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At the Disability Section Chair’s Forum of the American Public Health Association Annual 
Meeting in Washington, DC, an invited panel of disability researchers and advocates 
explored the theme of partnering to use research findings to implement policy decisions. 
The specific topic was how disability researchers can work with disability organizations 
to advocate for policy change.  The dialogue that followed illuminated common goals of 
the groups and different pathways to meet those goals. This paper summarizes the 
background of the panel, a model for interrelationships among stakeholders, and key 
recommendations.  

Background  

We invited a small panel of 3-4 national disability organization leaders and 3-4 disability 
researchers to engage in dialogue on core issues.  Gloria Krahn and George Jesien 
moderated the discussion and opened it for observation and subsequent questions 
from the APHA Disability Section membership.  The moderators posed key questions to 
the panel and ensured the full participation of each member.  

 
Stimulus questions: 

 As the leader of a disability advocacy organization, when and where do you look 
for disability-related data?  

 As a leading disability researcher, when and how do you consider policy 
implications?  

 What do disability advocates want from disability researchers?  

 There’s an uneasy relationship between disability advocates and researchers. 
Research can seem irrelevant; the ways data are used may seem distorted. Your 
thoughts?  

 How do the values, goals, methods, audiences and timeframe compare between 
advocates and researchers?  

  Are researchers ready for the “down and dirty” of advocacy and policy 
development?  



Last updated 12/18/2008 

 

© Copyright 2008 Oregon Health & Science University RRTC: Health & Wellness  

2 
 

 Are disability organizations ready to live with research findings that may 
question or even refute their positions?  

 What is the most important thing that researchers can do to be informative to 
disability advocates?  

 

Results 

During the dialogue, it became clear that while both groups had similar goals, they had 
different pathways for achieving those goals.   These differences could set the groups at 
odds and sometimes hindered policy change.  A common goal -improving the lives of 
people with disabilities- unites these groups.  What follows is:  

 a model of key stakeholder influences  

 major differences between the groups and common goals  

 strategies for effective partnerships to address legislators, the media and 
consumers  

Model  

 
 
 
The panelists discussed and refined this model as a means to show how stakeholders 
influence each other as well as the role of the media and the changing context within 
which they operate. We focused on the research and advocacy spheres of this model.   

Different Pathways 

Major differences between disability researchers and disability advocacy organizations 
(DAOs) are objectives and timeframe. A DAO’s objective is to advocate a direct 
improvement in the lives of people with disabilities.  DAOs are directed by and highly 
accountable to their membership of consumers. Consumers can be wary of spending 
public dollars on research instead of direct services, and DAOs exist to defend the rights 
of people with a specific disability.  Research findings may not be valued. The timeframe 
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of DAOs’ work is dictated by many different schedules: legislative and appropriation 
calendars, consumers’ inquiries, and events in the media.  As one panelist stated, 
“consumer groups work in nanosecond time.”  
 
Researchers’ objectives are to increase knowledge about disabilities using a rigorous 
scientific method.  They are accountable not just to their funding agency and journal 
editors, but to their university, the scientific community, legislators and the populations 
they are studying as well. While researchers ultimately want to improve the lives of 
people with disabilities, their most pressing objectives are to ask specific data-based 
questions and to keep their research funded, which involves the pressure of being 
consistent with currently accepted scientific methods and constant awareness of what 
types of projects are being funded. Often they are expected to find all the answers in 
one grant cycle.  Researchers disseminate their findings when the grant is completed, 
most frequently in peer-reviewed journals for the scientific community.   This was 
described as working in “geologic time” as opposed to “nanosecond time.”  

Common Goals 

Both DAOs and researchers recognize that disability groups are in competition with 
other interest groups for funding and media attention.  Disability issues are a hard sell 
for congressional funding and for media attention.  The media have enormous power to 
identify an issue and disseminate research results; however, they exert a dangerous 
control over how results are presented and interpreted.   The panel felt strongly that 
there are opportunities in this area for researchers and DAOs to work together to 
impact the media to effect change.  

Strategies for Teaming 

One area where researchers and DAOs working together can have high impact is in 
developing a common research agenda.  DAOs (and by extension, consumers) provide 
social validity to research findings. They can help frame research questions and interpret 
findings.  An example was AARP entering into health care system debate.  This is one of 
the most powerful lobbies in the U.S, and it frames issues not by pathology but by 
function. Access to community and services then becomes an issue that everyone cares 
about.  One panelist suggested an annual conference of disability organization(s) and 
researchers to assess the political climate and strategize on how research can best be 
couched in terms of current prevalent needs and in a format that is immediately usable 
in the media. 
 
