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Redefining Communication Access

Release of the Annual Disability Statistics Compendium‑(Onsite)
University of New Hampshire 
(8:56:39 a.m.). 
>> Andrew Houtenville:  Good morning, we're going to get started in about a couple of minutes!  
(8:58:17 a.m.). 
Andrew Houtenville:  All right!  
(8:59:54 a.m.) Good morning, everybody.  
FROM THE FLOOR:  Good morning. 
>> Andrew Houtenville:  Um. 
I'm going to do a few housekeeping things before we get started:  
. 
All right.  
So, our sign language interpreters will be checking at the beginning of each panel. 
To see, if anyone needs services.  Their services.  And, they'll be calling for one now.  
If not, they'll sit back down, and they'll come back up for the next panel, also if people want to use CART, the CART transcriber has a small screen someone can use, if they want to sit in the back. 
And not ‑‑ approximate as close to the front, to see the screen.  
Just for some ‑‑ some kind of logistics:  
The bathrooms are around the FEMA desk.  You actually have to make it look like you're going into FEMA, on the far side; but skirt to the right.  
So don't go into FEMA!  
[LAUGHTER] 
>> Andrew Houtenville:  Try not to.  And, so please, don't do that.  You're on your own. 
We'll ask our NIDILRR colleagues ‑‑ also, there's wi‑fi, please refrain from using your wi‑fi hot spot.  We are broadcasting live. 
And, we have about 500 people registered online.  
How many people will be here throughout the day?  I'm not quite sure.  We'll be interested to see how things go out, when I talk. 
It was a joke.  
[LAUGHTER] 
>> But there is, please use the wi‑fi for the hotel. 
It's IHGnetwork. 
And, the access code, is capitol 2 capital, no capital letters. 
And Capitol with an O Capitol, so the access code is also on your table. 
>> Thank you very much, for everyone to show up, this is actually a record number of attendees in person, as we don't charge, charge a fee, we actually have over 120 people registered, to appear. 
People come and go during the day, when ‑‑ when we started to go towards, four panels, we've noticed that people come and go, and certainly a nice centrally‑located area; and we have moved away from the national academies in part to be closer to our colleagues at NIDILRR, and to other state ‑‑ or federal agency folks, the national academy was kind of off the beaten path, and not really connected to, public transit very quickly, so we made the move to here.  Please let us know, about this facility.  It was actually where I went to my first disability conference about 22 years ago, when my daughter was being born and I had a beeper, that's how long ago it was!  And this is probably our 15th or so, disability statistics annual event.  
And, we're really pleased to be here. 
It's a bit different.  We have a lot online now.  Compared to what we had, previously.  
And we also archive; so people can come and go, but it's great to have people here in person, and we hope to have a nice, lively event.  
We're going to do the standard format that we've done at the Compendium for years:  Is to present the ‑‑ the numbers, themselves, and then we're going to have ‑‑ hear from our federal partners, the data‑collecting agencies and in the afternoon we have two open panels.  Each year we pick different topics and in part relation to other NIDILRR grantees, the national institute on independent living on disability and rehabilitation research.  So that's what today's agenda is.  That's the logistics. 
I'm going to turn, the mic over to David Wittenburg, my colleague from Mathematica policy research, who is ‑‑ a part of the R ‑‑ the statistics RRTC.  
>> David Wittenburg:  (Approaching the podium) (9:04:10 a.m.) thank you very much, everybody, and welcome to the statistics annual Compendium release. 
I'm delighted to be here, partnering, with the University of New Hampshire, and ‑‑ as Andrew mentioned:  We've been doing this for approximately 15 years now; and I think one of the things that has really changed over that 15‑year period, is this ‑‑ concept between ‑‑ of engagement.  And that's the main point that I want to make today.  
And if I get lucky at the very end of this day, I'll actually get my technology working, because I wanted to engage, the Audience with some data collection, but that didn't quite work, so I'm going to fix that by the end of the day. 
But it's still a theme that I would like to put in your ‑‑ back of your minds as you think about the statistics that are coming out today; because what we're seeing, is that, disability statistics, usage is changing. 
And it's changing quite uh dynamically. 
Before our eyes, it's much like all data usage is changing. 
First of all, there's an increase in demand for data; and this is reflected in a number of different places, and if you're trying to think of ‑‑ so what is the statistics RRTC doing that's different?  The Compendium is much different and continues to change and continues to evolve year after year, and new measures things like DABLTment index and I think one of the things Eric is going to talk quite a bit about in a second, is there's a lot more data, the county and local levels. 
And demand at those levels for these data.  And this is really, really important when you think about disability policy, in terms of where is the interest in policy coming from?  Where is the next generation of interventions coming from?  
But there are also other issues that are allowing us better data.  One of them is, better technology. 
And there's more ways to engage people.  
I'm just curious, just by a show of hands, just wave people up here, how many people in this room have run their own surveys?  Anybody.  What types of forms have you used to run your own surveys?  
>> SurveyMonkey. 
>> Google forms!  
>> Qualtrics. 
>> These are great forms, and I think this is, like, 15 years ago, this concept wouldn't even be on our radar.  We now, have people, running surveys to set up meetings, and one way to think about data is that it's this new interaction, between people. 
It's actually a conversation‑starter.  A lot of times we heard the old adage, "I don't want to be a statistic", actually, the new adage should be, "I want to be part of the statistics," and I think that's really, really important, because as we talk about bridging the users of data with the producers of data, that divide is becoming smaller and smaller, particularly, as there's concepts like human‑centered designs, where people with disabilities are much more actively taking part, in the intervention development and refinement and the continuous quality improvement of the interventions. 
And they're doing that because we're able to use data in very creative ways!  
. 
So, uh, some of the things that I'm going to emphasize just at a glance to whet your appetite.  And I'm going to come back to this, at the end of the day:  
Just at the broad level in looking at the Compendium:  
What we find is, there are 43 million people with disabilities in the United States. 
17% of those people, do not have a high school diploma.  
Their employment rates annually, are 38% roughly, based on an employment‑to‑population ratio.  90% have health insurance, which is the good news!  
The bad news... and I think kind of the survey statistic jumps out to me is the poverty rate.  
26.9% of people with disabilities, are in poverty.  Now poverty has been declining throughout the economic expansion. 
But that number, is still very, very high.  
And it's something that I think we should think about in the course of the day.  
And in addition to some of the statistics that you're going to hear from, in the Compendium, and in a moment, I think it's important to think about the statistics in terms of our overall broad policy spending. 
Overall, we spend approximately 500 billion dollars on adults with disabilities. 
And the bulk of that spending, is on income and health supports. 
In contrast:  
We spend approximately 58 billion dollars per children, and the largest portion of that is on education, employment, and training. 
Now, if you think about that story for a second ‑‑ a couple of things sort of stood out when I looked at those data and statistics:  
And in the ‑‑ the very first thing is wow!  
We are really stopping our investment in people with disabilities, particularly at the transition age. 
Like, we moved from a system of we have got school‑based supports and school‑focused supports, and as they move into a work‑based world, we shift that focus, very heavily, to income‑based supports and health supports, and I think that's very, very important.  
And it's a broad brush, and I'm painting things very, very broadly with the data that we have here.  
But I think it's important, to think about this overall story. 
And particularly in thinking about the life cycle for which we're tracking statistics for people with disabilities.  
So... I'm going to turn it over to Phil in a second.  
To talk a little bit about on NIDILRR's behalf, but one of the things that I do want to tee up is I've gone broad.  Eric is about to go, much more detailed I think, using state maps and going right into the details, because, those broad statistics that I just mentioned, cover a lot of heterogeneity in terms of the diversity of outcomes of people with disabilities. 
There are people with disabilities in some states that are doing far better than in other states!  And that raises questions of how, and why?  And when you think about sort of the impact of some of these statistics, and how they're being used:  I think it's important to look at these statistics, and ask yourself the question of why?  It's not only what isn't working?  But also what is working?  And I see that is sort of the next evolution in terms of how disability data are being used.  You're no longer having this what I would call, distant scientist perspective, what you have is an active engagement of both producers and users in the development of Policy, and I think that's going to be a key theme going forward.  
And you're going to hear a lot about that, particularly towards the end of the day, when we're talking about the opioid interventions so with that, I will turn it over to Phil. 
>> Mr. Beatty (9:10:55 a.m.) :  
(Approaching podium) good morning, everyone. 
FROM THE FLOOR:  Good morning. 
>> So my job, here is just to briefly, welcome you, all, to this important event. 
As Dave said on behalf of NIDILRR.  At NIDILRR, we have really come, to greatly‑value this gathering, of experts and colleagues from around the country.  
It's good to have so many data nerds gathered in one place. 
[LAUGHTER] 
>> Mr. Beatty:  Especially data nerds with a shared mission of, collecting and analyzing data, to guide policies, and services, and approaches, and interventions, to support positive outcomes for people with disabilities, living in the Community.  That's why we're all here, that's why we put our data nerd powers to use.  So for that important mission. 
So thanks for being here and being an important part of that discussion!  

