “What is the difference in the terms “research-based” and “evidence-based?” 

>> JOHN:  I feel like I'm doing a lot of talking, but I'll just say I think we began to answer this in responding to the last question — but clearly when something is described as being research-based, at the lowest denominator level that would mean a research study produced a research finding, which in one way or another is related to what a piece of information is telling you. As we just discussed, a single research finding should not be considered sufficient for us to highly value that particular piece of information enough to think it is based on what we know from research in the area. Evidence is all about corroborating what we know from multiple research studies, oriented around similar types of research questions, that are of high quality, rigorous research designs, that help us answer questions – many times – around whether or not something works well, how predictably something works, how effective it is when used. Those types of questions require a high level of rigor in a research design. Most of the time, these designs are a randomized controlled trial. Systematic reviews are one way to identify evidence, which would be emblematic of the term ‘evidence-based.’

>> TAJAUNA:  Okay. That was our last question. At this time, do any of you have closing statements you would like to make?  John? 
>> JOHN:  I would just like to let everyone know that the NCDDR staff is interested in hearing from you. We solicit your comments and your questions. I would like for you to feel free to contact us. I would also like to thank ILRU for helping us with this webcast. I would be remiss if I was not to also thank our friends from NIDRR for participating. I want to say to my wonderful project officer of many, many years, Ellen Blasiotti, how much we have appreciated working with you. It has been through your guidance and advice that we have made it this far. I hate to see you go but I hope you have a great retirement. We welcome with open arms Dr. Cate Miller, our new project officer. 

>>CATE:  Thank you so much.

>>ELLEN:  Thank you.

>> TAJAUNA:  Thank you all very much. Thanks to our presenters for their assistance: Dr. Art Sherwood, Ellen Blasiotti, Cate Miller, Dr. John Westbrook, Joann Starks and Frank Martin. I want to thank you for updating everyone on the NCDDR’s scope of work and to say to you that we look forward to the products and outputs from NCDDR. And on behalf of ILRU we look forward to working with you on your huge on-going dissemination efforts. Thank you very much. Also to the listeners, this webcast will be on the ILRU Website archive that you can find by visiting www.ilru.org. I would like to thank the National Institute on Disability and Rehabilitation Research – NIDRR – that provided funding for this webcast. I would also like to thank the in-house staff without whose efforts the webcast would not be possible: Marj Gordon, Sharon Finney, Dawn Heisohn, Vinh Nguyen, Maria del Bosque, as well as the technical expertise of Rob Dickehuth and our real-time captioner, Lauren Kellmann. Thank you for joining us and we hope you will join us again. Goodbye.