Another area where teaming may yield results is in promoting the funding of research.   
Political agendas have a major impact on what research issues get funded.  As an 
example, autism has received increased funding recently.  Can other disability groups 
learn from autism advocacy groups and researchers on how they brought this about?  
DAOs are skilled at bringing attention to particular disabilities.  They hope to influence 
legislators to fund relevant research that innovates but also replicates past studies to 
strengthen the evidence. 



Last updated 12/18/2008 

 

© Copyright 2008 Oregon Health & Science University RRTC: Health & Wellness  

4 
 

 
Having researchers proficient in the policy arena can be very beneficial in effecting 
policy change. Many researchers are reluctant to stray from the straight road towards 
tenure because of the negative impact on their careers.  If universities and funders 
could create incentives for researchers to engage in policy fellowships and not penalize 
them for taking time away, more researchers might be interested in understanding the 
policy process. One panelist suggested that it might be easier for advocacy groups to 
become more versed in research, which would be another way of fostering mutual 
understanding to build partnerships. Another panelist cited an online, free, interactive 
educational package of FAQs about research procedures for journalists that could be 
used as a model to train researchers on policy and advocates on research. 
 
Developing “cultural brokers” is another way of working together. Many panelists knew 
of particular persons who filled that role, usually an informal activity within some other 
position.  All agreed that there is a need to find and develop people who have the skills 
to liaise between groups. One panelist described a model where faculty members within 
a department are key people in the community.  This allows researchers to engage with 
consumers, create dialogue and be involved in a direct and immediate way.  The 
panelist noted that enormous changes were made by members of the community 
because of this cultural-broker connection. 
 
Working together to ensure social validation of the goals, procedures and results of 
research is crucial to consumers and therefore to DAOs.  Consumers’ main concerns are 
how the problem directly affects their lives. One example was a study about a therapy 
procedure that helped people with quadriplegia to get dressed.  On the surface, this 
seemed like a great idea, but it turned out that people didn’t want a procedure that 
tired them out; they wanted personal assistant services. By working with DAOs and 
consumers, researchers can better involve people with disabilities in their work from the 
outset. This is not to say that research should address only issues of concern to DAOs, 
but involving them during the conception of projects allows for the inclusion of new 
research questions that could better serve both groups.   

Framing the Issues 

Because researchers see inherent worth in understanding things that may not solve a 
particular problem (i.e. ,“basic research”), the framing of research questions is of 
paramount importance. Research should adhere to rigorous standards that minimize 
bias and promote transparency.  Though there is the expectation of disinterest, many 
researchers in disability and health issues are motivated to do research that will 
influence policy and ultimately improve the lives of people with disabilities.  There was 
some debate among the panel and the audience about the value of “science for 
science’s sake.”  Regardless, there is indication that engaging in more applied research is 
also gaining ground.  While the National Institutes of Health have traditionally funded 
more basic science research, NIH is beginning to support translational research, 
Community-Based Participatory Research, as well as evidence-based practice research.  
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Working with DAOs will help researchers frame their research questions in a mutually 
beneficial way.  
 
DAOs are driven to improve the lives of people with disabilities.  Hopefully, there is 
research that delivers demonstrable benefits such as improving quality of life that can 
be used to influence policy. If there is not, however, or if the research does not support 
the DAO’s agenda, they will advocate for what their consumers feel is paramount.  One 
example given during the panel was of a study that found individuals with intellectual 
disabilities living in institutions were less obese and sedentary than their community-
dwelling peers.  Obviously, a study that seemingly supports the health benefits of living 
in an institution is not something that organizations advocating for independent living 
want to see.  Had DAOs and researchers worked together on this particular study, they 
might have been able to develop additional questions to mitigate this issue, or at least 
give DAOs time to prepare a position on the results before they were disseminated. 
 
Two divergent ways of framing disability issues were raised.  One was to “mainstream” 
disability issues and integrate them into a broader approach—partnering with 
researchers of aging issues or promoting universal access.  Alternatively, another 
approach was to advocate for consideration as a special category of vulnerable or 
underserved populations (like women, minorities, and children). Framing disability in 
this way might increase mandatory inclusion and funding for disability research.  

Power of Media 

Researchers think in terms of journal articles for dissemination of findings, but 
advocates understand that the mass media can have a profound impact on how an issue 
is received by legislators and other policy makers. Consumers are very powerful in the 
media when they express outrage (e.g. , hurricane Katrina survivors housed in the Super 
Bowl) or as champions of causes directly affecting them (e.g., Megan’s Law regarding 
registered sex offender information), though they often need a powerful advocate to 
put them in the spotlight.   Both groups indicated experiences with having their message 
adulterated by popular media and felt it was imperative that researchers and advocacy 
organizations work together to disseminate carefully crafted messages. This would 
minimize the tension between researchers who feel media or advocates “can’t say it, or 
can’t say it that way” about their findings, and advocates who feel betrayed by results 
that are contrary to their position.  
 