>> Mr. Beatty:  Just thinking about this:  
And about this collection of expertise, you know, the Compendium, is a collection of data from a wide variety of sources. 
This meeting is a gathering of colleagues, and friends, from multiple Agencies, and perspectives.  
So I want to take this minute or so, to really welcome colleagues from the National Center For Health Statistics.  The CDC... 
The Office of Disability employment policy, all of our colleagues from ACL, the administration for community living; health resources and services administration; and... the important diversity of ‑‑ of disability advocacy organizations who are represented here in the room; and in the online audience. 
So welcome, everyone!  And it's great that we're all here together.  
So last year, when I was here, Andrew, last year when I was here last year we joked a little bit about this I had about 40 minutes on the agenda and this year I have about seven minutes. 
>> Andrew:  That's because they have last year's speech online. 
>> Mr. Beatty:  They can see what I said online, anyway, there's a risk here of not being able to go as viral, you know, if I have limited minutes; so ‑‑ just for the future, you know, that dynamic. 
>> Lower chances. 
>> Mr. Beatty:  The dynamic speaking style.  So anyway last year ‑‑ seriously, when I was here I did talk about the importance of the social model of disability.  
And how disability outcomes, are a function of the person.  Interacting with the characteristics of her environment.  
And ‑‑ and I noted that we need to get a lot better, as a field, at collecting data.  About the characteristics of environments; in which ‑‑ in which we all live.  
And, these are ‑‑ and I ‑‑ I brought up examples of variables, like, characteristics of the accessibility of the built environment;. 
Or the extent to which the Policy Environment, is conducive to positive outcomes of people with disabilities.  
So, that was last year.  
And it's been an excellent discussion, since then.  
And I want to thank the disability statistics ‑‑ RRTC team for ‑‑ for taking that discussion and engaging in that discussion with us really seriously, and I see there are new sections in the Compendium.  And Dave mentioned this. 
New sections in the Compendium that begin to look at environmental factors that have an impact on all of our lives; and determine the extent to which we have a disability. 
So, I really look forward to continuing that discussion; continuing those efforts at data collection, around, sampling. 
And collecting data about characteristics of the environment.  Not just sampling people, but sampling environments and the characteristics in the environment.  
And that's always been important to NIDILRR; the social model of disability, and we'll continue to engage in that discussion, with all of you.  
But the main point is:  We really appreciate the strong effort and inclusion of those kinds of variables.  More so, in this Compendium, and more so in future work that all of us do.  
So we really appreciate that.  
So just looking forward to the day here:  
And wrapping up, I'm looking forward to later this morning, hearing about what is hot in federal disability data collection.  
This is really the foundation of everything that we do, and I think the foundation for the day; so I'm looking forward to that.  
I'm....  there are a number of new topics on the Agenda. 
And I'm particularly looking forward to hearing from ‑‑ from the rural RRTC. 
For the first time, this year, there's a part of the Compendium, that focuses on disability in rural areas; and thank you, to the rural RRTC, for doing that work to bring this material together.  And work with staff of RRTC to get it into the Compendium.  It's a great effort.  
Looking forward to the discussion of opioid use disorder; and on that later panel this afternoon, there's going to be some discussion of the experiences, the employment experiences of people with psychiatric disabilities or serious mental health disabilities. 
And I think that's a first for the Compendium roll‑out; and at NIDILRR, and elsewhere, we're looking forward to, again, continuing discussion about how to... better or best, again, sample and collect meaningful data from people with serious mental health disabilities. 
It's ‑‑ it's an area where we still need to do... better work as a field.  
So really, today, there's just a lot to look forward to; and thanks, really, to Andrew, and the Team for pulling all of us together.  
Pulling all of this detailed information together.  
State‑level data, county‑level data; and thank you, all, for dedicating yourselves, to a day of sharing and learning from each other.  
About this critical business of appropriately, and, you know, appropriately‑collecting and analyzing....  data about ‑‑ and for ‑‑ our fellow citizens, with disabilities. 
So thank you, all, I'm looking forward to the day's discussions with we're not too far over, so thank you.  
(9:18:37 a.m.)(Withdraws). 
>> Andrew Houtenville:  Thank you, Phil, thank you, Dave.  You know, it's really great to see a lot of people filtering in. 
Some familiar faces.  It's really ‑‑ I see you!  
So, we're going to move on, to the next panel and get straight to the numbers, Kim, going to come up and we're going to have a panel of the folks from New Hampshire who‑built the Compendium and so forth. 
>> Kimberly Phillips.  I'm with Kimberly Phillips I'm coprincipal investigator of the disability statistics and demographics rehabilitation research and training center, or as you've already heard us call it the stats RRTC, I'm very pleased to introduce this first panel of my research colleagues at the University of New Hampshire institute on disability who will be sharing updates and additions to this year's release of the core products of the stats RRTC dissemination projects. 
You'll hear from Dr. Eric Lauer, about the annual Compendium on disability statistics; Andrew Houtenville, will discuss the annual report on disability in America; and Dr. Megan Henly will share about the state county‑level reports.  
And before I turn it over to them, I would just like to point out that, in addition, to the discussions that Phil mentioned about capturing environmental contextual variables:  Many of the updates and additions you'll hear about from this panel were motivated by requests from the Community, from the end‑users of disability statistics.  
Who got in touch with us at some point, to ask for help, finding the information they needed, or requesting customized estimates for a subpopulation, or a topic of interest to them.  
One of the great things about the stats RRTC is our ability to provide these kind of technical assistance, at no cost.  
And whether you have a question about something that you've seen in one of our Compendium tables, or you would like to know where to find a a specific statistic ‑‑ whatever your disability statistics needs are ‑‑ you can ask us for technical assistance. 
And I want to let you know:  That to do so, you can get in touch with our Web site, researchondisability.org or call our toll free number or relay service, and these are included on every page of the Compendium, so easy to find!  
And we're very happy to help.  
And there is one thing... that I want to ask that you can do for us:  
When you find yourself using the Compendium, or the annual report, or the state‑and county‑level reports ‑‑ call us or e‑mail us and tell us about it!  
Your feedback, is really not easy to get.  As I'm sure many of you understand and try to do the same.  
But we really value it.  
It helps us plan and improve future products, so that we can maximize the usefulness, and the usability of these materials.  
So please get in touch!  
We would love to hear from you.  
And now....  you will hear from us.  Starting with Eric Lauer!  Thank you (withdraws.)
(9:22:00 a.m.). 
>> Eric Lauer:  Good morning. 
My name is Eric Lauer, I'm an epidemiologist at UNH working on the stats RRTC.  

>> Do we have a clicker?  
>> Eric Lauer:  There we go.  
(A pause). 
>> Kimberly Phillips:  We have only been here since 6:30, preparing so no worries!  
[LAUGHTER] 
(A pause). 
>> For those of you online, we're trying to get the clicker, to advance the slides (Andrew Houtenville). 
>> (A pause). 
>> While we're waiting... 

Andrew Houtenville:  So disability trivia!  

[LAUGHTER] when was the last time, the United States did a survey of the population with disabilities?  
A surveil solely‑designed. 
>> Julie. 
>> 1994, '95. 
>> That would be the National Health Interview Survey on disability.  
>> Correct. 
>> 1994 '95. 
>> Does anybody remember ‑‑ 
>> I don't know what your prize is, Julie!  
[LAUGHTER] 
>> Andrew Houtenville:  The person who was instrumental in getting that off the ground?  
 Who was name begins with a G. 
>> So, Gerri. 




Andrew Houtenville:  So some of the history of the disability statistics goes back to the ‑‑ 
>> We're ready. 
>> Andrew Houtenville:  National survey on disability.  I thought it was interesting, we have if in that broad sense, nobody can hear me, she says, so Eric, take it away. 
>> Mr. Eric Lauer:  Thank you, I'm going to introduce and present a little background what's new with the 2019 Compendium this year, I'll discuss the purpose of the Compendium, I'll introduce our Compendium products and discuss the how we expanded the Compendium this year and also highlight where people can access the Compendium and get technical assistance. 
(Pause) the Compendium is an amalgam of statistics for people with disabilities, it uses multiple data sources to provide, an overall picture of the experiences of people with disabilities, living in the United States. 
The original impetus, behind the Compendium, stems from the fact that disability statistics, are spread across multiple agencies, Web sites, reports, and data sources; and they're often very difficult to find in and interpret and compare. 
And so the goal of the Compendium and Compendium reports is to gather all of this ‑‑ uh data together, in a series of transparent, streamlined accessible sources. 
(Next slide) "data sources" the Compendium uses multiple data sources over eight federal agencies and some of the examples of what we include, use the American Community Survey, which is used for data collection, similar to the decennial census, we also use the current population survey. 
Which we focus on for labor force statistics. 
Health statistics are gathered from the behavioral risk factor surveillance survey; and Social Security Administration reports are used to present a profile of people receiving Social Security Disability benefits. 
The ‑‑ the topics in the Compendium include prevalence, demographic characteristics, health, employment, Social Security Disability benefits, and health insurance. 
Where possible, statistics for people with disabilities, are broken down by demographic factors for each topic. 
The majority of statistics in the Compendium, focus on counts and percentages; and all information is ‑‑ all this information is provided in detail in section text, which is dynamic and interpretive, and we also include a glossary of terms and definitions in the back. 
This dynamic section text, um, it's included in each section and there are sentences which give interpretation and understanding of the various estimates.  So for example:  In a table, about disability prevalence in the United States, and states ‑‑ the states with the highest and lowest disability prevalence will be highlighted; and that type of thing, we've developed so that every year, or with every new report, we can have that type of text automatically‑generated. 
So people have a way of interpreting each table.  
(A pause). 
>> Mr. Eric Lauer:  (Continuing) all right.  Our current products, four major projects that ‑‑ products using our infrastructure to build, the annual disability statistics Compendium, which I've already mentioned. 
2) the annual disability statistics supplement, which is an online digital companion to the Compendium, it's hundreds of additional tables, and it provides breakdowns of the key disability statistics in the Compendium; across... across factors like disability type, age, race, and gender. 
And several years ago, we, first, decided to add the Supplement, because there were so many statistics in the ACS that you could produce using the public‑use files that nobody else was really publishing, so we decided to exhaustively stratify across every factor we could.  
We also produced the annual report on people with disabilities in America which is going to be introduced and discussed next, by Andrew Houtenville. 
And we also produce a series of state reports for county‑level data which is going to be introduced and discussed after the annual report by Megan Henly.  
(A pause). 
>> Mr. Eric Lauer:  (Continuing) so this year, we expanded the Compendium, and added four new sections of content:  
These include sections focused on functioning. 
Industry and occupation. 
Housing environment.  
And rural disability statistics.  
The first section on functioning, presents statistics on people with multiple disabilities. 
And what we did was we focused on self‑care and independent living disabilities as measures or proxies for having difficulties with the environment; and then we estimated, the counts and percentage of people with ‑‑ with functional limitations, vision, hearing, and ambulation and cognition ‑‑ who also report self‑care or independent living difficulties.  
The second addition is on industry and occupation.  
And it presents the counts and percentages of industries and occupations people with disabilities work in, overall, in the United States, and then we also have... the foremost prevalent industries and occupations for people with disabilities by state.  
So you get four tables at the top, four most prevalent industries in the top 4 most prevalent occupations. 
The ‑‑ the third section that we added:  
On home environment, presents statistics on housing quality, age of home; and housing type for people with and without disabilities.  
And the housing quality features in the section, include lacking a complete kitchen, lacking complete plumbing, overcrowding and cost burden. 
And when you combine those four factors ‑‑ and analyze them individually, per individual, an individual experiencing two of four of these features, is considered to live in poor housing quality, which is part of a multidimensional deprivational index of poverty published by the census bureau and work with them and apply the same methods they used to publish their reports, to develop the statistics we have here. 
The fourth section, the rural section that we added, presents statistics for people with disabilities by population density.  
Known as metropolitan or nonmetropolitan areas. 
Often referred to as "urban and rural" classifications. 
And this new section is a collaboration with the rural RRTC, and presents maps and tables of social demographic factors for people with disabilities, by metropolitan and nonmetropolitan status.  
A couple of additional features:  
We ‑‑ across all our products, we developed a feature where you could download the Excel file ‑‑ 
>> Phil Beatty!  
[LAUGHTER] Phil's been asking for that for years!  
[LAUGHTER] 
>> Eric Lauer:  Based on user feedback.  
[LAUGHTER] we developed a file so you can choose to download the HTML, if you want a purely accessible version, but you can also download an Excel file, which gives you every table in a simple CSV file that's easy to manipulate, copy, and paste, use however you want.  
We have developed a new reference system for each table, to make specific report tables easier to cite; and made it a little bit prettier, with new borders and backgrounds.  
[LAUGHTER] 
>> Mr. Eric Lauer.  Our future work includes expanding the Compendium sections across a variety of topics; including mental health. 
Family and household size. 
And structure. 
And transportation.  
And we're going to continue to expand our state‑specific reports across topics, focused on the Compendium, so this year, we added poverty. 
And, I think, next year we'll be looking to include either earnings, or health insurance, and we're going to also continue to develop and update our Web site.  
(A pause) thank you.  (Withdraws). 
[APPLAUSE]

