Health and Disability SIG Meeting

12/4, 12:00-1:15 pm

Discussion 
What are people doing in your programs and in your states around healthy living, health promotion? What would you like to see happening?

Organizations with similar missions can come together

· Arc HealthMeetTM and Special Olympics Healthy Athletes are working on similar projects around health screenings for people with intellectual disabilities

· Why are organizations divided?

· How can different organizations with similar missions can come together?

· How can they work together?

· The Arc and Special Olympics are looking at outcomes/impact differently

· CDC feels that having different approaches to screening a similar population of people (Arc and Special Olympics) is positive

· Gather information on how each program is evaluated

· Lessons learned

· Compare methodologies

· The system of follow up and tracking can have an impact

· Heath care screening alone vs. health care screening with follow up?

· In Connecticut, CDC does health care screening with Special Olympics, particularly around issues of bone loss

· There is preliminary data, but the screenings serve a need as they screen people they might not otherwise have access to

· Program success could drive systems change
Disability definition in health promotion efforts

· How to define disability in terms of health promotion efforts

· Which indicator questions do you use? 
· Could you use the2 BRFSS questions and if they answer yes, move to the set of six ACS questions?
· Would like to get the six ACS questions in to capture disability status and type

· We will start using 7 questions next year

· Another example in Delaware is the tobacco quitline—they do not capture any information about disability because they feel they already have a lot of questions to ask about demographics. 
· There is an important goal of determining who are currently captured in data, and who are not
· How will adding questions make a difference? Data vs. program purposes 

· Funding for additional questions or to do a study on how questions will help will be a challenge 

· The best research might come from different partnerships and private payers 


Evidence-base and data issues
· Are there any evidence-based programs?  What are people doing and is there a way to work together?

· Need to use large data sets to study people with disabilities. For example, through Medicaid, large hospital systems have large data sets to see their health status and their relations with other entities, education. You can then compare their use of psychotropic medication, for example, of what could be used. We encourage those kinds of studies.

· Evidence base

· Need to get beyond pilots

· Different partners

· Private payers

· We need to be aware of other pilots so we will know what has been done
· We have to be careful to recognize limits in the coding.  Is it accurate?  

· communicate findings

· accuracy of data 

· Remember National Core Indicators data as a resource
· We all struggle with data limitations, but in order to get funding, we need to utilize that data, because at least it is something we can show
· Could we have a “Practice Based Research Network in Disability”? It could include both adults and a lifespan approach
· Integrate efforts, invite key players

· Many programs are working on areas around screening, chronic conditions and disparities, care coordination 
· Create a forum/strand at the next AUCD meeting to create a better blending of health.  The data is telling us we don't have answers—need to integrate efforts and invite key players
· People w cognitive issues are 5 times as likely to have diabetes and cardiac conditions. Why?

· Healthy nutrition, cooking, exercise
· Look at some kind of joint research project on care coordination

· Transition: we think successful transition leads to better health outcomes, but we do not know that. The health outcomes piece is critical.  What role in health outcomes?
· Care coordination: We should look at individual cases of people who have had no care and then got it. (Pre-Post data). 

· There are some people that we just can't lower the costs with. How do we capture that? You can't reduce costs, even when the person might be receiving very good care coordination. 

Discussion Summary

· Many discussions around surveillance and programming

· Different strands of activity that don't seem to be integrated

· When we look at data what challenges do we face? It is important to lay that out to get a greater understanding of what the challenges are.

· CMS: sub-categories of disabilities.  Look for some cooperation.
· Inclusive health promotion includes many different factors: provider education, public health educators, recruitment of PWD, making the message about health, behavior accessible

· What are the needs? What do people need to be made aware of? How do we reach this population? Who is this population? People need information differently. 
· What role can the AUCD Network play? The Health and Disability SIG?
· Public health programs are for the public. We need education on the diverse needs of people with disabilities

· We need to educate and get other programs to be more inclusive, but they should also track PWD, so that we can mine that information. 

· Reporting takes a long time—it is about changing behavior on a global level.

· Push for inclusion wherever it is possible.  Not everything will get addressed through an inclusion approach. Universal Design makes things accessible to many others who are not identified. We need the UDL approach because it will affect many others. Many others will benefit from the design. Thinking that way is the way to go.

· Affordable Care Act influence: unsure about how this will unfold
Action Steps of the SIG:

· Forum at AUCD meeting in 2013: Who should present or be on the panel? 
· Network to discuss next steps

· Organize key themes from this discussion
· UDL in Public Health Education. Let's summarize these issues. Organize key themes from this discussion
· AUCD will summarize discussion and facilitate next steps

· Go back to the CDC Funding Opportunity Announcement for language summarizing health and disparities experienced by people with disabilities
· 12/18 1pm-2pm CDC Grand Rounds
· AUCD Will share the event details with the network and listserv