Credibility is the most important asset for policy makers for DAOs.  As one panelist 
stated, “you can make your case with anecdotes or numbers that can’t be supported but 
your credibility will ultimately suffer.”  Toward this end, DAOs increasingly are 
interested in research findings and evidence-based practice.  The move toward evidence 
and away from activism only can be difficult for some organizations to accept. One 
panelist explained that it’s important to manage the internal expectations of your 
organization, and that it needs to be okay for advocates to change their position as new 
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knowledge emerges.  Researchers can help in this area by providing DAOs with the 
information they need, when they need it.   
 
Because they deal with several audiences, DAOs must tailor their communications 
specifically for each group.  With legislators, they need to choose their issues carefully 
and get the timing just right.  They must present clear messages, often through talking 
points, with exact numbers and specific directives. With consumers, they need to 
communicate quickly and in lay language. One way that researchers and DAOs can 
partner on this issue is to learn from the examples of other groups who have been 
successful in this area.  The most recent example of this involves autism advocates, but 
consumers with HIV/AIDS, Parkinson’s disease and spinal cord injuries have also run well 
organized media campaigns.   

Summary 

Getting disability researchers and DAOs together produced a spirited and extended 
discussion.  The groups described common goals but different perspectives, pressures, 
methods and short-term objectives in reaching those goals.  They identified a number of 
ways to work together that would be of mutual benefit.  Strategies included developing 
a joint research agenda, framing the issues, and effectively advocating for disability 
issues to the media and legislators.  There is a clear need for persons who can straddle 
both the worlds of research and policy development to advance an empirically-
supportable disability policy agenda. 

Moderators:  

Gloria Krahn, MPH, PhD 

Dr. Krahn is Director of the Oregon Institute on Disability & Development/UCED at 
Oregon Health & Science University and of the RRTC on Health and Wellness. She is a 
clinical psychologist with training in public health who has been involved in disability 
research for more than 20 years.  Dr. Krahn's activities address policies and research in 
health care access and health promotion for persons with disabilities, as well as 
contribute to curriculum development, including a Disability and Public Health course. 
She serves on a number of national boards and committees related to disabilities, and is 
outgoing chair of the APHA Disability Section.  

George Jesien, PhD 

George Jesien has over 30 years of experience in the disabilities field in various 
capacities.  He has worked in educational agencies, Head Start, university and 
foundation settings. Currently he is Executive Director of the Association of University 
Centers on Disabilities (AUCD), which represents national networks of university centers, 
conducting research, training and service for and with people with disabilities and their 
families.  
 

http://www.ohsu.edu/research/oidd/
http://www.ohsu.edu/
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His previous positions include serving as the executive director of the Joseph P. Kennedy, 
Jr. Foundation, Director of the Early Intervention Program at the Waisman Center at the 
University of Wisconsin-Madison. Dr. Jesien was awarded a Joseph P. Kennedy, Jr. 
Foundation Public Policy Fellowship to work with the US Senate Subcommittee on 
Disability Policy. He has also served as President of the National and State Divisions for 
Early Childhood of the International Council for Exceptional Children. 

Participants: 

Stephen Corbin, DDS, MPH  

Dr. Corbin has been with Special Olympics International since August 1999.  Dr. Corbin 
serves as the Senior Vice President of Constituent Services and Support and Dean of 
Special Olympics University at their headquarters in Washington, D.C. He is responsible 
for several areas, including health, research, evaluation, sports, families, schools and 
youth, athlete leadership, government relations and policy initiatives. 
  
Dr. Corbin spent 23 years in various federal health agencies in clinical care delivery, 
program management and policy development, finishing his federal career as both the 
Chief Dental Officer of the U.S. Public Health Service and Chief of Staff to the Surgeon 
General of the United States. 

Deborah Cotter, MA 

Deborah Cotter is a Policy Analyst at the National Council on Independent Living 
advocating for full participation of people with disabilities in society. Ms. Cotter 
identifies and addresses issues in draft legislation and regulatory proposals across a 
wide range of areas including civil rights, employment, emergency preparedness and 
disaster response, housing, social security reform, transportation, voting rights, as well 
as violence and abuse. 
 
A 17-year veteran in the public policy arena, Ms. Cotter joined the National Council on 
Independent Living in February 2007. Previously, she served as Legislative Aide to 
Senator George J. Mitchell (D-ME). As a Research Assistant to the Senate Historian, Ms. 
Cotter conducted legislative research at the Library of Congress and National Archives. 
She subsequently served as Legislative Assistant for the American Psychological 
Association, advocating for increased access to mental health services for people with 
disabilities and older adults.  As a resident of the District of Columbia, Ms. Cotter serves 
on the Mayor's Committee for Persons with Disabilities and serves as a Delegate to the 
Ward Three Democrats. 

