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>> Anna Costalas:  Hello and welcome to Research to Policy Brief:  Obesity and Individuals 
with Intellectual and Developmental Disabilities.  My name is Anna Costalas, and I'm the 
Resource Manager here at AUCD.  I would like to thank everyone for joining us here today.  
Before we begin, I would like to address logistical details.  We will provide a brief introduction 
of the speakers.  Following their presentation there will be time for questions.  We will unmute 
your phones one at a time during the question and answer period.  You will need to press * 
and then # on your phone to request to be unmuted to ask your questions.   
If you're using a microphone on your computer, you can raise your hand by clicking the icon to 
the top of the screen.  You can ask questions at any point during the presentation via the chat 
on the Adobe console.  You can send the questions to the individual presenters or everyone.  
Please note we may not be able to address all questions and may combine some questions.  
This webinar is being recorded and will be available on AUCD's webinar library.  There will be 
a short five-question survey at the end of the webinar.  We want you to provide feedback and 
suggestions for future topics.   
Join me in welcoming today's presenters.  Dr. William Neumeier is a post-doctoral fellow with 
the University of Alabama/Birmingham and Lakeshore Foundation Research Collaborative and 
also a member of the UAB Nutrition and Obesity Research Center.   
Christine Grosso is a public policy analyst at the Association of University Centers on 
Disabilities where she works on federal policy and legislative issues that affect people with 
disabilities and their families. 
Dr. James Rimmer is Director of the Lakeshore Foundation University of Alabama/Birmingham 
Research Collaborative.  He was previously a professor at the University of Illinois/Chicago.  I 
will turn the mic over to our presenters. 
>> James Rimmer:  Thank you very much, Anna.  And welcome, everyone.  We have a very 
large group today.  There were over 200 people that signed up for this.  It makes me excited to 
discuss what we think is a very important problem, myself, Dr. Neumeier who will be my co-
presenter, and Christine Grosso from AUCD.  Thank you for joining us. 
I do believe that this is an area that all of you on the call today can help us with, whether you 
are a service provider or you're a staff person who works in a particular type of residential 
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facility or employable facility.  It's a critical problem today.  Today you will hear some of the 
data we've collected here at the University of Illinois, Chicago, and University of Alabama at 
Birmingham that magnify the problems among people with intellectual and developmental 
disabilities.  I want to give a shout-out to my friend and colleague, Dr. Tamar Heller, who is 
with, as you can see at the bottom of the slide, the Rehabilitation Research and Training 
Center on Developmental Disabilities and Health.  And I wanted to mention that the team at 
the University of Chicago hosts a website with that acronym, RRTCDD.  If you don't see 
anything today, or you hear something that you want to know more about, go to the website.  
It's just a plethora of great information and materials.   
I'll also give you one more cite at the end of the presentation that we hope you'll go to which 
has a lot of good content as well. 
With that if we turn to the next slide, what you are going to see, this is kind of a three-part 
presentation and sorry about that.  The three parts are essentially just giving you a very brief 
overview of the prevalence of obesity and in people with intellectual disabilities.  This is an 
area I have been tracking for 25 to 30 years of my career.  I started with Tamar Heller at UIC 
and David Braddock, my mentor, now at the University of Colorado, who runs the Coleman 
Institute.  Some days I'm euphoric I have been in the field for over 30 years.  Other days I'm 
depressed and disappointed because the field really hasn't moved in a way where we've 
actually been able to address this issue of obesity.   
I will turn it over to Will now.  He is going to talk to you very briefly because I know many of you 
on the call are not interested in numbers or percentages.  You want to get to the bottom line.  
So we'll certainly get there with resources and some policy suggestions, but before we do that, 
Will really has to bring this into some sort of context so you have a better sense of what the 
issues are.  I'm going to turn it over to him now.  Will? 
>> William Neumeier:  Thank you, Dr. Rimmer.  As you mentioned, he has been in this field for 
about 30 years now.  And across that time span obesity rates, and this is in the general 
population in the U.S., have continued to rise.  You can see in the graph on the right that 
there's an upward trend.  And when you look at the map of the U.S. on the left, it represents 
the percentage of people that are obese, categorized by obese, that's height over meters 
squared.  So you see there's a lot of red, indicating 30 to 35 percent of the population is 
considered obese.  And then you even see some purple, especially in the southeast, where 
over 35 percent of the population is considered obese.  This is a trend that has continued to go 
up over the last 30 or so years. 
Now, we are going to present some baseline data from the Longitudinal Health and 
Intellectual/Developmental Disabilities Study, the LHIDDS as it says.  It's from the RRTCDD, 
Tamar Heller's group and a lot of work done by Kelly Hsieh.  They did a great job and recruited 
individuals from The Arc, Special Olympics, and sent them email or surveys to adults with 
intellectual disabilities.  We have baseline data from 2010 to 2011.  They are wrapping up later 
data and that will lead to interesting finds.  But from this graph you can see it's the prevalence 
of the top five chronic health conditions that they identified and almost a thousand adults with 
intellectual and developmental disabilities.  Obesity is number one, almost 40 percent of the 
sample they surveyed identified as obese.  So the top five, you also have some mental health 
disorders as well where they required treatment, medication.  We will get into how there's 
multiple disorders going object and how the medications can influence weight and all the 
complexity of the issue we are dealing with. 