(9:33:07 a.m.). 
>> Mr. Andrew Houtenville:  
So we're going to go through pretty quickly, we like to try to do as much question and answers, Q&A, at the end. 
For folks and online folks will have an opportunity to send in questions as well.  Thank you, Eric. 
It's really been a big year, actually, for the Compendium.  It also represents not just an expansion of the data but really the culmination and desire to use the Compendium, to collaborate; and so the housing data our colleague Deborah Brucker works with folks in HUD and they're very interested in seeing us having a housing section, you know, we could do the same with transportation. 
You know, work with folks at the U.S. Department of Transportation, we can do the same perhaps with SAMHSA, and develop, in concert with some of the RRTCs that are doing these areas, so we've been collaborating this year with the rural RRTC and we'll continue to have that section each year, but we're going to add on sections or have sponsors to sections.  
For these sponsorships so that people help us build the tables that are most impactful for their area of policy or advocacy. 
And so....  the Compendium first started with me just grabbing one some, or as much data online as possible, scraping it together into Excel and, you know, getting a designer to publish it. 
And now, I think, the approach is if we want to continue to expand the impact and the potential to reach people is to collaborate with the experts from each section.  
And so, maybe we do the poverty center in Kentucky, have them bring them into our poverty section.  
You know, and try to create partnerships like that, that will expand it. 
Same with the online materials that Megan and Eric had talked about, Megan will talk about is to develop corelationships to push the data out there.  Because it really about how the data impacts the policy of policy‑makers and advocates and people with disabilities; and I echo Kim's call for let us know.  If you find something useful or you're using something, particularly if you're using, you know, to promote some kind of social change; or some form of Advocacy, ‑‑ please let us know, because that helps us understand what's helpful.  What's not.  If you fundraiser it helpful, we may be able to package something in, like, an infographic, we can, then, give to everybody else, because there may be lots of other people like you who find that useful.  
So....  with that, I'm going to turn it over ‑‑ to the annual report on people with disabilities, in America.  
And so this is kind of a ‑‑ ‑‑ a statistical ‑‑ well, it's an executive summary, of sorts, of the Compendium. 
However, I've changed it over the last couple of years, from being kind of a bunch of maps, which it was originally; to being a study of time trends. 
So if you're at home, or in the office, you can go to disabilityCompendium.org or to the event space to find a PDF, or HTML, accessible, versions of this document.  But also if you're here, you may have picked one up (indicating). 
At the ‑‑ at the front.  
And so what I want to do is I've... I've modeled this after the concept of making a call. 
So the national Bureau of Economic Research is the place that makes the call of whether the country is in recession or not.  
Right?  And it's a big decision. 
Are we in recession, did it turn into recession?  Are we seeing recovery?  
Right?  
Are we seeing growth?  Growth is a ‑‑ you know, basically we met where we were previously.  We were covered and then the economy's growing, all based on economic growth, gross domestic product is used to make that call. 
And so... each year, you know, I want to be able to make a call.  Did things get better or not?  Right?  
Some years, we may not see change.  
And, in fact, this year, that's going to be the case for most of the indicators we're tracking. 
And indicators we're tracking were first developed by Bonnie ‑‑ a former Mathematica colleague, who did work with NCD, national council on disability, to develop and others, a matrix and that ‑‑ you were a part of that too, and Gina too. 
>> No. 
>> Andrew Houtenville:  No you weren't.  
[LAUGHTER] but, you know, I think in 2008, the idea was to develop a report that can be ‑‑ can be tracked over time.  Right?  
So, let me get to my PowerPoint.  
(A pause). 
>> Mr. Andrew Houtenville:  Do I point it at you, Kate?  

>> No.  It's doing a thing where it's advancing here, but not on there.  
[LAUGHTER] 
>> Andrew Houtenville:  Well, Kate, you can read the slides to them.  

>> Let's try this.  

(A pause). 
>> Mr. Andrew Houtenville:  Okay, that's a nice screen savor!  
[LAUGHTER]  saver /* nice screen saver.  I did recently go on a Caribbean cruise, it rained the whole time.  
[LAUGHTER] all right, that was me, that's me.  
Mr. Andrew Houtenville:  The overall goal, is ‑‑ to ensure kind of a presence, I think David and Eric both mentioned and Phil ‑‑ that statistics are a way of characterizing a population of providing identity, and we better make sure we do it in an appropriate manner. 
A colleague once said that, you know, statistics give them a personal sense of identity; that in fact, this person felt alone. 
And when we started developing publishing statistics, it gave a more of a sense of Community. 
And so the first thing is to ensure a presence of people with disabilities, in the context of discussions around social and economic progress. 
So that's why I want to do time trends. 
I'm ‑‑ I think Dave, you raised an important point:  That some people in some states are doing better than others. 
And that's an important research question of why?  
Right?  And there are people that have, you know, talked about that. 
But I want to look at progress.  Now, um, we're going to track year‑to‑year progress of key indicators and there's certainly three areas indicators are falling into.  One is just the size of population of people with disabilities. 
I also talk about living in institutional settings, although, we can't distinguish between corrections facilities, and skilled‑nursing facilities in the public release file.  
But we'll talk about that, but also, Phil will talk about the economic, and social well‑being of people with disabilities, and we'll look at poverty rates. 
Track them over time.  
But ‑‑ what Phil really pushed the last time was the contribution of the environment, to ‑‑ what I'm going to call ‑‑ the inablement‑disablement process, an old IOM statement from Allen and Elizabeth and Lois from many years ‑‑ and I'm going to focus on ‑‑ how much time do I have left, seven minutes, 20 minutes. 
>> Ten minutes!  
(9:40:53 a.m.). 
[LAUGHTER] 
>> Mr. Andrew Houtenville:  So I'm going to ‑‑ yeah, we make the call. 
Statistical significance:  So this is, you know, if you go to, say, a lot of publications, government publications, the Compendium ‑‑ you ‑‑ if you want to make statistical inference of bigger or greater than, you need really, standard errors. 
And, you know, painting a picture demographically, telling a story is one thing, making scientific statements is another.  
This is the one document, in the annual report, where we really focus highly, on statistical significance. 
Whether something increased or not.  
All right?  
And I just ‑‑ taught statistics, last week. 
What a standard error is, and what a T statistic is, you know, the ‑‑ the bigger the difference, the more likely you are to detect a difference. 
The bigger the sample size:  The more likely you're able to detect, the ‑‑ and the smaller the variants ‑‑ variances, the more likely you're going to detect a difference, but it's not guaranteed. 
Right?  
Please be mindful:  
That, statistical significance is not the same as meaningfulness, meaningfulness would come from a panel of experts, or personal opinion.  
But what we can say, when we say something is "statistically significant" it means that we see it.  We saw it with this data.  
However, when we don't see something, we can't say we didn't see something. 
Because there may be another data set out there, that shows that.  
That's kind of, like, all swans are white?  Right?  If you find one gray or black swan, you've automatically ‑‑ you know, rejected that hypothesis, so really what we're doing is we're saying we can detect a change; or well, we can't really tell.  Given the data.  
We can almost never say, "Never" we can almost never say, we didn't find something, because there may be another data set out there, that shows that effect.  
As long as we don't have to subpoena, the results to get there.  

[LAUGHTER] 
>> Mr. Andrew Houtenville:  Thank you.  
[LAUGHTER] all right.  So, also one thing we'll do is we'll focus on the gap between people with and without disability.  I tend to use the absolute gap, just the straight difference, between them.  
You can do a relative risk ratio.  Generally, the results are not that much different.  Sometimes they can be.  But the gap, for me, is easier to translate.  It's just a percentage point difference between people with and without disability, as well as a relative risk ratio. 
Overall results:  
So all gaps that you see, between people and without disabilities, exist.  
According to these data.  
We do observe them.  
So that's a ‑‑ an important thing, sometimes it's not surprising, these gaps are so big, right?  
But every single one of them are, and so, that's reassuring in the sense of when we point to gaps, say, in the Compendium, that these are pretty ‑‑ pretty precisely‑estimated.  
(A pause) Andrew Houtenville:  So all gaps are statistically greater than zero; so one tail test there, the "with" exists. 
Changes in gaps is a different story:  This year there were not many narrowing or widening of gaps detected. 
Compared to previous years.  
For many years ran statistics presented grants for NIDILRR and a longtime collaborator on the stats RRTC, warned me if you do year to year changes there may be years where you're not able to see anything, right?  
And this happened ‑‑ actually ends up being one of those years; and given what we see, say, for the employment rate, I don't know if people follow the monthly nTIDE so we do a monthly nTIDE ‑‑ the last couple of years have been pretty flat in ‑‑ five minutes?  
(9:45:15 a.m.). 
>> Mr. Andrew Houtenville:  So let me speed through:  So you're not expected to see this chart.  It's going to be the kind of ‑‑ in fact I would like to say I blurred it on purpose, but I didn't. 
But these are all the gaps. 
Right?  
[LAUGHTER] 
>> Mr. Andrew Houtenville:  There's, I think, 13 indicators, some aren't true gaps, the prevalence rate isn't a gap.  
The disability ablement index at the bottom isn't a gap, but these are all the ranges, and those are all the numbers from year to year; and this is the statistical significance, so if there was an arrow up or down, that means it either widened or narrowed.  You don't have to read this. 
It's just to show, kind of a plethora of ‑‑ of possibilities so let's take out the numbers. 
And so what you can... glean from this, (indicating). 
Is ‑‑ um, that, in prior years, there were lots of gaps that were either widening or narrowing. 
This year we only see, the number of people, the percentage of people in institutional settings, has increased, relative to people without disabilities (referring to PowerPoint.  "Overall") I'll show that in a second.  So there's not a lot of action. 
And this is consistent with what nTIDE's been finding.  Employment drives many of these things. 
So employment is ‑‑ is related to private health insurance. 
It's related to poverty. 
It's related to earnings. 
But we really didn't see a lot of movement.  
And that's okay.  It's not to say that there was no movement.  It's just that we didn't detect any movement.  
There could have been movement out there; we just don't have the data that shows it.  
(Pause) a couple of other things before I move on too much:  Compared to last year, so one thing I did, was added institutional settings. 
Right?  
So, the deinstitutionalization movement of the 70s and 80s, was a huge success.  And still has a lot of power behind it with the groups that developed over that time.  
With deinstitutionalization of adults and youth with disability. 
And... I decided to add an institutional setting.  
This is in substance getting to the environment that Phil was talking about.  Kind of one of the most big strokes ‑‑ big issues, with regard to where a person lives in the community; and in a house or apartment.  Or in an institutional setting. 
Another one that's added on the bottom (indicating) we did the percentage of workers with disabilities, who use mass transit.  
Right?  So I'm not sure this is the best one, you can talk to some housing folks, or ‑‑ transportation folks to get a sense of whether this is the kind of nicest, quick way to capture. 
But it was something that came out of the NCD Report. 
Recent home construction.  So the percentage of people living in recently‑constructed homes.  And so this is 18 to 64, tried to use 64 because I don't want kind of aging policy, or aging issues to play into this. 
And so, we looked at the percentage who live in recent homes, thinking that, No. 1, this is quick and easy, compared to some of the more complex and contextual things Eric put into the Compendium this year but the idea is if you live in a new home ‑‑ it's more likely, a new home or structure, it's more likely to be accessible.  
But, also, it's probably also in some sense related to poverty.  If you're in poverty you're likely living in housing that's older and perhaps less well‑maintained. 
And then the disablement index:  So let me go ‑‑ this is the prevalence rates, so the prevalence went down from 13.2 to 13.1, that is statistically significant.  Now, whether it's meaningful is in the eye of the bolder. 
 Beholder.  The percentage living in group quarters, so the gap between people living with and without disabilities, increased. 
Slightly.  
Between 2017, and 18 (referring to Figure 2) and has been roughly declining, although, you know, I also spend some time, in time series econometric circles and we need many, many years to show a downward trend or upward trend.  
This is by no means enough to where we can say some things are going up or down on a trend level.  We're just doing year‑to‑year changes.  And, again, we couldn't separate out corrections facilities from skilled‑nursing facilities. 
So that's why I'm doing comparison between ‑‑ with and without disability.  
The last one is the disablement index, and I've been talking about this during work with some folks around the contributions, zero, seconds, and this is the percentage of people, you take people who have already identified ‑‑ they have hearing ‑‑ hearing difficult, vision difficult, ambulatory difficulty and cognitive difficulty.  So you use the first 4 questions of the American Community Survey sequence on disability. 
And then you say which ‑‑ what percentage of those people, also said they have difficulty going outside home alone?  
To run errands, like go to the doctor. 
And we see a tremendous amount of geographic variations. 
So I have a couple of papers I'm working on with folks that shows the geographic variation in this. 
And in fact you do see people having difficulty going outside alone, people with physical difficulty in places with big topographical changes (indicating). 
We have topography measures ‑‑ report more likely to report this kind of difficulty.  So there is some veracity behind this index. 
And index has been increasing.  Now, Dave, I don't know if you're going to do your thing. 
[LAUGHTER] 
>> Andrew Houtenville:  The question is ‑‑ 
[LAUGHTER] you know, I would want to age‑adjust this, before anything else. 
But, this is the percentage of people, who if you go back to, say, bag to the disablement process, this is kind of that transition of when do I have an impairment?  And when is that impairment disabling?  Right, when does it limit my activity outside activity?  
And this is related to housing structure. 
So I have 500‑table paper that I've been working on for. 
[LAUGHTER] 
>> Six years.  
[LAUGHTER] some day we'll publish that paper.  I'll turn it back over to kim. 
Megan?  [Sic].  Bye.  
(9:52:15 a.m.). 
[APPLAUSE]

