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>> JOANN: Good afternoon, everyone. And thank you for joining the webcast on "Documenting Disparities in Obesity and Disability." The webcast will be a presentation by Drs. James Rimmer and Margaret Campbell on obesity disparities experienced by individuals with disabilities. Our webcast today is the second in a series of webcasts sponsored by the NCDDR’s Community of Practice on Research Quality. These webcasts focus on issues related to the quality of disability and rehabilitation research.

I am your host, Joann Starks, and I'm with the National Center for the Dissemination of Disability Research or NCDDR, based at S-E-D-L in Austin, Texas. I'll be moderating today's webcast and helping get your questions to our panelists. I want to thank our partners at ILRU in Houston, TX for providing technical support for this webcast. 

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

You can submit questions at any time during the webcast today, and we will do our best to respond to them as time allows. To ask a question, go to the smaller window on the right under the presentation slides window. Enter your question in the "Email a Question" box and click the "Submit" button. Or, you can send an email directly to webcast@ncddr.org.

You can also call in your question, to 800-266-1832. To call in a question using a TTY, please call 512-391-6578. If you’d like to address your question to a particular presenter, please make sure to note this on your question. 

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

We would appreciate your feedback today by filling out a very brief evaluation form at the end of the webcast. Click on the "Downloads" tab at the bottom on the right-hand side of your Windows Media Player or RealPlayer screen and you'll see a direct link to the evaluation form. I will remind you about this again at the end of today's presentation.

Now I'd like to turn it over to my NCDDR colleague, Dr. Brenda Lightfoot, who will introduce today's presenters. Brenda, over to you.

>> BRENDA: Thank you, Joann. First, I wanted to briefly mention before we begin that the United Nations has declared today the International Day of Persons with Disabilities. And I really believe we have both a timely and appropriate topic for such an auspicious occasion. I'm delighted to introduce the distinguished presenters we have joining us today. 
Our first presenter, James Rimmer, Ph.D., is director of the National Center on Physical Activity and Disability, funded by the CDC, and the Rehabilitation Engineering Research Center on Exercise, Physiology and Recreational Technologies for Persons with Disabilities, funded by the National Institute on Disability and Rehabilitation Research or NIDRR. His presentation today is a result of the first NIDRR-funded project in the area of obesity, a disability and rehabilitation research project on Reducing Obesity and Obesity-Related Secondary Conditions in People with Disabilities.

>> JOANN: Brenda, can I ask you to slow down just a tad, please.

>> BRENDA: You bet. You bet.

>> JOANN: Thank you.

>> BRENDA: Also with us today are members of Dr. Rimmer's research team who will be assisting with the presentation, and they are Lawrence Vogel, M.D., Assistant Chief of Staff and Medical Director of the SCI program and Chief of Pediatrics at the Shriners Hospital for Children in Chicago. Brienne Davis, MPH, is Project Coordinator of the Disability and Rehabilitation Research Project on Obesity. Kiyoshi Yamaki, Ph.D., is Research Assistant Professor, Department of Disability and Human Development at the University of Illinois at Chicago, and Edward Wang, Ph.D. is Research Assistant Professor, University of Illinois College of Nursing.

We're also honored to have with us today Margaret Campbell, Ph.D., who is a Senior Scientist for Planning and Policy Support with the National Institute on Disability and Rehabilitation Research, NIDRR, Office of Special Education and Rehabilitative Services, U.S. Department of Education. Dr. Campbell also serves as a Representative from the Department of Education to the Federal Interagency Work Group for National Health Objectives Related to Healthy People 2020. Again, thank you all for joining us today. Now I'll turn it over to you, Jim, to get us started.

>> JIM: Okay, well, thank you very much, Brenda, and it's a great pleasure to be here with all of you. I thank you deeply from my heart those who did sign up for the webcast because it is a very important topic area and something that I've been involved with since 1976 when we were looking at assessing body composition in adults at that time who had what they called mental retardation and now the term that we now use is intellectual disability. This has been an interest of mine for over 30 years and we're grateful for the National Institute on Disability and Rehabilitation Research recognizing the importance of obesity as a primary/secondary condition in people with disabilities.

I want to apologize in advance if I do speak fast; feel free, Brenda, or Joann, to slow me down. I have a pretty thick New York accent and which I've never lost, unfortunately, so I do apologize in advance if I speak a little too fast, but I'll do my best to keep the tempo flowing and at a comfortable pace where we can get through what I feel are very important topic areas for those of you who are interested in this area.

So with that, I would like to just again give you an overview or framework on how this presentation will proceed. We'll begin the first few slides discussing the prevalence data that we've been able to identify through three primary datasets. Those datasets are the National Health Interview Survey, the National Health and Nutrition Examination Survey, and the Behavioral Risk Factor Surveillance System, and you'll hear more about that in a few minutes.

The second part of the presentation will involve methodological issues associated with measuring obesity or body composition in people with disabilities. You'll hear about some of the concerns regarding some of the measurement error that we've identified and a couple of other publications have identified.

And then the third part of the presentation is really the future research directions that we need to take, and I consider all of you to be part of a very cohesive group who understand the importance of recognizing this as a major health disparity in people with disabilities and likely to be on the phone either as a practitioner or professional interested in understanding how to deal with the issue or as a researcher in better understanding how we can actually capture and identify those who are at risk. So that will be the third part of the presentation. And then I'll turn it over to my colleague, Dr. Margaret Campbell, who will discuss some of the policy issues and some of the federal agency initiatives that are ongoing. So with that I'll go ahead and begin with the second slide.

Slide 2. And very quickly give you the introduction. Again, I don't want to spend too much time on the front end, but I did want everyone to recognize that obesity is not only a problem in people with disabilities, and we think it's a greater problem as you'll hear about today, but in general, the epidemic of obesity in the United States has really been significant. And over the last 30 years, what we're seeing is almost a doubling of the obesity rates from 30 years ago. So as we become a more advanced society and more technologically savvy, we are learning there are easier and easier ways to avoid energy expending activity. And this epidemic of obesity as you can read on slide 2 is affecting people with and without disabilities.

Slide 3. If we go to slide 3, we'll see the first bullet there says among people with disabilities increasing BMI, which stands for body mass index and is the indicator used in most of the epidemiological studies for assessing health risk associated with excess weight. Obviously people with disabilities increase in BMI may actually incur greater risk in terms of their secondary conditions. This is something that is I know near and dear to my colleague's heart, Dr. Margaret Campbell, who has done a lot of the early work in the prevalence of secondary conditions in adults aging with physical disabilities. So we are now beginning to understand, and we're very early on in our understanding of this, that obesity can actually impose greater rates and severities and perhaps even onset of secondary conditions and that's something that you'll hear about a little later from one of the presenters today among youth with disabilities, Brienne Davis.