First let's continue to outline some of these rates of obesity.  So this breaks the obesity rates 
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down by age.  The red is from the LHIDDS study, adults with intellectual disability.  The purple 
bars are from a national health interview survey across the general population.  The main thing 
I want to point out, you can clearly see for all the obesity rates, the red bar, the adults with 
intellectual disability, it's always higher than the general population.  There is an issue here 
that definitely needs to be addressed across all age groups, in adults with ID, when you look at 
females compared to the general population, 43 percent compared to 27 percent in the general 
population.  Males, 35 compared to 27.  So again, this is something that is very prevalent in 
the communities we work with. 
Then we have what is referred to as morbid obesity or the type 2, type 3 obesity with the 
higher BMIs.  And the higher the BMI, this really puts people at increased health risk.  So you 
see a lot more diabetes and other complex health issues going on.  And when you look at 
females, you see for the sample of adults with ID, the females have almost a 12 percent of this 
high level of obesity compared to the general population.  Higher in males too.  This is a real 
issue going on here, something that really needs to be addressed and worked on.  Now, it is 
not just obesity we are dealing with.  So there is a mix of chronic health conditions that are 
occurring.  One out of three of the people surveyed had five or more chronic health conditions.  
One out of two had three or more chronic health conditions.  It is not necessarily as simple as 
dealing with weight management.  So this can be, in addition to the obesity which was the 
highest prevalence, you can have hypertension, diabetes, the mental health issues also in the 
top five.  All of these things can interact and influence each other.  So we are not dealing with 
just a simple problem.  We are dealing with something multifaceted and it will take some of the 
best minds out there, including you guys, to address and work on for developing a solution. 
When you get into these chronic health conditions and, they are allowing medications.  These 
medications can influence weight.  Anti-depressants, anti-anxiety medications they may make 
it more difficult to reduce or manage weight.  A lot of antidepressants, previous ones increased 
weight.  Sometimes the recommendation, trying to be healthier, eat less, might not apply here.  
There's other things going on here that need to be considered and are influencing the impact 
of weight management. 
So in general, you see throughout the literature that multiple studies report that there's higher 
obesity rates for people with intellectual and developmental disabilities compared to what is in 
the general population.  What is going on in the general population is alarming.  It's continued 
to be an upward trend over the last 30, 40 years.  We have an even more alarming trend going 
on with intellectual and developmental disabilities. 
Obesity is an issue because it is not just excess weight.  This excess weight is associated with 
multiple chronic health conditions.  Remember, five or more conditions were observed in one 
out of three of the individuals surveyed.  These chronic health conditions, diabetes that needs 
treatment, cardiovascular disease, obesity is associated with cancer.  There's mental health 
issues.  So this can all result in increased healthcare costs, reduced quality of life and 
shortened life span.  This is a drastic thing that we want to look at. 
The good news is obesity is a preventible health condition.  This is something that we can work 
on, do something about, influence, and change.  And so we really want to call to action today, 
let's do something about this.  Let's take this preventible health condition and make a great 
impact. 
Well, when it comes to treating obesity, a lot of -- we think the solution is simple.  We have it 
figured out, right?  You just take in fewer calories, expend more calories.  That's a simple 
solution that many of us are familiar with and it has been ingrained.  If we know the solution, 
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why do we still have a problem?  Why do we see increasing obesity rates?  Why is there still 
all this difficulty in managing and losing weight?  It is not this simple, right? 
When you make it this simple it puts a lot of pressure on an individual who might not just be 
dealing with weight but could be dealing with other chronic health conditions.  It makes them 
be ashamed, why don't you eat less, exercise more?  It is not fair to stigmatize someone like 
that who is struggling with their weight. 
It is not that simple.  When it comes to obesity prevalence here on the right, the energy 
expended, physical activity, your exercise, and the energy you intake, what you eat, that is a 
large part of it.  That does influence weight.  But hopefully I can convince you again there's 
other factors involved.  There's other chronic health conditions.  There's things going on at 
work, in school, home.  Does the person have time for leisurely activities?  What is the setup 
around them?  What is the family dynamic, right?  You start adding in those variables and how 
they influence exercise and physical activity and food intake.  The picture gets a little more 
complex.  You start multiplying those factors by the other two and you've got a more complex 
problem here. 
Well, then it's not just that either, right?  What is going on in the community?  How is that set 
up?  Are there areas where an individual can be physically active?  Are they included in that 
physical activity?  How is the transportation?  Again, there's another layer.  We can keep 
peeling back another layer.  National, regional perspective, which we will get later on into the 
policy.  How is that set up to influence what is going on with weight and weight management?  