>> Megan Henly.  (Approaching the podium). 
>> Does the clicker work?  
>> Let me check, yes, so ‑‑ I'm Megan Henly, I'm here to describe the third in the series of updated data products. 
This is the state‑level report to the the county level data.  Just as a little bit of an over view, I'll be letting you know what you can expect to find in the reports, and if you've been to the Compendium event in the past, I'll share what's new from last year. 
In addition:  I'll end with a quick plug, on another data product that was mentioned, at last year's Compendium. 
And that is our new series of intersectional infographics, with a new topic focus for each year.  
So... why state level reports (referring to PowerPoint) so the goal with all of these data products, really is to advance the use, and usefulness of disability data and statistics, to inform disability policy and services. 
So to that end, as we've all mentioned ‑‑ we're providing data products that either had been requested of us, in the past, or we anticipate people would use.  The idea is also just to get people thinking about what types of data exist, so that data users, potentially, all of you ‑‑ can come to us and say, "Okay, if you have data on disability and poverty for example, and you have data on disability and gender" would you be able to give me disability by gender, by poverty?  Or whatever would be in response to your needs. 
So taking a look and seeing what's in these reports, it might bring about some additional questions.  
(Pause), if you want to provide evidence about the size of the population you serve, or evidence about the extent of a disparity by disability status ‑‑ then that's what these products exist for.  
So as Eric Lauer noted, we have the Compendium and supplement; that give you the most recent national and state‑level statistics, as Andrew mentioned, if you want some information about trends over time, that's where we have the national ‑‑ the ‑‑ the annual report for.  
Megan Henly:  Now, the state‑level reports are useful if you want local, county‑level disability data.  Or if you want a sense of how much variation there is, in your state.  
That's kind of the idea behind the state‑specific reports.  
(Next slide) "state reports" so just to be clear, there's individualized reports for all 50 states on three topics. 
So, for whatever state you're particularly interested in, we have one report, on disability prevalence, one on employment by disability; and new this year.  We have one on poverty by disability.  
These, as I mentioned, provide both state‑and county‑level statistics; so for each ‑‑ for your state interest, we'll have all the counties listed in there.  They rely on five‑year estimates from the American Community Survey, and most recent data we have are for the years ending in 2018.  
(Referring to PowerPoint) a little bit more about what you expect to find for each state‑level report:  Whether it's the one on prevalence or employment or poverty:  We display tables with both the count and the percentages. 
For people without ‑‑ with and without disabilities in each county in that state.  
We also offer interpretive text, highlighting the average in each state and the counties with both the highest and lowest values, with respect to prevalence employment, or poverty.  
There's a bit of a discussion about methodological considerations in addition we have the nice county‑level heat maps.  We have one on the count.  And one on the percentage. 
Many of the data requests that come to us are looking for ‑‑ size of the population. 
But also it's useful to keep in mind, like, the percentages, the relative ‑‑ the relevant number [sic]. 
So the example I have here, we have a heat map on the percentage of people with disabilities, in the state of Maine's 16 counties. 
(On PowerPoint:  What you can expect to find) so the darker colors indicate a larger percentage ‑‑ I'm sorry, of people with disabilities. 
And we see that in the northernmost counties, where the percentage is 21.6% and higher. 
And in down east eastern southern Maine you'll see the percentage of people with disabilities, is lower. 
11.4 to 15.2%, what we would anticipate for your state, you would be able to see a map like this, and you have a story to tell.  
And so in Maine:  
The more northern counties, lower population, higher concentration of older people ‑‑ in the southern part, we see more migrants, more....  younger folks. 
And so that ‑‑ that's kind of the story for Maine, but we would expect that, you know, for whatever state of interest you see that; and there's a story that you can tell that helps explain why you see those terms.  
(A pause). 
>> Megan Henly:  (Continuing) new for this years, we have updated the legend, the size, and the colors, all in response to user feedback.  
We have expanded topics, so I mentioned this year we added poverty. 
In the upcoming years, we anticipate, adding, perhaps earnings, data in future as well, we'll look to some of the content that's in the Compendium things like health insurance coverage as Eric mentioned; or veteran status, education ‑‑ again, these topics we keep repeating, these are responses to data.  These are needs, if you're using state level reports we want to know how you're using them.  If you're interested in a specific topic, let us know, because that can help us to kind of prioritize, what people will be using... 
Megan Henly:  So, beyond the state‑specific reports, I did mention, I wanted to talk about the infographics as well.  
So I know that last year our Compendium there was a presentation or discussion about this effort.  So I wanted to just end with a bit of an update on that:  
This is going to be part of the kind of suite of data products that we provide; and the idea behind the annual infographic is that, we focus on the intersection of disability with some other topic of interest, and highlight some of that data.  
This is produced in collaboration with AUCD, and other advocacy organizations, and research centers. 
So....  
For this year... 
Megan Henly:  Our infographic is on the intersection of rural and disability issues, and done in collaboration with the RRTC rural, and state of Montana who you'll hear from later today, so I just want to discuss this as a product that exists.  
I'm not going ‑‑ I'll show you a brief screen grab of it.  We have some outside on the entry table with the other reports that we have out there; but the idea is, this is a complement to the Compendium section that has data on rural, because the Compendium is really so many numbers, it's meant to be kind of, like, a high‑level overview of some of the main trends at the national level on a single topic... 
So I do have a quick screen grab of the infographic I'll show you.  Not meant for you to read but to give you a sense of what it looks like.  It's outside, the main take‑away message, here, what we find is as places get more rural, disparities between those with and without disabilities widen. 
So we have topics here on disability prevalence and poverty.  We also have employment and health insurance coverage.  
I will also ‑‑ I have here, just a text description of what's in the infographic.  Because some people will be accessing these slides later.  Not really here for you to read.  It's a lot of words. 
But I do want to just close:  
Today, repeating the call, that Kimberly Phillips made at the opening comments:  
That it's just to say, really personally for me one of the most satisfying parts of my job, is when, someone calls up and asks for a really specific number that may be isn't in one of our products, but will serve a very specific need. 
And when we're able to respond to that, that's really meaningful, to us. 
So for instance:  I had a call recently about someone asking, can you give me the number of children who use wheelchairs and are living below the poverty line in my state?  
Or how many people in my community have a disability, and experience food insecurity?  
Or I had a map of my city's public transport system.  Can you tell me how many people in the area have a disability so we can map it against stations ‑‑ where the elevators are closer for instance?  
So when someone calls with these specific needs and we can answer that, we really love that.  So I just want to reiterate:  
Kim's request that if you're using any of this data, we would love to hear your story.  So if you have a chance to come up and talk to us during the day, that's great.  If not, we would appreciate just an e‑mail.  I have my e‑mail address up here, Megan.Henly@UNH.edu.  But we have our contact information throughout.  
So also, if you just have questions about how disability statistics may inform your work, we would love to have a conversation about that as well.  That's it.  
(10:02:07 a.m.). 
[APPLAUSE]
. 
>> Kimberly Phillips:  Thank you, so much!  Okay, we have plenty of time, for questions, and answers with the audience. 
And Marissa and Kumara are going to help to bring microphones to you so that our people in the room and outside the room, who are streaming live!  
Can participate as well.  
So who has questions?  Or comments for the Panel?  
FROM THE FLOOR:  
Q.	Oh, thank you. 
With regards to the rural information the county information, that's data that I haven't been able to really get.  
In the past.  
I'm working on a project right now, that is ‑‑ a five‑county project.  So when it comes to that county information, I don't know if it is that way, is it interactive in any way, where you can go on, and click, the county, to get ‑‑ and have that, as comparative?  
Because one of the things, I am actually working on in a rural community, five counties. 
Comparing that also, to state and urban ‑‑ so I would like to be able to compare that, because it's a workforce project, workforce opportunities for disabilities community, but primarily, I/DDs so I don't know if you can break it down, by the ‑‑ like, the I/DD? 
>> By disability type?  
Q.	By disability type.  And if I can pull that and interactively just choose 5 counties, take that data and compare that to the state data to another ‑‑ um... urban area. 
To see what that looks like, and if that can possibly, fill an infographic that would be great? 
A.	Currently the way the state‑level reports are set up, they ‑‑ there are PDF, and HTML versions, I believe there are CSV files so you can download ‑‑ unfortunately it's not broken down by disability type. 
We combine just all people with disabilities, together. 
That is something, that we could pull out, by disability type.  
Right?  
So, the ‑‑ if you want to follow up you could talk about that certainly.  But the short answer is it's not how it's set up currently.  (Megan Henly). 
>> Mr. Andrew Houtenville:  I'll answer. 
>> I can speak to a little bit ‑‑ to getting county level data and classifying as urban rural ‑‑ we'll talk about this later this afternoon.  We have a look‑up tool that will pull disability data and also provide urban ‑‑ rural‑to urban classifications for the counties. 
And I'm just trying to remember if we do it by disability type but we can also do it. 
>> Yeah, we do it by disability type for the ACS questions. 
So the mobility, hearing vision, independent living ‑‑ those, but I can give you the link, and we'll talk about it later this afternoon as well.  My name is Lilly!  
>> Andrew Houtenville.  One word of caution, with that intellectual disability, and developmental disabilities, that it's really a functional question of cognitive difficulty.  
So it doesn't pick up kind of a diagnostic groups that you may be looking for.  
I've been doing work, combining cognitive difficulty, and difficulty doing self‑care ‑‑ so trying to get a little bit more of severity measures and combine those two measures. 
Your ability to do county‑level work, will depend on which counties.  
Some counties are easier to do than others, because they align with ‑‑ because we have public‑access, public use data, geographic locations are kind of buried a little bit, and have ‑‑ and these public use gray areas, and sometimes we can collapse them together to make a county.  Sometimes we have to add two counties together, because they can't separate them, especially for rural counties; so it gets a bit tricky. 
And it depends on your state, because the state ‑‑ it's hard to find, but we can definitely provide technical assistance, rural counties as well. 
>> Kimberly Phillips:  We'll go to one online question. 
And let's see who, in the audience, we can make our way towards you with the microphone to go next, is there someone else in the audience with a question.  Okay, so after the online question, we'll come to you, thank you!  
>> How are institutional settings defined, and what is/are the sources of the data?  
A.	(By Mr. Houtenville) good question for the annual report we're just currently using the American Community Survey, which is one of the two main ‑‑ one of the two big sources of the Compendium. 
Compendium also adds some administrative, and Medicare and Medicaid ‑‑ CMS and Social Security, but also, survey estimates from the behavioral risk factors panel survey. 
Institutional settings:  They're basically ‑‑ two, three, four, ways that the census bureau codes persons living situation. 
One is:  Living in the community; so living ‑‑ well, let me go back. 
There's households.  
Which could be homes, apartments, and then there is group quarters.  
And group quarters are where people live together but they're not necessarily related.  Group quarters are distinguished between institutional and noninstitutional. 
Dormitories in a college campus would be noninstitutional, because they're not necessarily providing a service needed for living.  
Monitoring your 20‑year‑olds is always a pain.  
[LAUGHTER] 
>> Mr. Andrew Houtenville:  So there's noninstitutional group quarters, like, a dormitory, but there's also institutional group setting, quarters, such as skilled nursing facilities and corrections facilities.  
And in the ‑‑ in the data that we provide, and have access to, we can't distinguish between, the corrections or skilled‑nursing facilities.  
But it would also ‑‑ so, a big question people always have is, are small group homes a group quarter or not?  Are they an institutional group quarter or not?  
And I've... received varying kind of ‑‑ well, it kind of depends.  If the census numerator goes up at the decennial census to that address, and somebody comes to the door and they look like they're someone there to provide service then they would mark it as a institutional group quarter, say, if it doesn't look like they're providing a lot of services needed for, say, independent living ‑‑ then it would be considered a noninstitutional group quarter. 
And so it's a little bit... unclear, whether group quarters ‑‑ small group homes would be considered an institutional or noninstitutional setting.  
Sorry for the long answer.  