And the second bullet is really just kind of opening up the aperture here to say when we look at obesity rates, I think what you'll hear about today and maybe take home is the understanding that the rate of obesity among people with disabilities is really higher than the general population.
Slide 4. Moving to slide 4, the consequences of obesity. Again, if we look at the literature in general, the consequences of obesity are significant and these include anything from cardiovascular disease to osteoarthritis to back pain to even higher levels of depression, greater stereotypes, so on and so forth. When we begin to think about - and this has to be thought in a theoretical framework because we don't have good empirical data - obesity in people with disabilities could even cause greater harm because what you generally find is that if they are at a lower threshold of health where they may perhaps have a certain ability to conduct activities of daily living and instrumental activities of daily living, but are sort of at the border or at the margin of that level of independence, then any excess weight obviously would impose greater demands on their ability to perform the kinds of activities they need to do during the day. And this could also translate into having greater difficulty in community activities such as employment or social activities or any other activities that occur in the community. So excess weight in some respects -- and again, we have to say this from a theoretical framework because it hasn't been studied very carefully, could actually cause greater harm in people with disabilities, particularly those who have a very high rate of secondary conditions.
Slide 5. If we move to slide 5, I think of all the slides that you'll see today or you'll perhaps go back to the archive and take a look at later, this is the one that has the greatest impact on me and many people who are in this field. And here is a woman who just recently sent me this email. I had asked her if I could use it in a column that I write every month for the National Center on Physical Activity and Disability and she said it would be perfectly okay.
So here is what she writes. Here is the statement she wrote to me:  "I am in a great relationship with a man who thinks the world of me and is pretty tolerant of my physical issues. I have a great job, hobbies, friends, and pets. My problem:  I cannot stop gaining weight!  This weight gain is really going to start wreaking havoc on my mobility and my happiness if I cannot get at least some of it reversed. I love to travel and be as active as my body will allow, but I fear I am going to face a day when my size will impede my adventurous spirit."  And then she signs it, "a happy, fairly well adjusted woman of 41 who happens to have cerebral palsy."  So here it is in a nutshell what we're starting to see is that as adults become older, adults with long-term physical disabilities, developmental disabilities, acquired disabilities, we're starting to see that weight gain later in life, like in many people, causes great potential threat in terms of overall health and independence.
Slide 6. So if we move to slide 6, let's go ahead and look at the obesity prevalence data. And that will move us into slide 7. 
Slide 7. So slide 7 is entitled obesity prevalence, adults with disabilities. And the first national dataset that you can see there is from the National Health Interview Survey, this is the most recent data that we're able to obtain. And in 1994 and 1995 they conducted a disability supplement or they included a disability supplement and that's the report you're going to hear about -- the data you're going to hear about in the next couple of slides.
>> JOANN: Can I ask you to slow down just a little bit?  You're not doing too bad.

>> JIM: So the second bullet there says obesity in this NHIS dataset appears to be more prevalent in adults with sensory, physical, intellectual, and mental health conditions. And if we continue with this dataset and look at slide 8, you can see what we refer to as the adjusted odds ratio of being obese by type of disability. And the rate of disability as you can see is substantially higher than in the population. And all of these odds ratios -- the first one being any disability -- the odds ratio is 1.9; blind/low vision, 1.5; deaf/hard of hearing, 1.3; lower extremity mobility disability, 2.4; lower extremity mobility disability of severe difficulty, 2.5. And you can see the rest of the numbers there for upper extremity and hand dexterity disabilities and serious mental illness. All of these are significantly higher in people with disabilities compared to people who do not have disabilities. So that's a pretty profound finding. And this study by Weil, et al., was published in a very reputable journal, the Journal of the American Medical Association, in 2002. 

Slide 9. So if we move to the next slide, I'll go ahead and turn it over and let my colleague, Dr. Kiyoshi Yamaki, describe what you're seeing on slide No. 9. Dr. Yamaki.

>> KIYOSHI: Thank you, Dr. Rimmer. Good afternoon, this is Kiyoshi Yamaki from University of Illinois at Chicago. We are looking at slide No. 9. This is titled the obesity and physical inactivity by disability status. This data -- this bar graph has been produced using the data from Behavioral Risk Factor Surveillance System  -- we call it BRFSS. This survey is unique because it captures state-level prevalence of the health status where most of the other population surveys are looking at national levels, but the BRFSS is unique for us looking into the state-level data.
In this data system, the survey has been defined by using two questions. The first question is if you have any limitation in activity due to physical or mental or emotional problem?  The second question is if you use special equipment such as a cane, wheelchair, special bed, or special telephone. The survey respondents who said yes to both or either one of them has been defined as a person with disabilities. And those who are not have been defined as people who do not have disabilities.
And look at the figures of obesity and physical inactivity. These numbers represent in each bar is the median of the 50 states and territories. And dark bar indicates the person with disabilities and the light blue bar indicates a person without disabilities. So as you can see as a median prevalence, 31 percent of the people with disabilities are obese as opposed to 19.6 percent for those who don't have disabilities.
And for the physical inactivity, it's been defined as less than one day a week of exercise. 22 percent of the persons with disabilities are physically inactive, whereas only 11.9 percent of the persons who do not have disabilities are physically inactive. And overall this slide shows persons with disabilities are more likely to be obese and less likely to be physically active compared to their counterparts who do not have disabilities.
With that, let's return to Dr. Rimmer.
>> JIM: Okay, thank you very much.

Slide 10. If we move on to the next slide, slide 10, this slide is entitled prevalence data and what's interesting is we really do feel the available data may actually underestimate the magnitude of the problem and part of the reason for that is that the self-report data, which is basically how these national datasets collect their data at least with the National Health Interview Survey and the Behavioral Risk Factor Surveillance System, both of those are self-report. And if someone has a disability and is unable to either stand for long periods of time or short periods of time or may not be able to stand at all or may not have access to a wheelchair accessible scale, they may not be getting or obtaining their weight on a regular basis and therefore may be self-reporting data from many years earlier or from some point in their life when they had their weight obtained. So this is something that we need to pay attention to. We don't really have the answers yet in terms of what the error rate is but you'll see in a few moments it may be higher than we had anticipated.
Slide 11. Moving on to slide 11. Again, this is data from the National Health Interview Survey, some striking data where can you see at least in the first set of bars. The orange bar being African American women with disabilities, the rate or the percentage of obesity is 40.5 percent versus 26 percent for African Americans without disabilities, and when we talk about morbid obesity, which is where you see significant rates of chronic health conditions and significant functional limitations, the numbers are staggering. Once again can you see African Americans with disabilities, 12.4 percent were what they call morbid or extremely obese. That's a BMI – body mass index -- of greater than 40 versus only 3.3 percent of African Americans without disabilities and then in Whites the rate is 6.2 percent for -- I'm sorry -- 6.2 percent for White women with disabilities versus 1.2 percent for White women without disabilities.
(skip 12-14) Slide 15. We move on to slide 15, if we can go ahead, Rob, and just jump to slide 15, and we'll bundle these two slides together. Slide 15 shows you the adjusted odds ratios, which were examined by Dr. Ed Wang, our co-investigator, and you can see again that the odds ratios are staggering -- 4.3 for African Americans and 10.5 for African Americans, when we look at the rates of morbid obesity. And again in White women -- I should say Whites in general -- it's 2.6 percent on obesity and the odds ratios are 5 versus 1 in the White women nondisabled population. So I apologize. These numbers are very complex to discuss by phone, but I think the essence of the slide is really what we're capturing here and that is that the rates of obesity and extreme obesity in people with disabilities is substantially higher. And what is really of concern to me and many others is the fact that the extreme obesity rates, you know, are even higher and could be imposing substantial health complications.
Slide 12. If we return to slide 12, I'll turn it over again to have Dr. Yamaki discuss some data he analyzed on adults with intellectual disabilities.
>> KIYOSHI: We are looking at slide 12. Up until now we have been discussing the data for people with disabilities in general. Starting this slide and the following few slides, we are talking about specifically for people with intellectual disabilities.
In this slide -- in this study, the intent of -- my intent was to look into the obesity prevalence of people with intellectual disabilities who are not accessing formal services. Despite the common understanding that many people with intellectual disability have been using residential and vocational services which has been provided by the state, the truth is many -- or actually the majority of the people or adults with intellectual disability are not using these services for several reasons, such as probably the service is not available in their neighborhood or a family member or the person with intellectual disabilities themselves decides not to use these services.