And then even international.  This is a global issue that we are dealing with.  All this can 
interact in different manners and impact a person's weight.  It's not as simple as what they eat 
and how active they are.  There's a lot going on. 
This graph here doesn't touch on genetics.  We are learning a lot about how genetics can 
impact a person's body size and weight.  That is not something that they can control. 
Again you can see this is a complex issue we are dealing with.  When it comes to weight 
management for individuals with intellectual and developmental disabilities, what is really 
recommended is a behavioral weight management approach.  That is what has been looked 
at.  Many of these approaches so far may just focus on nutrition or physical activity.  What is 
best is something that is comprehensive that integrates physical activity, nutrition, and 
behavioral strategies that promote long-term health and weight management. 
So there's a lot of weight management programs out there that you might be familiar with.  
Weight Watchers, Jenny Craig, different apps, My Fitness Pal, plenty of exercise facilities.  So 
few of these are adapted to the specific needs of people with intellectual and developmental 
disabilities.  That's where we really need nor effort, to make sure that these resources are 
appropriate for the population we are working with.  The few times that this has been done, 
what we see is, there's evidence for weight loss.  So we are really hopeful through more of this 
we can see greater weight management skills for this population.   
And what I would like too do now is hand it over to Christine so she can provide with some of 
these resources that have been documented with some of the best practices and are 
evidence-based.  Christine?  Christine, are you there? 
>> Christine Grosso:  Yes, I'm here.  Can you hear me? 
>> William Neumeier:  Yes. 
>> Christine Grosso:  Thank you for that.  I'm Christine Grosso, with the Association of 
University Centers on Disabilities.  I was going to present to you a few resources that we found 
particularly useful for this topic.  I want to start off by saying that despite the limited amount of 
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research in weight loss intervention specific to individuals with intellectual and developmental 
disabilities, there are growing efforts and existing resources to address some of the issues 
associated with weight gain and weight management. 
The resources that I'm going to go through provide a framework and guidelines that you can 
potentially use, and it is non-exhaustive list of potential resources.  And some of them are 
going to be national resources as well.  So these are some of the things that we are going to 
be reviewing in the resource section specific to rural settings, children, nationality efforts. 
The first one I'll talk about is The Arc which provides a free community-based health 
assessments which includes exercise and nutrition recommendations.  Their website includes 
a number of assessments and other resources and partnerships.  And The Arc does do work 
specifically with individuals with intellectual and developmental disabilities. 
Another one that we would like to highlight for you, one of our evidence-based resources for 
providers, for dealing with individuals with intellectual and developmental disabilities is Health 
Matters.  Dr. Rimmer mentioned he worked with Tamar Heller with this.  It is an organization 
that, organizations and communities can reference to identify the needs and implement health 
behaviors to promote health for individuals with intellectual and developmental disabilities.  
Included in this initiative are evidence-based programs like the Health Matters quote-unquote 
train the trainer program for instructors and a 12-week Health Matters program for people with 
intellectual and developmental disabilities. 
The health initiative aims to achieve widespread transformation of policy, fiscal budgets to 
promote programs for people with intellectual and developmental disabilities and their 
caregivers across six states, Alaska, Maryland, Illinois, Kentucky, Missouri, North Carolina.  
The goals include capacity, supporting health and wellness within local communities.  
Community organizational capacity for healthy friendly services and a number of other goals 
as well. 
And that's the link to access more information on that. 
The next resource available is available through Hennepin County, Minnesota -- I hope I 
pronounced that correctly -- Wellness for Everybody.  This includes online training programs 
specifically for direct service providers. 
And this training is available 24/7.  It is at your access online whenever you need.  It teaches 
basic nutrition, cooking, physical activities so that direct service providers can support healthy 
living and life practices in the community and other organizations serving people with 
intellectual and developmental disabilities.  And their website is pretty comprehensive. 
So just a couple of resources specific to children.  One of them I thought this was a clever 
approach called the OrganWise Guys.  Each character is a representation of different organs 
to teach children about the impact of health related decisions on their body.  These characters 
present information to the children in an approachable and fun kind of interactive way. 
Their website has an extended curriculum.  I think maybe this is new for them, that they 
extended their curriculum to include children with intellectual and developmental disabilities.  
The website provides a variety of materials designed for a number of different settings. 
The next one specific to children is the healthy weight research network and the health U 
curriculum which provides nutrition professionals with age-appropriate materials promoting 
physical activity and a healthy diet.  And their website also provides a number of other 
additional resources designed to promote healthy behaviors for children and adolescents with 
intellectual and developmental disabilities. 
We also wanted to include resources for individuals living in rural settings.  We thought this 
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was very important.  As people in rural settings can have high levels of obesity.  Pared with 
that limited access to resources.  There's a number of factors that contribute to that as well that 
we addressed in our policy brief. 
As rural communities have limited resources to address a variety of health-related needs, it is 
important to begin by identifying some of the needs of the community through a number of 
mechanisms that include surveys, questionnaires, focus groups, public meetings, direct 
observation, interviews, and also to collaborate directly with families, local businesses, faith-
based communities, health departments, schools, and so on. 