Kay Ferrell, PhD 

Dr. Ferrell develops and manages the American Foundation for the Blind's policy 
research agenda, strengthening the link between sound research and sensible public 
policy that meets the most critical needs of people who are blind or experiencing vision 
loss. She serves concurrently as Executive Director of the National Center on Low-
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Incidence Disabilities at the University of Northern Colorado (UNC), and also coordinates 
the doctoral program and is a professor at UNC's School of Special Education.   
 
Dr. Ferrell has over 100 publications on education and development of children with 
visual impairments, distance education, cross-modal abilities, second-language learners, 
and visual development.  

David Gray, PhD 

Dr. Gray is an Associate Professor of Neurology and Occupational Therapy at the 
Washington University School of Medicine in St. Louis, Missouri.  He teaches courses on 
disability policy.  He is a consultant to the Office on Disability at the US Department of 
Health and Human Services and serves on the National Institute of Child Health and 
Human Development Advisory Council.  
 
Dr. Gray was the Deputy Director of the National Center for Medical Rehabilitation 
Research (NCMRR) at the National Institutes of Health (NIH) from 1990 through 
1995.  At the NIH he helped to develop a national research program in the area of 
learning disabilities from 1981 – 1986 and 1988 - 1990.   From 1986 to 1987, Dr. Gray 
was the Director of the National Institute on Disability and Rehabilitation Research 
(NIDRR) at the US Department of Education in Washington, DC. 

Andrew Houtenville, PhD 

Dr. Houtenville has been a Senior Research Associate at Cornell University's Program on 
Employment and Disability since March 1999. He is the Director of the Rehabilitation 
Research and Training Center on Disability and Demographic Statistics (StatsRRTC), 
which bridges the gap between sources of data and the people who use disability-
related statistics.  
 
Dr. Houtenville is also the Principal Investigator of a NIDRR-funded project to 
disseminate and analyze Census2000 data, and of a Secondary Data Analysis Grant 
(funded by the National Center for Education Statistics) to analyze the disability content 
of the National Assessment of Educational Progress (NAEP) data and the selection bias 
introduced by the exclusion of students with disabilities from standardized assessments. 

Corinne Kirchner, PhD 

Dr. Kirchner, a sociologist, teaches Disability Policy at Columbia University, in the 
Sociomedical Sciences Department. She directed policy research at the American 
Foundation for the Blind for 30 years, and was Co-Editor-in-Chief of Disability Studies 
Quarterly, the journal of the Society for Disability Studies (SDS) of which she has been 
president. She is Consulting Editor for Research for the Journal of Visual Impairment and 
Blindness. Her research has concentrated on concepts, measures and policy uses of 
socio-demographic statistics on disability. She served on the advisory committee on the 
Decennial Census for the U.S. Department of Commerce, and in a similar capacity for 
other federal and university research programs.   
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Dr. Kirchner has twice served as President of the New York Chapter of the American 
Association for Public Opinion Research, held various offices in the APHA Disability 
section, and has chaired a task force on disability in the American Sociological 
Association.  

James Rimmer, PhD 

Dr. Rimmer is a Professor in the Department of Disability and Human Development and 
Adjunct Professor in Movement Sciences at the University of Illinois at Chicago. For the 
past 25 years, Dr. Rimmer has been developing and directing health promotion 
programs for people with disabilities. He is director of two federally funded centers, the 
National Center on Physical Activity and Disability (www.ncpad.org), and the 
Rehabilitation Engineering Research Center on Recreational Technologies and Exercise 
Physiology Benefiting People with Disabilities (www.rercrectech.org).  
 
He is a Healthy People 2010 Panel Member and was involved in the development of the 
Chapter 6 Workplan, Disability and Secondary Conditions. Dr. Rimmer serves on several 
national committees including the Scientific and Medical Advisory Board for Life Fitness 
Academy, and the Executive Committee of the American Public Health Association’s 
Disability Special Primary Interest Group. 

Glen White, PhD 

Active in the rehabilitation and independent living fields for more than 30 years, Dr. 
White currently directs the Research and Training Center on Independent Living at the 
University of Kansas and the Research and Training Center on Measurement and 
Interdependence in Community Living. 
 
Past president of the National Association of Rehabilitation Research and Training 
Centers and past president of the American Public Health Association’s Disability Forum, 
Dr. White also directs the Research Group on Rehabilitation and Independent Living 
(RGIL) at the University of Kansas. He has a joint academic appointment with the 
University of Kansas Medical School Department of Preventive Medicine. 
 
A Phi Beta Delta inductee for international scholarly achievement, Dr. White has had 
several national appointments, including serving on the Centers for Disease Control and 
Prevention's National Center on Environment and Health National Advisory Committee, 
and as a board member of the 21-member Commission on National and Community 
Service (renamed the Corporation for National and Community Service), serving under 
Presidents Bush and Clinton. 
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