So the intent of my study here is to look into the people with intellectual disability who may not be using formal residential or vocational services. For those purposes I used the National Health Interview Survey, which is a population-based survey for the nation, and people who responded to the question that asked if they have activity limitation and indicated mental retardation as their cause of activity limitation are defined as persons with intellectual disability in this study. And the data I used is from 16 years of National Health Interview Survey from 1985 to 2000.
In the graph, the prevalence of obesity among people with intellectual disability has been indicated in the orange bar. And those who don't have -- the prevalence for those who don't have intellectual disability has been indicated in the green bar. And each bar represents the full year of the NHIS data.
If you can look at the clear tendency that obesity prevalence has increased for both people with and without intellectual disabilities. However, it is much more sharply increased for people with intellectual disabilities. Actually the obesity prevalence for the people with intellectual disabilities in the 1985-1988 period is about 19 percent, which is going to jump to 35 percent on the very right which represents the four-year period of 1997 to 2000. So the graph signifies that obesity is not only the issue for people without disabilities, but clearly it has issues for people with intellectual disabilities who are living in communities.
>> JIM: Okay, thank you. If we turn to the next slide, slide 13. 

Slide 13. Again, in the interest of time, I'm not going to go into this in great detail, but I'll just give you a summary of the remainder of these prevalence slides. I think you're starting to see the picture here no matter what dataset we're looking at we're starting to see higher trends of obesity in people with disabilities. So this slide again shows that compared to the general population in several studies that we collected and published in a study by Rimmer and Yamaki in 2006, we showed that in most of the studies the rate of obesity among people with intellectual disabilities was higher.
Slide 14. If we turn to slide 14, what I actually did for the presentation -- previous presentation at the state of the science conference on aging adults with intellectual disabilities is report data showing that, even when we look at different countries, the rates of obesity in people with intellectual disabilities may be lower in certain countries like in Germany, for example, but compared to the natives of that particular country, they are always higher in people with intellectual disabilities compared to residents who also live in that country.
Slide 16. We move to slide 16. This is a particular study that was just published -- not just -- but published in 2005 by Rimmer and Wang, and here we're looking at data that we collected in our lab on a group of Chicago residents with disabilities and found, again, significantly higher rates of overweight, obesity, and morbid or extreme obesity compared to people with disabilities and the striking finding once again was that extreme obesity was approximately four times higher among people with disabilities compared to the general population.
Slide 17. If we move to slide 17. These data support the recent publication by a colleague of mine. Peg Nosek from Baylor University published a paper in 2008 on overweight and obesity in women with physical disabilities where she again examined issues associated with weight and secondary conditions. 

Slide 18. And if we turn to slide 18, the findings are again quite dramatic that nearly the entire sample reported interference from pain and fatigue. These were again adults who were classified as obese and at least three-quarters of the sample reported problems with spasticity, weakness, sleep problems, vision impairments, and circulatory problems. And I thought this last bullet on slide 18 was quite profound. She found a mean number of secondary conditions per woman was approximately 14.6 different secondary conditions with a range of 1 to 42 with 75 percent of the sample endorsing ten or more secondary conditions. Again, these are -- she examined this specifically in the prevalence and the rate of obesity in women with disabilities. So something to keep in mind.
Slide 19. If we turn to slide 19, the obesity prevalent in youth with disabilities again is not much better. 

Slide 20. Slide 20 provides some information in general, 13 percent of U.S. teens are classified as obese. And I just want to mention that when we look at the criteria for overweight, they don't use the term obesity in youth, but some of the recent studies are starting to do that. They usually refer to overweight -- at risk for overweight or overweight, and at risk for overweight is greater than the 85th percentile and greater than the 95th percentile is what they consider on to be overweight or what some refer to as obese.
Slide 21. If we look at slide 21, this is a study done by Linda Bandini published back in 2005. She looked at the prevalence of obesity among adults -- among adolescents with mobility limitation. And again what she found was that -- and this was in an age group of 6 to 17 years and again she found twice the rate of obesity in youth with mobility limitations versus youth who did not have mobility limitations.
Slide 22 is -- has a lot of numbers on there and we won't go into it in detail, but it's basically data we've collected here in our laboratory to our disability rehabilitation research project on 461 youth with disabilities, self-report data. And once again what you'll see there as you review the analysis is that the odds ratios in female adolescents, White adolescents, and Hispanic adolescents, the odds ratios are higher in terms of the obesity rate among youth with disabilities in those categories versus youth who do not have disabilities.
Slide 23. And slide 23 sort of breaks out this overview of the data which we were surprised to see that autism is one of the disability groups had the highest rate of overweight and obesity compared to the other groups. And you can see they were listed there first and we have Down syndrome, intellectual disability, which didn't come out much different, but in adults it comes out substantially higher. That's an interesting group to study; at least at the adolescent level we're not seeing that. And in cerebral palsy it's actually lower but you'll hear a little later in the presentation why we think that is lower. And spina bifida is higher as well.
Slide 24. If we move to slide 24, it gives you a nice snapshot of the rate of obesity among youth with disabilities broken out by disability group, and again can you see the rates of obesity being quite high compared to those who do not have disabilities.
Slide 25. And 25 and 26, these are slides -- let me just go ahead and start with slide 25, which examined the prevalence of secondary conditions in youth with physical disabilities and the two disability groups were cerebral palsy and spina bifida and it broke the data out. This is data that we had collected in our lab which we're preparing to submit for publication, but it separates the data from youth who are healthy weight and those who are overweight and obese. As you can see, in most of the secondary conditions, not all of them, but in most of them, those who are obese or overweight had a greater rate of conditions like pressure sores, what they call early maturation or early onset puberty, greater levels of fatigue, higher levels of depression, and higher levels of hypertension, low self-esteem, and liver and gallbladder problems.
Slide 26. If we move to the next slide, slide 26, you can see the same data on the youth with cognitive disabilities, those disabilities being autism, Down syndrome, and intellectual disabilities. Again, higher rate of asthma among those youth who are overweight/obese, little higher rate of pressure sores and little higher rate of some of the other factors as well, early maturation, fatigue, depression, and diabetes was actually substantially higher in the youth with -- who are classified as obese or overweight.
Slide 27. Okay, so we'll move on now to the next -- to the second segment of the presentation, which deals with the methodological issues. 

Slide 28. And if we move on to slide 28, one of the things that is of concern obviously is the accuracy of the data that are available on people with disabilities. When we start to look at the data, actual versus self-report measures of height and weight, the first bullet indicates there that many national datasets reporting obesity among youth and adults with disabilities used self-reported height/weight data and that's obviously of concern as you'll hear about in these next few slides.
Second bullet obesity prevalence estimates based on self-report data tend to be substantially lower than those based on actual measurement of height and weight.
And the third point, inaccurate estimates of obesity often result from over estimates of height and under estimates of weight. So typically what you find in many individuals who don't have access to a scale or don't weigh themselves often, they over estimate height and under estimate weight.
Slide 29. If we move to slide 29, the data that Dr. Yamaki had reported earlier from the BRFSS, the self-report data from 1991 to 1994 showed a prevalence of obesity of 12.7 percent to 14.4 percent and this is just in the general population. While the corresponding dataset from the National Health and Nutrition Examination Survey or NHANES involved actual measurements. NHANES is an actual study where they go around in large trailers and they collect the actual data. They have participants come in to the van and then they get a series of measurements done. And in that particular dataset, can you see quite a bit higher rate of obesity prevalence, 23.3 percent, which is nearly two times higher than the self-report data reported in the other report.
So another thing to think about and we'll mention this in future recommendations is that we don't have a lot of actual data on people with disabilities. Actual measurement data, and that could be actually something that we need to consider in terms of even showing a higher rate or higher propensity of obesity compared to the general population.
Slide 30, the first point there is there is a discrepancy between height-weight self-report data versus actual data -- what I just mentioned  -- and then in the study that we published in 2005, we reported -- and this was actual data now, not self-report -- substantially higher prevalence of rates of obesity among individuals with disabilities than what was reported in two previously published reports using self-report data involving people with disabilities, the NHIS and the BRFSS. 