So we found this resource to be very helpful, the rural health hub.  They created a rural obesity 
prevention kit to help rural communities create a prevention program, they can lead partners to 
address those problems including schools and other proven obesity prevention strategies. 
So on this website they have a toolkit.  And some of them might not specifically address 
individuals with intellectual and developmental disabilities, but you can use this information to 
tailor those programs in rural settings. 
Also telehealth is ever growing and this also could be a useful tool and mechanism in working 
with rural areas. 
So lastly I wanted to mention a few national resources.  There are several.  And several 
initiatives are happening in some federal agencies as well.  Just to name a few, Health and 
Human Services under their President's Council have a number of programs.  One of them is 
called the I Can Do It You Can Do It initiative.  It is essentially health promotion program that 
partners with K-12 schools and other school districts, colleges and universities, as well as 
other community-based organizations as well to provide access and opportunities for children 
and adults with disabilities to be healthy and active. 
So the I Can Do It You Can Do It encourages participants to set weekly individualized physical 
activity and healthy eating goals, to engage in regular physical activity, to learn about healthy 
food choices.  They would like to see this be implemented, this program be implemented in all 
50 states by May of next year.  And I actually just received an email while we were talking 
about the Autism Health organization awarding substantial money for community organizations 
to address childhood obesity, awarded to community organizations.  They are investing time 
and resources into this.  And this new allocation, this new funding, this grant funding can help 
certain communities address this issue.  It would be a good opportunity to partner with those 
organizations also. 
The next two I'll touch on briefly is the Special Olympics.  AUCD collaborated with the Special 
Olympics on an inclusive health forum and it brought together national organizations to come 
and discuss identify and engage on health influencers and in adopting and implementing 
inclusive health especially for people with developmental disabilities.  They provided evidence 
to demonstrate the need and value in making their organizations existing policies and 
programs nor inclusive of people with IDD.  Remember, these programs are already focused 
on health and wellness.  Also to learn about and exchange strategies to guide their 
organization on becoming more inclusive.  This happened earlier this year, I believe in May or 
April. 
And since then, they have developed what they call learning communities who have been 
established to continue the conversation and to continue strategizing around transforming their 
existing policy and programs. 
And the last thing I'll say is these resources as well as statements from the Surgeon General 
on health and wellness and other government programs emphasize the importance of 
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increased availability of health resources and health facilities for people with intellectual and 
developmental disabilities.  And these resources and more are available on the public health is 
for everyone toolkit which is in our brief as well. 
So I'll turn it back over to Dr. Rimmer to talk about the policy and action steps.  Thank you. 
>> James Rimmer:  Thank you, Christine.  That is again a wealth of information.  You know, I 
know those of you on the call just kind of think through that.  Obviously you'll have copies of 
the slides.  You'll be able to contact any of those originators of those programs, but what I 
would like to do now is kind of move or shift a little bit towards how can we as a community of 
people that really support the needs of families and individuals with intellectual and 
developmental disabilities begin to address this problem?  As Will mentioned earlier this 
problem is pandemic.'S among all of us.  There is nothing we can do about it because we are 
sort of held hostage with much of the policies being driven by lobbyists in Washington, D.C. 
who are part of the food association.  So you have the sugar industry, you have the beverage 
industry, you have the fast food industry.  And these are conglomerates that have multi, 
multimillions of dollars of funding. 
There was almost a tragic article in the New York Times in the Sunday Times a couple of 
weeks ago talking about how one of the big food companies in this country, I won't mention 
any names is farming out their foods to the under developed countries in remote pockets of 
Brazil where they hire people, pay them 80, $100 a month and then they go out into president 
communities that don't even have any kind of Internet access or connected to the real world, 
and they are selling them highly processed foods with loaded with sugar, fat, and salt.  So 
we've got a problem in our society that we didn't have 70 or 80 years ago.  When I did my first 
research, it was in some ways startling to find that people who lived in developmental centers, 
larger, greater than 15 people had the lowest rates of obesity compared to people in the 
community who had two to three times the rates of obesity.  I was hammered.  This is 1987 by 
the key advocates.  They were looking at the data saying are you crazy?  We are trying to get 
people out of institutions and you're showing that they have better health profiles, lower fat and 
cholesterol levels. 
That is not the message I was trying to convey.  What I was conveying, when we begin to shift 
the living arrangements into better settings we see the obesity escalate because they have 
greater freedom and choice.  I was part of the early days of the deinstitutionalization 
movement, living in large congregate settings is not a natural state of wellbeing.  It is not a 
good environment for translating the ability of one to live independently and freely among their 
peers, their friends, their family. 
But the one dimension that it did reflect upon in my early research was the rates of obesity 
were extremely low.  It wasn't necessarily based on the severity of the intellectual disabilities 
because we factored out apples to apples so people with severely ID living in the community 
compared with severe ID living in developmental centers, we saw the same data. 