Q.	Not to make you get back up there, Dr. Houtenville, but you had mentioned that you were working on a few papers looking at the geographic variations for the disablement index? 
A.	Sure. 
Q.	I know they're working papers, but I was wondering if there was any significance you had noticed so far that you would be willing to share? 
A.	Yeah, sure, so ‑‑ so in work with John at Kessler Foundation, they're just waiting for me to run statistical tests and we can submit it into a journal, basically there's something called the disability belt. 
And it goes back, many, many years.  It's first, seen in the 1970s, when Social Security Disability insurance claims, and awards, where it stretches down Appalachia, into the lower Mississippi Valley, and sometimes it's on the coastal Carolinas.  That belt has been, you know, there's some SSA research in the '80s that kind of uses their statistics to kind of highlight this ‑‑ this Belt. 
And....  it really, is consistent with other things, such as the diabetes belt.  The stroke belt.  
And the heart disease belt.  
Which are also pretty much, Appalachia, coming from Maine down through western Pennsylvania, western New York into the Ohio valley and lower Mississippi valley and coastal Carolinas; and that ‑‑ there's now ‑‑ there's higher tech so we can call them "hot spots" now instead of belts. 
And they're fairly robust, regardless of the measures.  We used alternative definitions of disability, and they're fairly robust in that they exist. 
The belt is kind of broken a bit.  The northern Appalachia belt doesn't really show as much.  Although northern New England still shows.  
If you look at opioid use disorder:  You probably see similar kinds of things, although that to some extent, is related to the supplies of prescriptions as well as illegal drugs.  
Go ahead.  
>> Kimberly Phillips:  I know we have an online question, but who is going to be next in the audience?  After that?  Okay, over here, lily. 
Let's go online, then Lilly. 
Q.	Are state of state/county level statistics reported by disability type?  

A.	(By Megan), so the short answer they can be if you request them. 
Q.	I have a question, going back about the institutional data collection, and what you know about how, disability data is collected, within correctional facilities. 
Like, how is that ‑‑ I know you can't price it out in the data, but I don't know how that process looks? 
>> Mr. Houtenville:  Yeah, I always question, my understanding of that.  Because my understanding is administrators answer the questions, however, that may not be true anymore, I haven't looked at that question, but that method's component of the Census manuals, it would be in the manuals.  
So I ‑‑ I don't have a ‑‑ I don't trust my answer.  I can't imagine that's true.  But... it may depend on the type of facility.  
Gosh, I remember, you know,... 
I would say that years ago, the Census was shy about how it was dealing with the American Community Survey.  
>> Behind you:  
FROM THE FLOOR:  
Q.	How effectively can we compare and contrast social security?  
>> How effectively can we compare and contrast Social Security?  
>> Effectively we can compare and contrast both overtime, and cross‑sectionally, Social Security disabled population?  
With all other disabled population, how effectively can you identify, our main population?  

>> Andrew Houtenville:  Yeah, that's a good question. 
A.	Yeah, so let me ‑‑ let me repeat the question, just to make sure, I heard correctly.  
How effectively can we both in the time series, and in the cross‑section, compare the population who are receiving benefit, versus, overall population?  
With disabilities.  
And so it's really the very last part of that statement, that is the hardest part:  The overall population with disabilities. 
You can get ‑‑ or at least ‑‑ I know they can generate it, but you can get county‑level numbers, by, you know, 9 diagnostic codes of current beneficiaries.  On Social Security maximus, when they were doing ticket to work, to put that out.  Now, the question is how do we get the ‑‑ the other group, the number of people, with disabilities?  And it wasn't really until the advancement of the six‑question sequence of disability, in the ACS that we were able to get a large sample to do, you know, cross‑sectional variation across state.  
But the question is... is the six‑question sequence identifying people who are potentially eligible who are not already on the program?  
And that's a tricky thing. 
I think Dave Stapleton, at Mathematica did a take‑up rate paper, at some point.  
That's about 30 years old.  
[LAUGHTER] 
>> Mr. Andrew Houtenville:  But the survey of income and program participation is probably the best ‑‑ it's not ‑‑ it's not done every year, but the SIP would be the best in terms of in the cross section.  There are older measures, work limitation measures with disability.  Those kinds of single questions. 
Do you have a difficulty with the current amount of work you can do?  And that work, we can go back, further into the '80s, but if you're interested, I've ‑‑ there's ‑‑ there's lots of places that are ‑‑ have looked at that kind of, that kind of thing.  
Q.	I'm not sure who is the best person to answer this question, sally Rogers, from university center for psychiatric rehabilitationings? 
>> Do you have a mic?  Is it on. 
>> It is on, can you not hear me. 
>> Talk close. 
>> Hold it really close?  
[LAUGHTER] 
>> Don't want to blow anyone's ears out.  I know you know this, Andrew, and everyone else but the six questions in the ACS, lump people with cognitive difficulties together. 
So that if you're interested in a psychiatric condition, it's hard to tease out from other cognitive disabilities. 
Like Alzheimer's, I think, is probably in that question. 
Or intellectual disabilities, traumatic brain injury; and so those individuals needs are so different, it's really hard to get a lot from those questions.  
And I know you're aware of that. 
A.	Mr. Andrew Houtenville:  Yeah, that was a statement not a question, Sally. 
[LAUGHTER] so kind of to turn that ‑‑ and go a little bit further.  You know, the ‑‑ community with visual impairment, hearing impairment, were able to get ‑‑ well, it's not exactly....  it's all Julie Weeks's fault.  But Julie's back there Julie can talk about this, about the redesign and splitting of the sensory questions from, you know, sensories to be put together ‑‑ hearing and vision ‑‑ and it made sense to split them up. 
And I'm sure there's all kinds of testing they did that show they performed better.  
So it made sense to do that.  But also, I don't know how much that group, when they're redesigning the questions, you know, felt any kind of advocacy, but I would also, you know, the Government will do ‑‑ if there's advocacy, and there's money behind that advocacy, people will push to do supplements, and things like that.  
Julie may talk about this later.  There are the possibility of following up and Kim, and I ‑‑ have ongoing set of ‑‑ we have a paper on that yet?  
>> Not yet.  
>> We have data. 
>> Andrew Houtenville:  We have a lot of data, but whenever we have an opportunity to ask the six questions, we always would kind of ask a few extra questions, with the intent of writing a paper on it.  But the idea of who's not being captured.  So ask a few more questions or even an open‑ended one, to set a ‑‑ who's being captured by that?  
And I've also done some analysis with the SIPP of who is being captured and not being captured by that cognitive question. 
And it's a pretty mixed bag of who gets captured and who doesn't. 
But you're right:  It's not a diagnostic; it's a function question.  
And, you know, when you only have six questions, the functional end is really where you have to stay ‑‑ there's not enough room for any diagnostic or lists of conditions or anything like that.  
(A pause). 
>> Kimberly Phillips:  I know we're going to go to an online question and then who would like to be next in the room?  
All right.  I'll let you think about it and go online!  
FROM THE FLOOR:  
Q.	At this time you only have data for Puerto Rico. 
Do you have data in all territories,/is this something you can be ‑‑ that can be included in the future reports?  
A.	Megan Henly:  
Great question!  It depends on territory, so we actually recently have a data request for another U.S. territory.  
And their population size was so small, that there wasn't a large enough sample size to be able to provide the data. 
But, we can deal with that on a one‑to‑one basis, like, if there's a specific territory you're interested in, we would encourage you to reach out.  And, of course, if there are sufficient data.  If there's enough cases just a reminder:  The ACS, is a sample survey. 
It is representative of these geographic units; but there's not a large enough sample we can't provide.  We can provide those numbers.  

>> Megan, along those lines, for our request to clarify.  Some data set or stream cross section for for example, transition age youth and employment, what is the turn around time for that?  
A.	It definitely depends on the extent of the request:  Sometimes we have resources already available.  We have the numbers already there.  We definitely are in contact with some of them, within about a day.  
But if we know that it will take longer, just to be able to see the analysis, we usually provide a timeline, but we're pretty quick.  I don't know if you guys keep metrics on that; but ‑‑ 
>> Andrew Houtenville:  37 minutes!  
[LAUGHTER] 
>> Megan Henly:  But we generally, we respond to requests within a day; and we can at least either provide some initial numbers, or let ‑‑ let the requester know about how long it will take. 
It's ‑‑ we've never had something that takes a really long time. 
>> Andrew Houtenville:  Oh, yes, we have!  
>> Only if it's ongoing. 
>> Megan Henly:  Ongoing.  We have a few ongoing requests for technical assistance, but if it's basically just we're interested on data in a territory, and we want to know, you know, these four things ‑‑ that's something that we can ‑‑ we can follow up on very quickly.  