Slide 31. So once again, the actual data was worse and that's reflected in slide 31 where you can see that, in the NHIS study, 24.9 percent of people with disabilities were obese. In the BRFSS report, there was a 26 percent rate among Whites compared to 36 percent Blacks and 31 percent for Hispanics. And using our dataset, which consisted of a population of approximately 360 adults with disabilities, after adjusting for age and sex, obesity rates in our study were 54 percent for Whites, 70 percent for Blacks, and 44 percent for Hispanics. So again significantly higher using that actual data.
Slide 32. If we move on to slide 32, in terms of the accuracy or the inaccuracy of BMI, body mass index, in populations with paralysis, there are a few studies out there which confirm that. The first point here is that the measurement of body composition does require an accurate instrument for the target population. And in individuals with paralysis, that often requires wheelchair accessible scale which is seldom found in many health clinics throughout the country and even many hospitals, for that matter.
The second point, obtaining an accurate measure of height and weight may be difficult for individuals who have some form of paralysis. As I mentioned earlier, if you have difficulty standing or you can't stand on one of these small scales, then very often in many, many medical health clinics, weight is not obtained. Many health care facilities do not have height adjustable exam tables and wheelchair scales that allow for an accurate measure of weight. And the last point is that individuals with spasticity and contractures it is often very difficult to obtain an accurate measure of supine length. Once again in order to look at an individual's body composition, height/weight requires some sort of a table, exam table where they can transfer so you can weigh the chair and weigh the person in the chair. And also in order to get a good measure of height, it's usually recommended that the individual lie supine on their back on some sort of a table in order to measure recumbent length.
Slide 33, titled adults with SCI, there is mounting evidence that body mass index may be an inaccurate indicator of body composition for certain subgroups of adolescents and adults with physical disabilities. And in the two studies actually that we found one by Buchholz and Bugaresti and Gater in 2008, which was a review paper, both studies recommended that SCI, spinal cord injury specific, BMI classifications should be determined. And that's clearly confirmed in these next two slides.
Slide 34. So if we move to slide 34, titled BMI and measured percent fat mass in cross sectional studies of adults with chronic SCI, what you're seeing on this slide if you look at the last two columns is in each of these studies what we did is we pulled out the adults with spinal cord injury versus the control. So the first number is the actual body mass index of the adult with SCI, spinal cord injury, and then the second measurement is the adult who does not have a spinal cord injury. What they tried to do in these studies is match up the BMI and look at usually some form of analysis using what they call a DEXA scan which is one of the criterion measures used to determine adiposity or fat mass. You can see that there is incongruence in the relationship between BMI and percent fat mass in the spinal cord injury population, and so what the conclusion was of each of these studies is that the actual measurement of BMI may not be a good proxy as it currently stands for assessment of body fat mass.
Slide 35. And if we turn to slide 35, this was actually a recent study that was done by Laughton and co-workers from I believe Canada. What they are recommending -- this was just published in 2009, is that the cut off for obesity for individuals with spinal cord injury, and this is in particular men, should be 22.1. And that's a striking finding because the current standard of obesity is 30. And here in this particular study, this particular schematic is showing that the slope or the rate of obesity really starts to have a significant incline when you get to a BMI of about 22. So that's where their recommendation is the fat mass beyond 22 is probably -- again this is an interpretation -- but their interpretation is that fat mass places the person significantly at risk at 22 versus the 30 cutoff that is used in the general population. So that's a remarkable finding that obviously has to be confirmed in future research.
Slide 36. If we turn to slide 36, when we look at youth with paralysis, it's really no different. And again despite a good correlation between BMI and percent body fat in nondisabled youth, in a couple of studies that we were able to identify, BMI is not an accurate estimate of adiposity or body fat in youth with disabilities. And that's confirmed again if you look at slide 37, this was again the study done by Linda Bandini who did some of the early work up in Boston, Massachusetts, and in her study published in 1991, she found BMI levels for youth with cerebral palsy -- and this was a very small sample of 13 youth with cerebral palsy ages 15 to 20 years -- were lower than typically reported for nondisabled youth. So the presumption or the perception is that youth with CP or cerebral palsy really have lower BMIs. But interestingly, what she found is that half the subjects with cerebral palsy, and this is again a very small number, had a percent body fat that exceeded the 95th percentile which I had mentioned earlier is the criteria for overweight or obesity. So even though what we're seeing here is that many youth with cerebral palsy appear to be thin or appear to be underweight or not overweight, they could be over fat. And there is a distinct difference between the two terms, overweight and over fat are very different and that's what measurement really has to move towards.
Slide 37. In that third point on slide 37, Bandini also reported that all the subjects that she measured with spina bifida fell into the 95th percentile or higher on percent body fat and were obese. And what's interesting there is again when we look at spina bifida, there is a loss of lean muscle tissue as part of the paralysis associated with spina bifida. So the numbers are striking because typically when you lose muscle mass, your body weight declines, but even with that loss of muscle mass, what she found is all of the youth with spina bifida still fell into the obese category.
And finally, that last point by -- there was a study done by Ed Hurvitz, who is at the University of Michigan, a physical medicine rehabilitation doc, found that when he separated his data, he looked at a large sample of youth with cerebral palsy. He found that there was a high prevalence in youth who were ambulatory with cerebral palsy, and in the nonambulatory youth is where he found there was a much lower rate. So the 33 percent rate is really double -- or two and a half times higher than the general population of youth if we used a cutoff of about 13 percent. And that's a pretty remarkable finding as well. So we're not only looking at obesity disparities by function and by disability groups, but we're also seeing within the same group there could be disparities in terms of the amount of weight and also in the accuracy of the assessment. Because in those youth who are nonambulatory, obviously there is a greater likelihood of less -- or a lower lean muscle mass because there is less activity and therefore probably less laying down of new muscle tissue. So, again, another area for further study.
Slide 38. And I'll go ahead and turn it over now to Brienne Davis, who is our project coordinator on our grant and discuss with you these next three slides on a study that we're conducting in conjunction with our partner Shriners Hospital and Dr. Lawrence Vogel who is also on the call today. So Brie.
>> BRIENNE: Thank you. If you will look at slide 38 now, the purposes here are related to our group on obesity and kids with disabilities entitled development of a new screening procedure for determining adiposity in youth with physical disabilities. And the purposes of this study are to evaluate the performance of BMI as a screening tool by examining the level of agreement between BMI-based obesity status and obesity status based on total percent body fat, using DEXA as a reference standard. B, to compare BMI cutoff for youth without disabilities to BMI cutoffs derived from data collected during the present study; and C, to determine if a theoretically based model can provide a more accurate estimation of adiposity compared to the standard BMI formula in adolescents with physical disabilities.
Slide 39. Okay, so if you'll go to slide 39, here are some of our preliminary findings from our study. This data included 18 youth with spinal cord injury and CP, ages 14 to 17 years, and if you look at the set of bars to the far left of the graph, this indicates that if you look at the green, these were the youth who were considered to be in the obese weight status according to their BMI. And then if you move on -- that was 5.6, who were considered obese. And if you move on to the middle section, this is where we used tricep skin fold measurements to determine their weight status and here we have 38.9 percent who were considered obese and this is amongst the same sample. So you can see measurements are already starting to differ. Then if you move on to DEXA, which is dual energy X-ray absorbtiometry, this was far different than the other two measurements. The obesity rate is now 72.2 percent of these 18 youth. So clearly there is a huge discrepancy here depending on which method of measurement one uses.
Slide 40. Now if you go to slide 40, this is similar -- this is data from the same sample. It's just displayed in a different way. Here we can compare the DEXA and the BMI with a little more detail as to their body weight status for each individual. If you look at the far right column, this shows that there were -- of the 18 youth measured, two were classified as a true positive, meaning that the BMI and the DEXA both indicated they were obese, and there was one true negative where the BMI and DEXA both indicated that they had a healthy weight status. However, there were 15 with false negatives, meaning that their BMI indicated they were in healthier weight status than they actually were as indicated by the gold standard, the DEXA scan. So clearly in this population a healthy BMI may mask, excessive adiposity. So now I'm going to move on to Dr. Rimmer for the future needs and recommendations section.
>> JIM: Okay, thank you, Brie. And again I want to apologize. I know this is a lot of data. These particular slides are showing a lot, but I think again as a group that is very interested in trying to document that there are health disparities and obesity disparities in people with disabilities, I think it's important to look at more than just one database or to look at data from one particular laboratory. So today's presentation as we move towards the end of it is really to reflect on that in the three largest datasets that we have here, the National Health and Nutrition Examination Survey, the Behavioral Risk Factors Surveillance Survey, and the National Health Interview Survey, and the last one on youth is the Youth Risk Behavior survey, the YRBS. In the way they captured data, even though there are perhaps limitations in comparing datasets because there are different definitions of disability -- in all of those datasets, whether it be individual had a cognitive or physical disability or was defined as having a mobility or nonmobility limitation, all of the data appeared to move in the same direction. The trend is consistently showing that there are higher rates of obesity and overweight, and in particular what is really of great concern is that there are much higher rates of morbid obesity or BMI over 40. Because as we look at the data, if you look at the epidemiological data on the general population, that's when you really start to see significant increases in health risk, hospitalizations, and medical costs, and even death in those individuals who have very high rates of obesity. And of course, if we're looking at this in our population, the population that many of you are interested in, we're starting to see that this is a tremendous concern that needs to really be fast tracked in terms of trying to identify ways to reduce this prevalence.
Slide 41. So let's go ahead and move on to the final set of slides, my set of slides and I'll turn it over to Dr. Campbell. 