So let's begin to think about in these last few minutes what do we mean by policy?  You know, 
it is so hard to get a policy pass.  So many people use the term big P and little p.  That's what 
we are talking about today, maybe these are not the big P translating into a piece of national 
legislation, but we need to think about the little p and how we are working with our own 
constituency groups on addressing the pandemic of obesity which sauce causes, as Will 
mentioned, many health complications.  The national center on health, physical activity and 
disability, which has a wealth of information on resources that you can use in order to begin to 
address this problem, but more importantly is the young lady in this picture, second from the 
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left is Amy Rauworth.  She came with me from Chicago and has been with me for almost 20 
years now.  And what Amy is focused on in Birmingham, Alabama, is the policy side of the 
world.  If any of these policy suggestions really resonate with you, I would suggest you contact 
the 800 number and try to get hold of Amy.  Maybe she can help work through some of the 
dimensions of what you might begin to think about on the policy side for your own community. 
Go to the next slide.  What you are going to see here is a very common model that the public 
health world uses called the social-ecological model.  You'll see it in research literature.  What 
I'll try to describe on the policy side are policies associated with each level of the social-
ecological model from individual to family to caregivers, peers, structures and systems.  Let's 
take these one by one. 
Again, these are things that when you think of the disability movement and think of 
deinstitutionalization and people transitioning in the community we certainly don't want to take 
away privileges, right?  The right to eat certain foods that ultimately could be quite harmful, 
particularly if they are increasing rates of obesity and Type II diabetes.   
But I do want to address what I have found to be a critical issue that people have not really 
looked at.  That is women with intellectual and developmental disabilities need to be a targeted 
subgroup.  As Will brought out, the rates of morbid obesity, rates of BMI with 40 or over, are 
staggeringly high with people with intellectual and developmental disabilities.  This is a group 
we need to think about.  How do we target women with morbid obesity with intellectual and 
developmental disabilities because anything that you see with morbid obesity in it usually 
connects to extremely high rates of diseases, all causes sorts of diseases and increased rates 
of mortality.  We need to focus on women, as a policy.   
Will is a psychologist and we talked about this before the presentation.  There are ways to 
change behavior in a much more positive, holistic way.  You can build in the dynamic of 
wellness and the importance of wanting to eat healthy or to exercise regularly, to think 
positively about relationships.  These are all things that are part of that whole positive 
psychology.  Will will be glad to come out and do a workshop with you sometime because this 
is his main stay in the area of nutrition, exercise and nutrition, getting people to think positively 
about themselves so that will translate into behavior that achieves a positive outcome.   
We also feel very strongly and the literature supports that you should have a way to monitor 
the weight of the residents or clientele that you are working with.  Weight should be tracked at 
the minimum weekly.  There are many studies that so that the more regularly weight is 
checked, the better the results are in terms of seeing the large spikes in weight gain.  We need 
a little policymaking sure that clients have a scale in their room, that they track their weight 
regularly, that they are taught if they start to see weight increases of three, four, five pounds, 
there's something that has to be done.  And you know, in some respects just monitoring weight 
could end up being quite successful in getting adults with ID to better monitor their diet and 
exercise levels.  What is the benchmark?  What is the weight they should be at and when they 
gain weight, what should they do?  And continuing education for the individual.  We talk about 
doing things for professionals, but what about adults with intellectual and developmental 
disabilities?  I know my good colleagues in Chicago who were sort of at the head of the Health 
Matters program that Will discussed, Beth Marks and Jasmina Sisirak are strong disability 
advocates and are looking at ways that adults with intellectual and developmental disabilities 
can manage their own health and weight.  We need to think about continuing education for the 
adult or the individual with intellectual and developmental disabilities. 
That's at the individual level.  The second level is the family and the caregiver.  And again, 
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being in the field for this length of time, alternative reinforcers are needed.  We see a lot of 
high fat, high salt, high sugar type of snacks.  The work that we did a couple of years ago with 
the longitudinal study found that chips were a common product that adults with IDD were 
eating on a regular basis.  Are there alternative chips now?  Yes, there are vegetable chips 
that are less processed, more natural, fewer carbohydrates.  We need to think through that 
and make sure that those family members and caregivers provide those alternatives. 
The second thing here is something that I see a lot.  When I used to work in the IDD field we 
used to work with several group homes many, many years in Illinois.  And you know, there 
were almost like you have Google hang outs, the adults with IDD would be encouraged to go 
to Walmart and hang out at the concession stands.  The hamburgers are two and a half or 
three days old and the hot dogs look fluid-free and they are emaciated like they had been there 
for years.  We could see our adults with IDD as going to as a social hang out.  They would get 
a Coca-Cola or cup of coffee and a doughnut.  We need to think about alternative hang outs.  I 
asked Will before the call, what would be a good hangout?  Where do we hang out?  Coffee 
shops, we go to Starbucks or Birmingham there's Red Cap.  We need to get folks with IDD to 
think about other hangouts, a park, trail, social network.  When I visit my two daughters in 
Denver they have these art places where you can take an art class on a Thursday or Friday 
evening and people have wine while they are doing it, but it is a socially engaging setting, they 
give you a canvas and teach you how to do art work.  We have to get out of the mode of 
seeing people hang out in Walmarts and things of this nature. 