(A pause). 
>> Kimberly Phillips:  We still have time for more discussion.  And I know we have another online question, and then we have a question (indicating). 

>> Earlier the speaker mentioned using up to age 64 to avoid interfering with aging. 
Q.	Are there plans to increase that age as the retirement age has increased?  
A.	(By Mr. Houtenville) as a nonbaby boomer. 
[LAUGHTER] 
A.	I am pained to say that I would expect that we would.  
You know, it's fairly ‑‑ it's becoming more and more over age 65.  72 is probably going to be eventually, the ‑‑ the new norm.  It used to be 62, everybody was taking early retirement.  You know,... 
I do it mainly, for ‑‑ you know, try to remain constant over time.  
What I would like to do, is instead of, you know, provide more age‑specific breakdowns, so do people, 65 to 74, 75+, or 75 to 84 ‑‑ 85 +, certainly for some of the ‑‑ the kind of environmental contexts:  We have it.  We can do it.  
You know, ACL has the Administration on Aging, and perhaps we develop an Aging section of the Compendium. 
We already have a lot of things broken down by age groups in the ‑‑ in the Compendium supplement.  The online supplement, and that's where we put our age race, gender breakdowns for statistics.  
But, you know, for labor market:  I've done 25 to 59 to try ‑‑ because some....  pension programs are still at 59.  But it's kind of arbitrary, but I would think that it would need to be increased over time.  
But, I'm up for anything, but as a nonbaby boomer, I am bitter, about ‑‑ 
[LAUGHTER] 
>> Them using all the resources before they retire.  Sorry.  

[LAUGHTER] 
>> Andrew uncensored!  
>> Can you hear me?  Okay. 
Q.	My question is....  
Kind of about the accessibility of, like, healthcare services. 
So, like, how accessible is a location?  Do they have equipment that is accessible?  
And in that cross‑section with people with disabilities, that are insured. 
Is there any data that kind of shows that even though they might have health insurance, provided to the public, are they able to even use it because of a site or a county or a state is accessible?  
A.	Kimberly Phillips:  That's a great question!  
And what ‑‑ what I can say, about that, is... 
You know, I can point to the ‑‑ the behavioral risk factor surveillance system, which has a healthcare access optional module that States can elect to ‑‑ to use with their state data collection. 
It gets at things like how long did it take you to get an appointment, though?  And how long did you wait in the waiting room?  It's less about what you're asking, about the physical accessibility of ‑‑ of the building space.  
One of the projects that I work on has done a lot of that data collection in New Hampshire.  
With community health centers, et cetera. 
I am not aware of a source for, like, national, or ‑‑ or a repository, where you can go and find that about your states.  
Does anyone....  no.  
It's really interesting.  
FROM THE FLOOR:  Thank you!  
>> Kimberly Phillips:  Sure. 
Online?  

Q.	Following up on the definition of institutional setting, could the data from Medicare/Medicaid help delineate the difference between the two institutions?  

A.	Mr. Andrew Houtenville:  In the context of the annual report, probably not, because one is a survey and one is administrative records; and, you know, using a numerator of a statistic from 1 source, and a denominator from another source ‑‑ kind of gets you, maybe doing apples and oranges and not knowing; however, I would be interested in, you know, not just focusing on the American Community Survey, just happens to be very well‑designed, and easy‑to‑use, but to use other sources of records to dig deeper into some of these trends.  
And ‑‑ and... such as those kinds of CMS records, and things like that.  
It's a good idea!  
(A pause). 
>> Andrew Houtenville:  Oh!  But, (returning to the mic) if we had an institutional setting section, in the Compendium, we would invite people ‑‑ NIDILRR‑funded, and AIDD funded folks, ACL‑funded folks from the institute for community....  ICI ‑‑ institute for community integration.  So Sheryl Larson, and the folks at the university of Minnesota; if people are interested in institutional data, they have one of the best repositories.  
And you recollect see the long‑term time trends in institutional settings, you know, disability institutions, and you can see the rise and fall of that.  Sheryl Larson at the university of Minnesota is the expert in that kind of data.  
(Pause). 
>> Kimberly Phillips:  Is there one more question?  
(No audible response) Christiane, was that a stretch?  
>> Christiane:  Yes!  
[LAUGHTER] 
>> A comment are they allowed to or just questions. 
>> Sure, comments are allowed. 
>> Maybe something to add to the previous question about access to buildings:  We asked geographers, and geographic access, access to buildings, we have a paper coming out on geographic distance broken down by ‑‑ by access to services for people with disabilities. 
So that's something that can be expanded by GIS and transportation data.  
>> Kimberly Phillips:  I'm going to repeat that really quickly, because it was a little hard to hear. 
So Christiane, from ‑‑ University of Montana said that they have some ‑‑ a paper they're publishing on geographic access, to healthcare.  
And that's another way to look at it.  It's not access to the buildings.  But geographically, how ‑‑ how can they get to ‑‑ how can people with disabilities get to services and healthcare sites?  
Okay.  
We are going to move to a break now, which will run from now, until 10:55. 
And then we will be back with our updates on federal disability data.  So thank you, very much!  
(10:29:51 a.m.). 
[APPLAUSE]
.







Panel 2:  "Latest on Federal Data Collection" * * * * * * * * * * * * * * * *   
>>> Andrew Houtenville:  We're almost ready, if everybody can find their seats.  
(10:54:31 a.m.). 
(A pause). 
>>> Andrew Houtenville:  All right.  Thank you, everybody.  Welcome back, welcome back to those folks online, we're not quite sure, where you went, but hope you're back online.  
I'm pleased to introduce the panel, our second panel, latest on federal data collection efforts, and one of the reasons why we hold this event in D.C., as opposed to New Hampshire, is that, we can hear from our federal partners from around the ‑‑ around the federal government, who are collecting data related to disability. 
And hopefully, hear about their plans of what they're going to change in the future; any kind of new products they're developing; and so, I don't want to spend a lot of time ‑‑ because I think we usually end up having some really good question‑and‑answer.  I would ask everybody, to stay to their time frames and pay attention to the time‑keepers, I'll end there.  Enjoy!  (Withdraws). 
[APPLAUSE]

>> Good morning, everyone, here in the room.  
And at home, or in your offices, my name is Julie Weeks.  And I am from the National Center For Health Statistics. 
And I am advancing both this computer, and the slides... 
Which not very well.  
It just went off.  
>> Dr. Weeks:  Anyway, the National Center For Health Statistics, is one of the 13 federal statistical agencies and one of the reasons why, I am here, is because, we collect ‑‑ we are mandated to collect ‑‑ nationally‑representative data, on the U.S. population. 
And their health status. 
And one of the things that is very interesting ‑‑ important [sic] to the population, that we are discussing here today, is their health status. 
There are very big differences by disability status. 
Dr. Weeks:  (Continuing) if I get the hang of this ‑‑ okay, so NCHS has 4 major data collection streams. 
The first, is the National Vital Statistics system.  This is the system in the U.S. that collects everything on births. 
And deaths. 
And marriage. 
And that ‑‑ they collect that from all states, and territories.  
The second:  Is the National Health Interview Survey, the one that I frequently talk about the most when I come here, because it is the population survey that not only collects the most information about functioning; but all of the contextual information that most of us here in the room want to know about that population.  
Dr. Weeks:  But I am specifically speaking today about these others, including the national health And Nutrition Examination Survey because these surveys, too, collect, the disability identifiers that we are most familiar with.  
And the Haynes survey in particular is of importance, because it not only has an interview component; but it also has an examination component.  
And so you get, really rich information about the health status; the dental status; the mental health status ‑‑ of people with disabilities.  
And that is a very unique data system. 
So, the ones with the stars, I'm going to take just a minute more to talk about as we're going through. 
Starting with the vital statistics system (referring to PowerPoint) the thing that I want to bring to your attention, is that we don't frequently talk about mortality statistics. 
Among the disabled population.  
And we certainly don't talk about causes of death. 
For this population.  
Yet we have rich data, not only on death rates, but also cause of death rates. 
And even....  if we use the literal text information from the death certificates, we have information about the type of, for example, drugs that may have been involved in that overdose. 
As a particular example.  
So all this to say that... this is a very busy slide; but we just released in February, the 2018 death vital ‑‑ data, including for the first time, since 2007, the maternal mortality data. 
And, you know, those are real underutilized source of information for this population.  
Dr. Weeks (continuing):  
Moving on to the national health survey, which is the one we most know about here in this room.  
I've talked at length in the last couple of Compendium meetings about the content of the HIS, as well as how it's been redesigned.  
And if you have access to this particular presentation at the end of the ‑‑ of the meeting, I've put some of the slides that have content information at the end of this presentation. 
So please visit that, if you're interested in the health interview survey.  
The redesign went into the field in 2019. 
And those data will be released, later this year.  
And for the first time, ever, disability will be a measure that is part of their early‑release program. 
So that, on a quarterly basis, the HIS team will release national estimates of disability outline, on their data access system; and that has not happened before. 
So we are very happy about that!  
In addition, the HIS will give you disability information along with demographic information; healthcare access and utilization; health behaviors ‑‑ and in particular, participation. 
And we are making a big push, for participation measures in our ‑‑ in our health surveys, because at any given health status, the real important thing is to maximize individuals' participation in life activities. 
So you may not always be able to eliminate health ‑‑ or ‑‑ or disease, or functioning loss. 
But you do want to be able to maximize participation; and for us, that is a major outcome for our work.  
(Pause). 
>> Dr. Julie Weeks:  I'm going to show a couple of slides from the HIS.  
This is the time trend of functional limitation between 2010, and 2017 (referring to PowerPoint,:  "Functional limitation among adults 18 + U.S., 2010 to 2017). 
>> Please stop the clock!  
[LAUGHTER] 
>> Dr. Julie Weeks:  One of the things I wanted to point out.  Andrew was talking about statistical significance, is when you test, this trend over time, this 8‑year time, this trend is flat.  
You see this variation, but between ‑‑ and all of the joints in between ‑‑ this is not a statistically‑significant increase or decrease, in the national population of disability.  
But what this slide does address is one of the questions about the 65 and older; and why we tend to show rates for adults 18 to 64 ‑‑ you see this big ballooning (indicating) of people, not only with disability, which is the dark purple; but with some difficulty, you know, precursors, perhaps, to more severe functional states. 
Dr. Julie Weeks:  So this is the kind of thing you can generate from the HIS.  
(Pause) once you identify your population with disability, one of the things that you really want to do is, are people with disabilities included?  
Do we have equity?  
And the real issue here, is if you have equity, and if you have inclusion, then these bars (indicating), should be equal. 
That is the orange and the blue, the people with disability and the people without disability, should be recording that they are in excellent, or very good health at the same rates, and yet time again, when you disaggregate all of these measures, whether they're healthcare access; or utilization ‑‑ or self‑rated health. 
Or prevalence, or participation ‑‑ you will see unequal bars.  
And that's where we need to fix things... 
(Next slide) here's employment in the National Health Interview Survey.  I am breaking it out by not only had a job last week, but had a job last year, not necessarily last week; and then those that have no job last week, or in the past year, or have never worked.  
And, again, massive differences in those bars.  
People with disability are not participating in the workplace; they are not participating socially; they are not participating in many ways, at the same rates as those without disabilities. 
And we know that.  But if you have a Survey, with about 100 and some variables, you can produce an awful lot of information about how they are doing, and what they are doing.  
So that's kind of a plug for....  everyone's favorite national health survey.  
[LAUGHTER] 
>> Dr. Julie Weeks:  
(Continuing) a couple of words, about the national health And Nutrition Examination Survey:  
Again, that survey underwent a large redesign, and the questionnaires are available now, on the Web for that content. 
You can start thinking about your analyses, the data will not be available until 2021. 
But there, again, you have this interview component, and this examination component, where you can get an awful lot of additional contextual information like medical, dental, physiological and psychological measurements and laboratory tests. 
And that is a very unique resource for this population.  
(Pause). 
>> Dr. Julie Weeks:  One of the last things I want to mention, is that, in addition to just administering these surveys and collecting this information, we do an awful lot of work to develop additional measures, especially where there are gaps. 
And right now, we have fairly large gaps and measures of psychosocial functioning. 
We have fairly large gaps in mental health and cognitive functioning. 
We certainly have large gaps in all the ways, that people want to participate, and expect to participate in their lives; and questions are being developed and being tested at NCHS now to help fill in those gaps, and then be placed on to the surveys.  
Dr. Julie Weeks.  We know that there is an in‑school and out‑of‑school population, and we want to capture both.  We're developing questions for that; and we're collecting ‑‑ developing questions for labor force surveys, that really, in particular, not only identify people in the Workforce with disability; but also, to ask them and employers about the barriers, or lack of barriers ‑‑ hopefully ‑‑ to employment. 
And so those questions are included.  
(A pause) let's see... 
>> Dr. Weeks:  I want to talk a little bit about the testing we're doing on IDD questions and I have done so in previous years, here at the Compendium. 
Let me just end by saying that that testing, is ongoing, and introducing some really interesting results; and I think, for that particular special population, we will have questions on the National Health Interview Survey soon, that identifies those individuals for you.  
So let me finish with that.  And take questions later.  
(11:08:54 a.m.)(Withdraws). 
>> Andrew Houtenville:  Thank you, Julie, next we'll hear from Census Bureau, Amy Steinweg. 