Slide 42. In terms of the future recommendations, the first slide, 42, essentially the first point is that we obviously need more prospective longitudinal research to establish a stronger scientific evidence base in terms of what you heard today and what we're seeing published in the literature. But clearly there needs to be more research to understand the prevalence. We need to find ways to collect more accurate data, and obviously we have to hold at this point our measurement techniques in question and our criteria suspect until we can have more evidence to show that there are more accurate indicators that we're currently not using similar to what I had described in the study just published in the Toronto group by Laughton, et al. in 2009, where they showed a BMI of 22 being the cutoff for at risk for excess adiposity. The second point, we need to examine the rate of chronic illness and functional limitation with obesity. There seems to be a higher rate of chronic conditions. We're finding that in our dataset of youth with disabilities and in the paper I described by Dr. Peg Nosek which was just published last year, she also found once again 14 on average 14 secondary conditions among an overweight obese group of women with disabilities. And the third point is, policymakers really should consider formulation of these multidisciplinary research teams to examine onset, severity, impact, and economics.
If you look at the literature, and you start to study incidents of disease or rates of illness, some of the best research really comes out of multi-center trials or multi-clinical trials. And in populations with very low incidence such as spinal cord injury, it really behooves us to not -- we need to be working more closely with NIDRR's model systems programs and getting them to understand that this is a problem and needs to be addressed across the model systems, in different disability groups.
Slide 43, the title of it is need for robust datasets on obesity prevalence in various disabled populations. Again, what we're seeing is that much of the data that's reported in the national datasets basically break out groups by physical or cognitive disability or some type of mobility limitations. And we just need to get a better understanding of what types of disabilities are we actually referring to. One of the questions that we had received prior to the phone call today was, you know, does disability lead to higher rates of obesity?  Or does obesity lead to higher rates of disability?  And that's obviously a question that we really can't answer at this point, but we do know that both pathways lead to high rates of obesity or higher rates of obesity I should say. And you know in some ways maybe there really isn't much of an issue because if someone is defined as having a disability, whether they got the disability as a result of that health condition or the disability causing the overweight and obesity, they are at the same point where interventions need to be considered for a population that is underrepresented in the typical active living research that we see in the literature today. So we have to be looked at in the same context. So I get that question often. I wouldn't belabor that point. If they fall under the purview of disability, then obviously interventions are something that are needed for this under-represented population.
Slide 44. Turning to slide 44, alternative data collection channels might be a good avenue to again pursue this rate of prevalence. Collaboration among disability specific advocacy and health organizations, pediatric hospitals, rehab centers, and other clinical sites trying to get a cohort together, a group together to start measuring actual measurement of height/weight. And the reason why I bring that up is because, again, we may be underreporting the rates if we're not capturing data on individuals who don't have access to a wheelchair accessible scale or don't have an accurate measurement of height. So the hospital setting is a good approach or at least a good way many youth do get check-ups, adults get check-ups, annual physicals and this could be part of a structure to begin collection of actual data instead of just self-report. The second point is development and implementation of a surveillance system, really could also be viewed from the medical chart systems and that's another way of perhaps capturing more data.
Slide 45. We certainly need to continue to look at appropriate cutoffs for BMI for subgroups with paralysis. We really don't quite know yet what is the cutoff for a -- for a condition of at risk for other health complications associated with overweight or obesity. And the study by Laughton dropped the number down to 22 BMI. The work that David Gater has done and a couple of other studies suggested that the cutoff should be a BMI of 25. So there is some discrepancy there that needs to be resolved.
Slide 46. And moving on to slide 46. There is certainly a need for development of modified measurement protocols and training for research involving direct measurement of persons with disabilities, including methods such as segmental measurement, heel to knee, knee to hip, hip to head. I've gotten a few calls over the last couple of years of researchers contacting me to find out how do I actually obtain an accurate measurement of height in someone who has some form of spasticity or contracture. So there are some challenges there; but I'm sure we can start to resolve those issues with just getting measurement techniques standardized in some way so we have some consistency across clinical sites.
Slide 47. We need to address the potentially higher risk of obesity among minorities with disabilities, that has been reported in several studies including the work we've done here in Chicago, the work that Peg Nosek has done in Texas, and a couple of other smaller studies. So we're not sure what the rate of this is. It could possibly be that there is a higher rate of obesity among non-Hispanic Blacks and Hispanics who do not have disability, and perhaps this is a pathway to disability by having these extremely high obesity rates early in life. And the second point is there is a strong need to partner with various associations and federal agencies that have access to minorities with disabilities to ensure an adequate sampling frame for this subgroup.
In the work that we've been doing, we have -- we've had a very difficult time obtaining data on minorities with disabilities. So there are some agencies that actually have a front and center mission to address health disparities in minorities, and I think we need to also partner with them as well.
Slide 48. And in slide 48, we need to identify the antecedents of obesity in people with disabilities. Disability-related impairments, activity limitations, and participation restrictions may each have their own additive effect on adiposity in various subpopulations with disability. So we've got enough prevalence data now at the macro level, it's now time to begin to look at and assess, you know, different rates and severities in different subgroups of individuals with disabilities including autism, traumatic brain injury, spinal cord injury, intellectual disabilities, psychiatric disabilities, and so on. So we can begin to at some point look at the potentially best interventions for reaching certain groups.
Second point, risk factors for obesity could relate to type of disability, severity, and duration. Again, we don't have good longitudinal perspective data. One way to attack the problem I had mentioned earlier regarding whether or not disability causes the obesity or obesity leads to disability is by beginning to track people who have been newly diagnosed as having a disability or have a newly acquired disability. So working closely with rehab hospitals where individuals enter the hospital with an acute injury or a new diagnosis of a condition might be a way to then begin to track longitudinally how those particular groups actually evolve in terms of weight gain or even weight loss.
So I think those are important issues and again we need to look at what are the antecedents and how much of an effect is this related to the medications they might be taking or to some kind of environmental effect or return to a certain lifestyle after a disability which, you know, results in a lower energy expenditure.
Slide 49. And so last slide. In conclusion, I just wanted to summarize a couple of points before I turn it over to Dr. Campbell. First, obesity is much higher in youth and adults with disabilities compared to the general population. That's with the data that we were able to find. Number two, the obesity is likely to be even higher than current estimates because of the inaccuracy of BMI and underreporting in certain disability groups. And I thought the two slides that Brienne had presented were quite compelling in terms of the inaccuracy of the BMI data on youth with disabilities. And so we may actually be underreporting, yet what I hope you understand from the presentation today that the rate is already significantly higher and in some respects may be even higher and we're not able to get at that at this point.
The third point is chronic and secondary conditions associated with obesity in youth and adults with disabilities can really undermine physical independence and limit opportunities for community engagement in work, leisure, and physical activity and impose physical and psychological burden on the individual and his or her caregiver. When you think about it, any type of excess weight gain or unnecessary weight in the form of body fat or adipose tissue imposes substantially greater demands on performing activity. If you use the example of someone needing to transfer often during the day from the car into the home, and any kind of changing setup with greater weight, it's much more difficult to move the body, particularly if that weight is not used in a way like you would see with lean muscle tissue where the generation of the forces can help to move the individual. So weight could become or impose great demands in terms of performing basic and instrumental activities of daily living. These are all theoretical assumptions that have to be proven through empirical research.
Little attention and resources have been directed at the identification and treatment of obesity in people with disabilities. You know, there may be certain needs or adaptations for programs like Jenny Craig or Weight Watchers. Those programs today -- if you look at them, they don't provide adaptive recommendations in terms of if they suggest walking 30 minutes a day. We know that many people who use wheelchairs for ambulation could not wheel their chair for 30 minutes a day without perhaps increasing their risk of overuse or repetitive stress injuries to the shoulder joint. So there need to be modifications, and I think you're going to be hearing later from Joann or Brenda that there is a second part to this presentation which will involve more of the interventions and the need for interventions in this population.
So clearly if we look at that last bullet there, there certainly is -- this is an area that we certainly need more research in order to address this major health disparity and this research really should be conducted or targeted to both youth and adults with disabilities. So, again, I would like to thank my co-presenters, Brienne Davis, Dr. Yamaki and our co-researchers, our co-investigators, Dr. Lawrence Vogel and Dr. Edward Wang, and with that, I'll turn it over to Brenda or Margaret. Thank you.
>> JOANN: This is Joann. I'm going to go ahead and jump in. 