What institutes good role model behavior?  This was another problem where I see some of the 
staff smoking cigarettes on the side of the building.  When I was doing the research on 
cholesterol, I was testing hundreds of people with intellectual and developmental disabilities 
and going to supported living arrangements, group homes, and you name it.  I would say more 
than half the time you would see somebody either eating something that wasn't really 
nutritious, not a good role model or they would be outside on the side of the building.  Maybe 
that's now smoke free, but they would be on the side of the building smoking cigarettes.  I'm 
not blaming them.  We know that nicotine is addictive but we need to think about role models 
how to work through the system.   
I can already hear a person thinking this:  How do we even find people who will be employed in 
a DD service provider system because you have minimum wages.  It's a tough job.  You have 
six or seven adults that you may have to be supervising at the same time.  So there is a 
challenge in the field that has been around for many, many decades. 
Of course, the key here is supporting the individual tracking and monitoring of the processed 
food intake and the sweetened beverages.  There's good and compelling evidence if you can 
get processed foods down, which are predominantly high in either fat or carbohydrates, but it's 
called the western diet.  The thing that is really destroying our society, sadly enough, is this 
western diet because it is composed of a very, very high rate of processed foods and these 
processed foods often lead to spikes in insulin.  Once the insulin jumps, fat is stored in the fat 
cells.  That's the way food is manufactured and brought into the cell through the use of insulin.  
You end up with Type II diabetes which causes all types of problems. 
The other big piece here is the sweetened beverages are a real problem.  I'll never present a 
presentation I did of all places, hot springs, Arkansas.  There were probably 200 adults in the 
room.  I would say 30 or 40 adults with intellectual developmental disabilities.  I had an 
individual with an intellectual disability come up to me after the meeting.  He said I just lost 23 
pounds.  I said that's fantastic.  How did you do it?  He said I switched from regular Coca-Cola 
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to diet Coke.  I said how many cans were you drinking a day?  He said he was drinking 14 
cans of Coca Cola a day.  I said that's amazing that you were able to stop that!  Of course, 
there are health implications to drinking diet Coke, but certainly that is better than the 
sweetened.  Each can has nine tea spoons of sugar? 
>> William Neumeier:  More. 
>> James Rimmer:  You take that and multiply it by 14 cans of soda, that pee what the man 
was living on.  We have to get people to drink more flavored water or water in general. 
On the organizational level, I think that the fitness centers and the Ys bear some responsibility 
in addressing this issue.  We have to be talking to our organizations about coming up with 
discounted rates for adults with intellectual disabilities.  There has to be transportation, maybe 
an Uber like app that you can develop in the community where you have volunteers helping to 
support people in terms of their transport to health and wellness facilities or parks. 
The second point is service providers should be developing a Bill of Rights for what constitutes 
a healthy institutional setting.  You need good signage, photos of healthy feed.  You need to 
have staff that prepare natural foods.  You go back to cooking or using the high pressure 
cookers where you can put a bunch of vegetables in and get them cooked up in no time.  We 
need better signage and visibility, places where people live are the default is more health than 
it is poor health. 
Food environments should be a healthy environment with more than less healthier food 
choices.  If they open up the refrigerator you have to think about more than 50 percent of the 
availability in your refrigerator or in your snack cupboard should be healthier in nature. 
Weight should be monitored regularly as I mentioned and also we need to be thinking about 
rewards for positive behaviors.  Everybody likes to get rewarded.  You know, the big thing 
today is everybody has a Starbucks app.  When they reach a certain number of stars, every 
time they purchase a drink they get a free drink.  And I can't tell you how many people have 
come up to me and say do you want a free drink?  I have a free coffee, I got my 125 stars, 
whatever it may be.  People are now into the app conscious world.  Many adults have an 
iPhone or smartphone and they can do this as well. 
From the community standpoint, all community events related to health and wellness should 
include people with disabilities.  Amy Rauworth and several of our NCHPAD staff are focused 
on community health inclusion.  This is a place where make sure that if there is an inclusive 
health coalition in your communities that adults with intellectual and developmental disabilities 
are represented. 
Any kind of health campaign that is being done in the community should include inclusive 
photos.  If you see anything coming out, certain forms of advertising sponsored by public 
health departments or programs, those programs receive federal funds to a large extent and 
they need to be inclusive and provide inclusive photos. 
Third, when we talk about the community we need to be thinking about the community is sort 
of a unit where many, many people who enter retirement are looking for ways to give back.  So 
certainly a program where you are walking with a friend with IDD for 30 minutes a day could be 
profoundly important forgetting seniors, people recently retired or maybe anybody in the 
community to really connect, but again if you are a DD service provider and here I live in 
Birmingham in Hoover, if I don't know or I'm not being contacted by the service provider I 
wouldn't be thinking about where would I go to volunteer 60 minutes a week to walk with a 
friend?  I wouldn't even think about it.  Just think of what you could do if you could come up 
with some kind of structure or system where people would be aware of this, maybe through a 
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mailing initially.  You know, you might end up with literally dozens, scores of volunteers to do 
this.  I know I would do it if somebody came to me.  I have time on a Saturday morning, I would 
be more than glad to do it.  But to aggressively seek that out, most people are not going to do 
that.  You have to reach out to the community, make it a contest, how many steps a day can 
we get among a group of people and have that reward system built into it. 