>> Dr. Amy Steinweg:  (Approaching) trying to time myself.  

[LAUGHTER] 
>> Dr. Amy Steinweg:  
All right. 

>> Side to side. 
>> Dr. Amy Steinweg:  Hello, I'm Amy Steinweg from the health and disability statistics branch of the U.S. Census Bureau. 
I'm here today to talk to you about some data products we've released in the past year, as well as some projects we're working on, moving forward.  
(Pause) okay.  
So today, I will talk about the two census surveys, where we really measure disability.  
That is the survey of income and program participation. 
And the American Community Survey. 
You've already mentioned both of them ‑‑ thank you for setting me up!  Additionally, we have a new platform for releasing that data.  Data.census.gov, I'll say it over and over until you think of it.  
In your sleep, maybe.  
[LAUGHTER] 
>> Also briefly about the 2020 Census, and then I'll talk a little bit about some research projects we've done.  

Goes this way.  
(Referring to PowerPoint) so the American Community Survey:  The ACS is a massive sample size. 
In 2018, the ACS conducted interviews of over 2 million households, as well as 150,000 persons living in group quarters. 
And has, as Andrew already described in better detail than I was going to, we have both noninstitutional and institutional group quarters ranging widely from dorms. 
Correction, facilities, everything in between. 
The sample size can produce estimates for a variety of smaller geographies and is used widely by local governments for project planning and resource allocation. 
So we produce a one‑year estimates, which can be used for populations of 65,000 or higher.  
We do five‑year pulled sample estimates for smaller geographies including counties, cities, and census tracts. 
And in addition we have a number of one‑year supplemental estimates, these are less detailed in terms of the cross tabulations within the tables they come from, but allow us to create estimates about populations, as low as 20,000; using that single‑year data. 
So we ask, of course, the six disability questions, they've already been discussed.  Asking that in ACS since 2008. 
Hearing, seeing, cognitive difficult, ambulatory, self‑care, and independent living ‑‑ the slide shows the questions in the paper form.  We do, however, have three modes to have more flexibility for respondents.  We have the Internet survey, the paper form, and in‑person interviews. 
So we have begun laying groundwork to test alternative questions in concert with our federal partners.  I don't have a timeline on when testing will begin.  
We may soon.  So stay tuned for future updates on that!  
(Continuing) this slide shows an infographic that gives a nice snapshot of the relative prevalence of disability types among the population of workers with a disability, ages 16 and over.  
So it shows for example that ambulatory is the most common disability type at 34%, while self‑care is the least common at 7.5%.  
Of those working with a disability.  
(Pause). 
>> Dr. Amy Steinweg:  Data.census.gov.  We have made the switch to a new platform!  
For data dissemination. 
Data.census.gov is the new one‑stop‑shop for all of your data needs!  
Excuse me.  
Centralizing our census data products in one location:  This is replacing the American fact‑finder. 
We have to move forward.  We may miss it, but this, I think, is better!  
Rolling out this new interface, though, has been huge, has been challenging, improvements and enhancements are still being added.  We have a team that receives your feedback, they want to hear from you!  
The e‑mail address is CEDSCI.feedback@census.gov.  After saying this a few times, I thought, they won't really remember that, but once you are in the tool on the bottom left, there is this button that is annoyingly present you can click on for feedback as soon as you have something!  
And they do read it.  
Another improvement of the interface is the search box. 
Excuse me. 
Which is more intuitive and flexible than the American fact‑finder, for very specific queries you may have, you may still need to drill down by selecting boxes, but for simpler things you can just type it in, disability in D.C., and up pops a number. 
As well as some options below it.  
Additionally, we did revamp the mapping tool, and I'll show you a screenshot of that in just a moment... 
Data.census.gov we have dozens of tables focused specifically on disability and tabulated for a variety of demographic, and socioeconomic characteristics ‑‑ thank you!  
We released one year estimates for calendar year 2018, this past September and October.  
Supplemental estimates were just released last months.  And five‑year estimates for 2014 through 2018 were released this past December.  
And this slide has a screenshot of a map I was able to pull up from data.census.gov displaying disability rates at the state level.  
Now they're still ironing out this feature ‑‑ excuse me, but I do think it's a nice improvement, there was a mapping feature in the prior tool, but I like this one better.  
(Pause) moving on... the survey of income and program participation also called "SIPP" where ACS excels in size, SIPP offers data richness, providing up to four years of longitudinal data, with detailed information on many relevant characteristics, including income and labor force measures. 
SSDI as was mentioned earlier, along with medical utilization and expenditures, health insurance measures of well‑being, a lot of richness there, we did redesign the survey beginning in 2014, we now ask it once a year, a year's worth of data at a time which I think is a little more user‑friendly. 
We have an interactive online codebook and I'm pleased to say it's been a long road, we've released the entire data set for year 2014, four years of longitudinal data spanning 2013 to 2016 along with one time 2014 supplement sponsored by the Social Security Administration, providing a richer disability measures kind of, like, the prior topical modules. 
And currently, we are working on processing the first year of the latest panel, 2018 panel ‑‑ it will be released sometime this year, so stay tuned for that!  
So, again, on this SIPP what do we ask for disability?  Now that we have the annual survey, each and every wave, we ask a set of disability questions. 
So you can see it every time. 
We ask the six ACS disability questions along with a handful of questions, on for small children, developmental delays ‑‑ for a little bit older children, difficulty playing with other children; schoolwork limitations. 
And then for adults it was some employment difficulty questions.  
And these data can support research on how persons experiencing disabilities, then fare over time on so many different measures.  
In addition to these questions, we are expecting, to add some more annual questions on disability, and partnership with the Social Security Administration, this is very exciting!  We expect these questions to go into the field, 2021. 
And they may add some additional detail on select physical activities, such as grasping, lifting, sitting ‑‑ mental and emotional difficulties; and learning disability as well as health conditions related to disability.  
Amy Steinweg:  So it's 2020.  So I have to mention the decennial census.  We have to count over 325 million people, in the country. 
It's kind of a big deal!  It is a count so we don't capture all of this detail.  We get name, age, sex, race, ethnicity, and residence. 
However, the implications are huge.  It determines distribution of billions of dollars in federal funding to local communities for clinics schools, roads, et cetera. 
And it determines the number of seats, that each state receives in the U.S. House of Representatives.  
So the census bureau has been engaged for a while. 
Doing outreach; soliciting feedback from many different disability‑related organizations. 
In order to support the accessibility needs of respondents so we can get that count of everybody.  
Different options for responding, online questionnaire, phone, with TDD, paper questionnaire and in person, ASL should be a language option ‑‑ for more information (indicating) 2020.census.gov, the Web site just for that.  That's 2020.census.gov.  

>> Is there going to be an app?  (Mr. Andrew Houtenville), just kidding!  
[LAUGHTER] 
>> That's a "no"!  All right.  
So I am running out of time, but I'm almost done so moving on to research products.  I'm excited to announce, we did do a table package on disability by detailed occupation, thanks to our Census Bureau colleague Daniel Taylor among others, a one‑time release, there were three detailed tables. 
Used ACS 2017, one‑year data and it had very, very rich employment and earnings information; alongside disability and disability type.  
And then I have a figure from it.  This table package release was accompanied by some analysis. 
Focusing on pay equality among workers by disability status. 
So this was one of the figures from the Release. 
It is way bigger.  We cut it down in the hopes that someone could see it, it packs a ton of information, into one figure including occupation categories; that are most common among workers with a disability. 
Among each of those occupations the percent of people with a disability, and then the median earnings, and percent working year‑round full‑time by disability status. 
Finally!  We released a fourth update of a CDC census joint analysis that focuses on the main cause of disability among the U.S. population. 
It used SIPP data from the last disability topical module prior to the survey redesign. 
We expanded this into a journal article this time.  It was Kristina of CDC myself some other great folks and this is currently in the journal of health and disability. 
I have two slides of links. 
All the data products that we discussed, as well as the research products... again, I'm Amy Steinweg. 
This is my contact information, please do send me any follow‑up questions you may have.  Thank you so much (withdraws). 
[APPLAUSE]
(11:20:44 a.m.). 
>> Andrew Houtenville:  And now we have JoAnn Thierry from CDC, everybody's doing a great time ‑‑ staying on time.  [Sic], lots of questions. 