Slide 50. I want to thank you so much for a very, very interesting presentation, and we can see there on slide 50 the co-workers and colleagues of Dr. Rimmer that helped with this collecting all these wonderful data.
I say wonderful, but of course it's really not that it's wonderful because of what is shown, but the fact that all this hard work has gone into it and you've found some very disturbing and interesting characteristics that definitely need more study. Slide 51.
I'm going to now ask Dr. Margaret Campbell from NIDRR, who has agreed to give us her viewpoint today and we don't have PowerPoints for her, but she does have a lot of information to share and we will have some slides afterwards. And we will make those available once everything has gone through the government clearance, as you understand it takes some time for those things to happen. So Margaret, if you'd like to go ahead and take a few minutes.
>> MARGARET: Thank you. Thank you, Joann. Greetings to everyone. Let me begin by saying it is truly a privilege to have an opportunity to follow that outstanding presentation by Dr. Rimmer and his colleagues by offering a few remarks. I think we were all treated really to a comprehensive review of the empirical data on the prevalence of obesity amongst youth and adults with disabilities, as well as data on the magnitude of the disparities in the prevalence of obesity between people with and without disability.
So my role today is to put this in somewhat of a broader context and the title of my remarks is selected examples of the role of disability in federal and nonfederal responses to the obesity epidemic.
I apologize that you do not have slides to look, at and as Joann explained they are still in the clearance process but we will make them available as soon as they are approved for dissemination. Because you don't have slides available, I realize that listening to someone talk without having the opportunity to actually view the text impedes retention. So I'm going to pare down my presentation considerably so that you get the essence of it without all the detail.
So again, to repeat, what I'm going to be doing is placing what we heard from Dr. Rimmer and his colleagues in a broader context of how our federal agencies and nonfederal foundations responding to the epidemic. I'd like to begin first by pointing out that even the most recent reports that have been produced by the federal government do not do justice to what we just heard from Dr. Rimmer and his colleagues in terms of both the prevalence of obesity among people with disabilities and the disparities in obesity prevalence.
So here I'm pointing to a 2009 Center for Disease Control and Prevention report, which was entitled “Obesity: Halting the Epidemic by Making Health Easier.”  In that very recent document, in addition to getting an update on all the recent statistics on the prevalence of disability, a statement, the overall statement is made that obesity rates have increased among all groups in society irrespective of age, sex, race, ethnicity, socioeconomic status, education level, or geographic region. I scanned through the whole report, and there is no mention of disability as one of the high-risk groups. So here we have a 2009 report from CDC. I bring this to your attention because I think the fact that disability is not included in major reports like this affects the public awareness of the scope of the problem among people with disabilities.
So moving on, what I did for my presentation is I looked at the response to the epidemic, to the obesity epidemic among three very large federal agencies, and then I also looked at the response among four nonfederal foundations. So the federal agencies I reviewed were HHS, and I looked at several offices, programs and initiatives within HHS. I looked at CDC, which of course is a part of HHS but I looked specifically within CDC, and then I looked within NIH, which of course is also part of HHS. So I looked at those three very large agencies.
And so let me highlight a few initiatives and programs within each of those agencies and what role disability takes or does not take in terms of their obesity initiative. So first within HHS, we must start with the Healthy People initiative. This initiative is coordinated by HHS, although there are some non-HHS partners involved, including the Department of Education, which is represented by NIDRR. And the Healthy People initiative first started in 1980. We've had Healthy People 1980, 1990, 2000, 2010, and we have just recently gone live or public with the proposed objectives for Healthy People 2020.
So within Healthy People 2010, which is still the current version, overweight and obesity constitutes one of the ten leading health indicators reflecting the major health concerns in the U.S. at the beginning of the 21st century. And within Healthy People 2010, chapter 19 is devoted to nutrition and overweight. This chapter contains 18 national health objectives and is co-led by the Food and Drug Administration and the National Institutes on Health.
Among these 18 objectives are two on obesity, one for adults and one for children. And in the objective for adults, the obesity objective, it calls for reducing the proportion of adults who are obese from 23 to 15 percent, based on a BMI of 30 percent or more. So a reduction in the proportion of adults who are obese from 23 to 15 percent between 2000 and 2010. There is no separate objective for adults with disabilities. Although in the analysis, the template that is used to analyze the data, there is a break out between adults with and without disability. There is no separate objective.
Similarly with children and adolescents, there is no separate objective for children and adolescents with disabilities despite the kind of data and the evidence about the disparities in rates of obesity in both children and adults.
So in some ways Healthy People initiative is really served as a pioneer because it has analyzed data separately for adults and children with and without disabilities, but there are no dedicated objectives that correspond to obesity in people with disabilities.
So that's the picture for Healthy People. If we move on now and look at CDC, CDC has many programs to reduce obesity and obesity-related health conditions, many programs, be it state programs, technical assistance and training, surveillance and research intervention, development and evaluation, translation of best evidence, and partnership development. But CDC has a new program, a new initiative which some of you may have read about because it is funded by the American Recovery and Reinvestment Act of 2009. And that initiative is called Communities Putting Prevention to Work. The goal of this initiative, which is referred to by the acronym CPPW or Communities Putting Prevention to Work, is to reduce risk factors, prevent or delay chronic disease, and promote wellness in children and adults.
This program will be making very large demonstration grants to urban and rural areas, basically to cities and to departments of health in cities or in counties, and these large demonstration grants are running between 10 and 20 million dollars. And these grants will expand the youth -- focuses on expanding the use of evidence-based strategies and programs to increase levels of physical activity, improve nutrition, decrease obesity rates, and decrease smoking prevalence and exposure to secondhand smoke. So there is an objective that focuses directly on decreasing obesity rates as well as some of the risk factors for obesity. However, again, the limiting factor here in terms of inclusion of people with disabilities is that the requirements for these demonstration grants stipulate that all applicants, communities applying, must select the evidence-based strategies they will implement from a pre-established list that have been found to be successful in practice through previous research. And because there has not been previous research that has led to evidence-based practice on obesity interventions for people – for adults with disabilities or youth with disabilities, it really precludes the inclusion of people with disabilities in this initiative. So I think that's very important to understand, is that we sort of don't have the -- we haven't crossed the start line in order to be able to have access to participating in these exciting initiatives to reduce and decrease obesity rates. So that is the major new initiative within CDC.
So if we move on to NIH, within NIH there is the National Center on Minority Health and Health Disparity. This was established -- this center was established as a result of the Minority Health and Health Disparities Research and Education Act of 2000. The mission of this National Center on Minority Health and Health Disparities is to promote minority health and to lead, coordinate, support, and assess the NIH effort to reduce and ultimately eliminate health disparities in the occurrence of illness and death, including heart disease, diabetes, obesity, and other health conditions experienced by African Americans, Hispanics, Native Americans, Alaskan natives, Asians, and Pacific Islanders.
The specific goals and purposes of the center include but are not limited to assisting in the development of an integrated, national health research agenda across disciplines that reflects the current and emerging health needs of racial and ethnic minorities and other health disparity groups.