Finally under structures and systems, definitely we need greater inclusion in the inclusive 
health coalitions, check out the NCHPAD work site, am my's work on policy and advocacy has 
a campaign going with CDC to improve health coalitions across the country. 
Second, make sure that the healthcare system addresses obesity in people with IDD, 
particularly women as I mentioned earlier who have a very, very high rate of morbid obesity.  
Third, we need better transportation grids.  I know Easter Seals has been involved with this for 
many, many years in getting people to a transportation facility.  We need transportation 
infrastructure to get people to parks, trails, physical activity centers.  There are small policy 
steps, small p's, you on the call can take for your respective facility.  What I would like to 
challenge you to do is get hold of one of us either at AUCD or Will or over at the University of 
Illinois/Chicago, there are RRTCDD, and tell us what types of policies are your communities 
implemented?  If we know what you are doing either at the individual level or at the family level 
or the community legal or the organizational level or the systems level, we want to know about 
it.  We want to publicize that success so that other communities can learn how to do the same 
thing.  So tell us about your staff training and what kind of changes have you made to the 
household food structure?  What would you do if you had a client with high blood pressure?  
Or a client who was hoarding or stealing food from other people?  How do you address those 
issues? 
Know, those of you at the service level, you are the tried and true genuine saints of our nation 
because the work that you do to directly support someone who may have a dual diagnosis, 
they may have intellectual disability and have bipolar, they could have an intellectual disability 
and autism, or have a intellectual disability and be depressed.  Our hearts go out to you 
because you are in the area where nothing can get done unless it begins with that first step, 
which is the staff person who is dealing with several clients at the same time on a daily basis 
and trying to manage a multitude of things at the same time.  So thank you from my heart, 
personally, for the great work you're doing to provide a very, very important role for those in the 
community who want to live healthy with a intellectual you disability, do not want to be 
discriminated against and want the opportunity to learn more about how to take care of 
themselves and live a healthy lifestyle. 
With that I'm going to shut down and say thank you on behalf of myself, Will, and wrist teen.  
And then turn it back over to AUCD. 
>> Anna Costalas:  So we have time for some questions.  First I believe Christine is going to 
talk quickly about the policy brief.  Christine? 
>> Christine Grosso:  Yes, sorry.  I know that we only have a few minutes for Q&A.  I want to 
give everybody the opportunity to ask questions.  I want to let everybody know that the policy 
brief with all the resources and contact information has been posted at our AUCD.org site 
under resources and news and search for obesity and individuals with IDD.  That will pop up 
for you.  So take it away with Q&A to give people as much time as possible. 
>> Anna Costalas:  Great.  I put the link in the chat box.  That's how you can access the brief.  
And if you would like to ask questions you can raise your hand.  If you're using your computer 
microphone I can unmute you and you can ask questions in the chat box.  If you are on the 
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phone you can press * and # and I'll unmute your line.  There's three options there. 
(Pause.) 
>> James Rimmer:  Anna?  I want to tell the crowd questions are tough in webinars, obviously 
without the face-to-face interaction.  I want to reiterate that if you took down one very important 
point today and you want to follow up with us, you want to learn about a curriculum that is out 
there, want a little bit more training in Health Matters, you want to talk to Will about the policy 
stuff that we came out with, you want to have a workshop, an individual webinar, the RRTCDD 
is a really good place to go.  I think the key here, the outcome for us if you were successful 
today is now you have a place to go either to contribute your skill set because many of you are 
doing great things and you will be able to share with us what those are.  Also be able to find 
resources that will be of benefit to you.  Don't feel obligated to ask questions, but know that this 
is what we are all about is to help you in any way we can. 
>> Christine Grosso:  I'll add to that if nobody has any specific questions but maybe you're 
working on a project in a similar area, you can maybe take a couple minutes to maybe share 
that project with us, if you have an interest in that. 
(Pause.) 
>> Christine Grosso:  Is there anything in the chat box, Anna? 
>> Anna Costalas:  There is not.  It is a quiet crowd today. 
>> Christine Grosso:  Yeah.  It was a lot of information.  And again, our contact information is 
in the brief and on the slides Anna provided you with.  If you come up with a question or have 
more information or want more information, feel free to message us. 
We can end eight minutes early if that's okay.  I think people are typing. 
>> Anna Costalas:  I'll give it a second. 
(Pause.) 
>> Christine Grosso:  Well, we are getting really good feedback that it was good information.  I 
appreciate all of that good feedback.  You are very welcome.  I hope you guys follow up with 
the resources that we mentioned and all the links within the brief. 