There are a number of examples of specific initiatives that have been created under this National Center on Minority Health and Health Disparities, including an NIH obesity research task force that was created in 2003 to accelerate progress in obesity research. It consists of 26 members and is co-chaired by the National Institutes on Diabetes and Digestive and Kidney Diseases as well as the National Heart, Lung, and Blood Institute.
Another very recent initiative under the center is the new National Collaborative on Childhood Obesity Research, which was launched in February of 2009 in partnership with CDC and the Robert Wood Johnson Foundation.
Under this recent National Collaborative on Childhood Obesity Research, we're going to focus efforts on potential benefit to children, teens and their families, and the communities in which they live with special emphasis on populations and communities in which obesity rates are highest and rising the fastest. Now, the emphasis -- the population groups they are going to be focusing are on African Americans, Hispanics, Native Americans, Asians, Pacific Islanders, and children living in low socioeconomic communities. So again you hear that there is no role for disability in any of these NIH initiatives.
As I scanned them and reviewed them, I could find no recommendation that focused on increasing research efforts for our target population. And this may be explained in part by the fact that most of the NIH obesity initiatives stem from this act, the Minority Health and Health Disparities Act of 2000 which created the center I've been mentioning, but which does not include individuals with disabilities as one of the at risk populations for health disparity.
>> JOANN: Excuse me, Margaret, this is Joann. I just wanted to let you know we have about 10 or 15 minutes left.
>> MARGARET: I'm going to wrap it up. Thank you. On the nonfederal side, I also reviewed four foundations, including the Robert Wood Johnson Foundation. They have a new childhood obesity initiative, which was just launched in 2009, and they have other partners included in that initiative. It has five broad goals, but again like the CDC initiative, the one on Communities Putting Prevention to Work, the Robert Wood Johnson childhood obesity program is focused on implementing evidence-based strategies that have already been demonstrated to be effective through previous research and have the greatest and longest lasting impact on children, and we're just simply not ready to contribute to that with evidence-based strategies that have been demonstrated in children with disabilities.
I also looked at the Alliance for Healthy America, which is -- reflects a partnership between the American Heart Association and the William J. Clinton Foundation that was started in 2005, and again, there is no specific mention of the potential special needs of children and youth with disabilities. I also looked at the National Hispanic Medical Association; they have a major initiative on obesity and diabetes. And again, no specific mention is made of the potential needs of Hispanic children and youth with disabilities despite again the data we just heard from Dr. Rimmer.
Finally, the last group I looked at was America's Health Insurance Plan, otherwise known as AHIP. This is a trade association of health insurance providers, and they have a brand new obesity initiative as well, which supports prevention and treatment efforts of member health insurance plans through obesity forums, education audio conferences, and roundtables bringing together health plans and other stakeholders, and again I thought it was interesting that none of the recommendations contained in the AHIP obesity initiative addressed the needs of individuals with disabilities, and this is despite the fact that AHIP represents over 1300 companies, many of whom offer long term health care insurance and disability income insurance to consumers, employers, and public purchasers.
There is one final nonfederal organization that I reviewed and that's the STOP Obesity Alliance. That stands for Strategies to Overcome and Prevent obesity. It is again a collaboration of consumer provider government, labor, business, health insurers, and quality of care organizations. And they are trying to drive innovative and practical strategies to combat obesity. And again, to date there is no mention on the STOP Obesity website or in the organization’s newsletters of the systematic and cultural barriers to obesity prevention based by individuals with disability.
So in summary, I think it is fair to say that to date the response to the obesity epidemic among youth and adults with disabilities has not reached the radar screen of many of the key federal agencies and the nonfederal foundations who are doing major work in this area. So I think the net result of this omission or this sort of missing link, if you will, in the federal and nonfederal response to the obesity epidemic has contributed to a lack of funding for research on disability and obesity, a lack of knowledge on the prevalence of obesity among children and adults with different types of disabilities, lack of knowledge of the disparities on obesity prevalence between individuals with and without disability, lack of development and testing of community-based interventions to reduce the risk factors for obesity and overweight among individuals with disabilities, and lack of evidence-based research findings to inform policy.
So I think the consequences of disability not being included in many of these -- or most of these federal and nonfederal programs and initiatives has really been consequential, and I think that's part of our challenge. So I will end there. Thank you.
>> JOANN: Margaret, thank you very much. I think that was great to give us that perspective. Like you said, broader after looking at the specific data that Dr. Rimmer and his colleagues have found. And we do have a number of questions. I don't think we have a whole lot of time, but we do have several questions I'd like to see if we can address.
One of the first questions went back to one of the earlier slides on the prevalence of obesity among youth with and without disabilities, and the questioner is wondering if you have any insight on the variation among the different prevalence rates of the different disability types?  And if anyone would like to speak to that.
>> JIM: I'm sorry, this is Jim Rimmer. Can you hear me okay?  I had to put it on speakerphone.
>> JOANN: Yes, it's good.
>> JIM: Well, if I understand the question correctly, the questioner is asking are the different rates of obesity in the different disability groups?  In the data that we've identified, we did find a difference. In fact, I had incorrectly said earlier that autism was the highest rate. They had the highest rate of obesity, and then Down syndrome, it's actually the reverse. Youth with Down syndrome have the highest rate from our data that we're finding in our lab and then it's autism and spina bifida and again the underweight, when we look at the cerebral palsy sample, what we see is that they are actually lower than the general population of youth without disabilities, but as I had mentioned during the phone presentation, that's likely due to the fact that the ratio of body composition, fat to muscle, is not correctly reported in BMI for these youth because they have a much lower rate or much lower quantity of lean muscle tissue and a higher proportion of adipose tissue. And the work that Hurvitz did with youth with cerebral palsy who were ambulatory, he found a significantly higher rate of obesity. The short answer to the question is that there are rates of obesity that are significantly higher in different disability groups of youth with disabilities compared to youth without disabilities.
>> JOANN: And I think they are also wondering if you've identified any of the factors that would contribute to those differences, but that may be beyond what you've done so far.
>> JIM: It's a very good question. We could certainly present that. I don't know if you're going to mention that later, Joann, that we have a second part to this presentation, but let me just quickly intercede by saying that we have data on the antecedents and the consequences of obesity. So what we reported today was some of the consequences of obesity related to the higher incidence of secondary conditions in -- some secondary conditions, not all, but we also have data on lifestyles of those youth that we reported the data on today. So we do have the antecedents that we think may potentially be causing this rate of obesity such as difficulty with the built environment, many youth with physical activities are not happy with their physical education program or don't feel like they are participating at a higher rate. We don't see a lot of backyard play in young individuals with disabilities where you see typically in the nondisabled population. You have a lot more random play, so we don't see those rates of play. That's one example, but we have several others. And we'd be delighted to present that piece later.
>> JOANN: Excuse me, Margaret, can you hit your mute button please?