>> Anna Costalas:  I will get the Power Point -- it looks like you may have your pop-up blocker 
on.  It uploads to your downloads folder.  I was just able to do it.  Someone was having 
problems downloading the slides.  There is the direct link. 
Well, if there are any other questions -- are there any resources you shared specifically for 
interpersonal and community-level support? 
>> James Rimmer:  I'll take that.  Christine went through all of the health promotion programs.  
In each of those programs, I can't say all of the programs, but in many of those programs there 
are interpersonal and organizational recommendations. 
>> William Neumeier:  Health Matters has group course work involved.  So where they provide 
training to the trainer.  Train the trainer and then you can have group classes.  So you have 
that social connection, interpersonal connection as well too.  So that's one of them. 
And you know, the social support is, of course, key.  If you can identify motivated individuals 
like-minded individuals working together or with the caregiver support, working with all the 
individuals that he or she supports, having that social structure, having someone to do it with, 
the accountability, and that camaraderie is a very key component.  I'm glad that point and 
question was raised because not going through it alone makes it a lot better, keeps you 
accountable. 
>> James Rimmer:  Yeah, just to follow up with Will, if you take each of the curriculum, which 
were excellent, everything that Christine presented today, has some element of interindividual 
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suggestions, individual -- intra-individual, within the individual organizational.  And you know, it 
kind of triggered a thought process here.  If there was an AUCD fellow or somebody who was 
available post-doc or student, Ph.D. student maybe even at the University of Illinois, Chicago, 
what would be cool is to break out recommendations by the curriculums by the social 
ecological model.  Here is what one of the rural programs says, here is what Special Olympics 
is doing at the institutional level.  That would be enormously important and also interesting to 
just see how these cross-cutting issues lay out among all the curriculums and programs at 
each level of the social-ecological model. 
>> Christine Grosso:  And Nancy also asked a question wanting to know if the information 
included working with our elderly population.  And aside from the child-specific ones I had 
mentioned, a number of the HHS, I wrote the acronym wrong in the chat, sorry.  HHS 
resources and initiatives do address cross-life span.  I believe Health Matters does also, right, 
Will?  Will. 
>> William Neumeier:  I think so, yes.  A lot of these are applicable across the life span. 
>> James Rimmer:  To follow up with that, in the RRTCDD, long acronym, was first funded, 
when I was there.  If Tamar or Kelly is on the call, they can jump in.  Big deal, it used to be 
aging with developmental disabilities.  There was a man there, Allan Factor, and I remember 
writing briefs on aging with an intellectual disability and again how does one maintain or 
prevent aging related conditions like osteoporosis, heart disease, et cetera, et cetera? 
So I bet you those are archived, whoever asked that question, on that website, aging with DD 
used to be and still is today, but at that time the center was specifically focused on that specific 
issue. 
>> Christine Grosso:  I'll say also when I was working as a direct service provider a few years 
ago I did work with a number of people who were over the age of 50 and we partnered a lot 
with the YMCA and we would attend a lot of their silver speakers courses.  We worked closely 
with them on modifying their program to be more accessible to people with intellectual and 
developmental disabilities.  That's again another example of community collaboration with 
direct service providers and the YMCA, for example. 
Then another question from Jean, any other needs based on what has been done and what is 
needed in terms of doctorate and public health focus? 
>> James Rimmer:  Yes, I think we need some kind of a position statement, you know, from 
several of us.  A D.C. kind of meeting where we have a position statement laid out about the 
importance of addressing issues associate the with obesity, lifestyle weight management 
among adults with intellectual and developmental disabilities.  The living arrangements are so 
unique, it really begs for someone to come up with a small source of funding to bring in ten or 
12 people to get the position paper written which we can take with us to every policy meeting 
or public health association meeting to assure that people with intellectual and developmental 
disabilities are included.  CDC is funding tens of millions of dollars on prevention of obesity or 
weight management, but again when you go through the programs you find they are often 
inaccessible.  So we definitely need some sort of a large scale high level position statement 
hosted somewhere in Washington, D.C. and then use this as our roadmap for future funding 
opportunities and for changing the dynamics of the field. 
>> Christine Grosso:  We are right at 2:00 o'clock and some people are talking.  Kimmie, you 
have a good question about the different ethnic groups.  I'll give you some information about 
the office of minority health and questions they are working on.  If you have other questions, 
email us.  I think that we have to end the webinar now, though. 
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>> Anna Costalas:  Thank you.  For answering these great questions.  Thank you to our 
presenters.  Thanks, everyone, for joining us today.  This webinar has been recorded and it will 
be available on the webinar library probably by the end of day tomorrow at AUCD.org.  If you 
have any more questions or have any questions about AUCD or the brief, the emails are on 
your screen right now.  When we close this webinar there will be a short five-question survey 
that will pop up on your screen.  Please take a moment to fill that out.  Thank you, everyone.  
Have a great day. 
(The webinar concluded at 2:01 p.m. EDT.) 
(CART provider signing off.) 