>> MARGARET: I apologize to everyone.
>> JIM: I hope that answers the question that yes, we do have data and we're preparing three publications now that look at that data, examine that data that we're hoping to submit over the next couple of months.
>> JOANN: Great. Another question that we have, this is a really interesting one. They wondered if -- the questioner said have you looked at the Special Olympics Healthy Athlete data?  The questioner has been involved with this initiative for about five years and we see very high rates of obesity also in this group. This is typically an adult population who participate in Special Olympic sports. We are able to purchase good scales and stadiometers, so the big issue is accuracy of collecting the data. Any comments?
>> JIM: Yes, we do have a relationship with Special Olympics here at the University of Illinois at Chicago. We're one of their collaboration partners. We have not identified or examined that data, but we would certainly appreciate the partnership with them. You know, they have the Healthy Athletes program which we're very involved in. We should mention that as another NIDRR-funded initiative is we have a longitudinal study that we're getting ready to launch, examining the health behaviors of adults with intellectual disabilities and we are partnering with the Special Olympics on that longitudinal study. So there may be another set of data this time next year that we could examine to identify some of the antecedents and consequences of obesity and some of the rates of obesity in different subgroups of individuals with intellectual disabilities.
>> JOANN: Great. Well, thank you very much. We do have some other questions, but I don't really think we have enough time to address them. So what we'll do is we can email those to you and then when you have responses, we can post those on our webcast web page. So we'll keep everyone apprized of that. I want to thank you for responding to your questions, but before we wrap everything up, Brenda does have a quick note on our community of practice on research quality if you'd like to take it Brenda.
>> BRENDA: You bet. Thanks, Joann. It's our hope that today's webcast and the others we're developing for the community of practice on research quality will begin to stimulate discussion within the disability and rehabilitation community with the goal of sharing knowledge and generating some ideas, suggestions, or best practices for addressing factors that affect research quality. Be looking for the transcript of this webcast in the next few days and also for a new FOCUS Technical Brief we're very excited about, that is co-authored by Dr. Rimmer and his colleagues which will also be available very soon and we'll send emails to all of you who preregistered when these items are ready for review.
If you have a suggestion about a topic you think we should address, or if you're interested in being involved in future discussions and activities related to research quality, please make sure to note that on your evaluation and include your contact information so that we can get in touch with you.
The next webcast in this series will be Part 2 as Dr. Rimmer has mentioned and on disparities in obesity and disability, but what we'll do in that webcast is look towards some possible means of addressing the issues that Jim and Margaret so clearly illustrated today. So please be on the lookout for information on that event which we're hoping to make available for you in early 2010. Joann, back to you.
>> JOANN: Thank you very much. As we get ready to close, I want to ask Dr. Rimmer and Dr. Campbell if they have any closing comments.
>> JIM: I would personally just like to thank Dr. Campbell and her vision for understanding the magnitude of the problem and suggesting that we try to launch something on a more broad-based level to get a deeper and more engaging conversation about how to move forward with this significant health disparity. There is definitely a great need to do this, and I thank you, Dr. Campbell, for bringing this to a national platform, not only in this workshop presentation today, but also with various federal agencies, so thank you for that.
>> MARGARET: Thank you, Jim. And I would like to return the compliment and thank you for your passion for this topic and for your excellent scientific productivity, yourself and your colleagues. You've done a great deal with a very small grant in this area because this was NIDRR's first foray into the area of funding in obesity and disability. So our grant wasn't very large, and you've just done a wonderful job of making the most of that investment.
And I also want to thank the National Center on Dissemination of Disability Research for sponsoring this webcast in a two-parter and giving a wider audience a chance to learn about this research. Thank you very much for the role you play in -- this vital role you play in translating this knowledge to a wider community. So thank you Joann and Brenda for all your hard work.
>> JIM: And I would like to second that. Thank you very much.
>> JOANN: Okay, thanks to you so much for taking the time today to share your information. I know that everyone's learned a lot today. And I want to thank you for participating in the webcast this afternoon.
I'd like to encourage everyone to fill out the brief evaluation form, as this will be very helpful to us in planning our future events. It's pretty short and it just takes a couple of minutes and you can do it right now before we sign off. If you click on the "Downloads" tab at the bottom right-hand side of your Windows Media Player or RealPlayer screen, you'll find a direct link to the evaluation form. A link to the evaluation form is also found on the NCDDR's web page for Webcast 21, our topic on obesity and disparities with people with disabilities. If you find that you can't access it right now, it may be that too many people are all trying to do it at once. So please give it a try later on today or tomorrow while you're still thinking about it.
As Brenda mentioned, an archive file and a transcript of the webcast will be available on the ILRU webcast website archive page in a couple of days at www.ilru.org .
These materials will also be available from the NCDDR on our Webcast 21 page. Please visit our website at www.ncddr.org for more information and to view additional archived webcasts on topics related to knowledge translation and disability and rehabilitation research.
Finally, I want to thank again the National Institute on Disability and Rehabilitation Research, NIDRR, that provided the funding for the webcast and especially a big thank you to the staff at ILRU because without their efforts the webcast could not have taken place. Once again, on behalf of our presenters and the rest of the NCDDR staff, thank you very much and goodbye.