>> You're going to jinx me!  
>> That's peer pressure!  
>> JoAnn Thierry:  I'm JoAnn Thierry from centers for disease control and prevention.  
The national center on birth defects and developmental disabilities. 
And out of the division of human development, and disability.  
Oops!  
Where did my slides go?  
I'm not getting slides.  
>> Andrew Houtenville:  She's got to reconfigure them for a second. 
>> JoAnn Thierry:  Okay.  
(A pause). 
>> JoAnn Thierry:  Yes, okay, so my goal today is to provide a very brief description of our organizational structure; and discuss several data collection activities that are underway, in our Division. 
Including early hearing detection and intervention program, the autism and developmental disability monitoring network; our autism data visualization tool; the disability and health data system.  
Our state Medicaid project, and a new collaboration that's underway with the National Institutes of Health, PRAMSs and also I would like to provide resources about where you can find some updated information about available population‑based surveys. 
As many of you may be aware our center recently underwent a reorganization to better align our NCDDD programs, depicted in our slide is our new organizational chart.  While our functions have remained the same, some of our programs have moved to different divisions or have been slightly renamed. 
The data updates that I will be discussing today, fall within the division of human development and disability, which is comprised of two branches, the disability and health promotion branch and the child development and disability branch.  
Our division's mission is to lead inclusive programs, surveillance, and research to improve the health and development of children and adults whether at risk for disabilities, our program activities are focused across the life span from early childhood readiness and wellness to optimal health for adults with disabilities. 
Although we have several different programs that are listed above, I selected a few to highlight today.  
(Referring to PowerPoint) okay.  
Yes.  
Okay.  So CDC's early hearing detection and intervention program:  
Provides assistance to all states and territories to support early‑identification of children who are Deaf or Hard‑of‑Hearing, and ensure that all infants are screened and receive recommended follow up services. 
We provide funding and technical assistance to states and territories, to improve data information systems. 
And collect use, and share, data to support early identification and intervention. 
Since 2005, CDC has conducted an annual hearing screening and follow up survey; assessing the receipt of services, and the number of infants identified with hearing loss. 
These states specific data can be found on the CDC Web site.  
For those of you who may be interested, we have recently released a new notice of funding opportunity announcement.  It's called "improving timely documentation reporting and analysis of diagnostic and intervention data through optimization of EdI surveillance practices and information systems" I know that's a mouthful.  However, the purpose of the NOFO is to advance the capacity of states, to actively track infants to ensure that they receive essential diagnostic services, are ‑‑ are ‑‑ and are enrolled in early intervention. 
All states and territories, that meet the minimum birth requirements are eligible to apply; and applications are due to us, on March 16th.  
To date, the EHDI program has been very successful as depicted in the slide, more than 98% of U.S. infant borns ‑‑ U.S.‑born infants are now screened for hearing loss. 
Usually before leaving the hospital. 
More children are being identified early; in fact, since 2005 over 60,000 Deaf or Hard‑of‑Hearing infants have been identified early by state EHDI surveillance programs. 
Ensuring that all infants receive recommended services, and are not lost to follow up, is a program priority. 
Early detection and intervention makes sense; it's estimated that more than $200 million in education costs are saved each year, in the U.S., due to newborn screening. 
To learn more about this program, please visit our Web site.  
The autism and developmental disabilities monitoring network:  Also known as ADDM is a group of programs funded by CDC, to estimate the number of children with autism spectrum disorder; and other developmental disabilities living in different areas of the United States.  
The goals of the program are to describe the population of children with ASD, compare how common ASD is in different areas of the country; identify changes and ASD occurrence over time; and understand the impact of ASD on communities. 
The ADDM Network monitors the prevalence of ASD, and other indicators such as age, first comprehensive developmental evaluation; age at first autism diagnosis; and the percentage of children identified with ASD, who also have intellectual disability. 
Data are being collected in 11 sites, where they track autism among four‑and 8‑year‑olds. 
Five of these 11 sites are also following up 16‑year‑olds, this is a relatively new activity for the network, that will provide valuable information on transition planning, and special‑education services; and planning for post high school years.  
We also have a series of community reports, which are summaries of the main ADDM network findings that are published every two years. 
The next report, based on data from 2016, is expected to be available this April.  
(Pause) there are several ways to estimate the number of children with ASD, the visualization tool is an interactive Web site that provides up to date prevalence data on autism; across four different data sources.  
CDC's ADDM network, which I just discussed.  The center for Medicare and Medicaid services. 
Medicaid analytic extract referred to asMA X, the special education child count and HRSA national survey of children’s health. 
Data collection methods differ across each of these sources resulting in data gather from various geographic locations and at different points in time among different age and ethnic groups and using different criteria to identify ASD.  
This data ‑‑ data visualization tools describes how each of those four data sources produces autism prevalence estimates; information about selection criteria, sample size, and methods ‑‑ they are summarized in the easy‑to‑use tool. 
Okay. 
As ‑‑ as we all know:  Adults with disabilities experience significant health disparities compared to adults without disabilities. 
To address this issue, CDC created the disability and health data system. 
The DHDS is an online interactive tool that provides quick and easy access to state and national‑level data, from the BRFSS, which is the behavioral risk factors surveillance system; it includes analyzed data from 2016 and 2017. 
It includes disability status, as well as disability type. 
Hearing, vision, cognition, mobility, self‑care, independent living; it also includes approximately 30 health topics including smoking. 
Obesity. 
Heart disease. 
Diabetes. 
Flu vaccine and healthcare coverage, to name a few.  
DHS ‑‑ DHDS is customizable [sic] so you can explore data by indicators such as a health topic or by location.  You can, then, make custom maps, charts, tables, making it very easy to see information by your state or compared to other states. 
I encourage you to go to this Web site, to learn more, and you can access our ‑‑ our instructional videos there.  
(Pause). 
>> CDC currently supports 19 state disability and health programs to improve the health and quality of life, with people with mobility limitations and intellectual disabilities.  Ten of these states, received extra funds to access and utilize Medicaid data to characterize the population of people with intellectual and developmental disabilities.  
And to describe their healthcare utilization patterns. 
These to date, the group has published two papers, one characterizing people with I/DD in 5 U.S. states, the other one looking at disparities in diabetes management among Medicaid recipients, with I/DD. 
Additional papers are underdevelopment and review, including papers addressing avoidable hospitalizations, heart disease and hypertension and epilepsy ‑‑ I should also mention these ten states are also working on an intervention focused on diabetes, self‑management; which will be developed and implemented, within each of these ten states. 
The National Institutes of Health, and the centers for disease control and prevention, have been collaborating this year to address gaps in the availability of population‑based surveillance data on pregnancy and disability. 
By utilizing CDC's pregnancy risk assessment monitoring system,none as PRASMS, to gather information on disability among women who have had a recent live birth.  For those of you not aware of the program, PRAMS is an ongoing population based surveillance system based on self‑reported maternal behaviors and experiences collected to the six months after delivery, beginning in January 2019 we added the six Washington group short set of questions to had the existing PRAMSs survey in 24 states. 
Data are expected to become available for analysis, sometime this year. 
We're very hopeful that the information‑gathered through PRAMS will be used to guide development of clinical practice guidelines, intervention programs, and other initiatives to improve the services and healthcare of women of reproductive age, who are living with a disability.  
I'm also showing this particular slide, that details one of our Web site pages. 
And addresses some population‑based data that are currently available.  
In 2010, as many of you know, the Secretary of the U.S. Department of Health and Human Services, established data collection standards for 5 demographic categories, including disability status. 
Since that time, there have been several population‑based surveys that include these six sets of standardized questions. 
If you go to CDC's Web site, you'll find a helpful list of these surveys. 
That currently use the ACS questions. 
I think we have about 17 different surveys that are listed on this data set; each survey listed on the Web site, will contain a description of the survey; the years that these questions appeared in the survey; the list of surveys include surveys from Department of health and human services, the Census Bureau, Department of Education, Department of Labor, Department of housing and urban development; and the Department of Justice ‑‑ you can get to the main Web site of each survey by using a hyperlink, attached to the survey description in this Web page, finally I've included a resource slide linking to various CDC programs, surveillance data and tools, that may be of use to you, as you prioritize, and implement, research, policies, and programs to include ‑‑ improve the health of people with disabilities. 
Thank you.  
(11:33:35 a.m.). 
[APPLAUSE]

(Withdraws). 
>> Mr. Andrew Houtenville:  Okay, next we have David Rosenblum from ODEP, from department of labor.  

>> Mr. Rosenblum:  
(11:33:54 a.m.). 
>> Is the clicker working?  

>> Mr. Rosenblum:  Yes, it is thank you. 
(11:34:12 a.m.), Hi, everyone I'm David Rosenblum a senior economist on research and evaluation team at the office of ‑‑ ODEP at the Department of Labor and I'll be presenting today on workforce data, with specifically people with job seekers with disability, which is held by the Department of Labor although not actually by ODEP, itself.  
To give you a bit of background:  WIOA, the workforce innovation opportunity act became law in 2014 and went into operation two years later places, the workforce investment act, similar fashion:  The employment and training administration ETA provides funds and oversight to the states ‑‑ workforce agencies providing employment and training services of all kinds to job‑seekers. 
These programs are required to collect multitude of information, on WIOA participants. 
And much of this is publicly available as the participant individual record lay out or PIRL, for short ‑‑ although it's a selection it does include hundreds of variables and this can be downloaded from the Web site, updated on a quarterly basis. 
Typically WIOA participants are categorized according to what program they're served by, adult dislocated or youth.  Youth and adult are simply defined by age, youth anyone age 14 to 24. 
Adult age 18 or older. 
Dislocated category includes people who lost jobs from mass layoffs or business closures. 
But also for a variety of other categories. 
And as a note:  Any information that I'll be presenting here includes WIOA participants from the beginning of program year 16 through the third quarter of program year 18, those begin in July and end in June.
Among the many variables included in PIRL, are asking about disability and disability type. 
WIOA participants are ask to self‑identify disability status defined ‑‑ according to the ADA, in which disability means a mental or physical impairment that substantially limits one or more life activities. 
Um... going on to a little table here. 
You can see that for the adult dislocated and youth categories:  
You know, this information ‑‑ it's not self‑identified or is otherwise missing, for quite a large portion in the adult and dislocated programs, about one quarter each versus 6.5% who identify as having a disability ‑‑ in the adult program, and 4.8% identifies having a disability in dislocated program. 
Now, in the youth program:  Self‑identification rates are much higher at 14.5% and the proportion for which, that information is missing for whatever reason is about 8%.  
Now, if you take a look at this information by state:  You can see there are large differences between the states; and the rates for which this information is missing, and self‑identification as having disability, could be certain states driving this, but I won't get into that in this presentation. 
Now, for those people who actually do positively identify as having a disability, additionally asked another QUESTION:  About disability type. 
To identify from ‑‑ what the disability is, from certain categories making multiple selections up to all 7 possibly.  Listed here, a brief description, chronic physical conditions; other physical conditions; vision and hearing ‑‑ fairly broad mental category ‑‑ mental health category, which asks about mental illness, and also asked about the concentrating making decisions as the question is asked in CPS and so on, and also a few other things. 
It does not include learning disabilities, which is a separate category or cognitive intellectual disabilities, which are a separate category;. 
And unfortunately, rates even among people ‑‑ by disability there are lower rates for actually answering questions about disability type, much higher for the youth category, 7/10 do identify at least one type.  But for the dislocated categories, adult, only a quarter identify the type.  
Now, all that being said:  Given limitations of this data, there's still a lot of interesting things that can be looked at both in terms of statistics and possibly even some analysis.  
And I can present just a few brief statistics here.  
Due to the interest of time I'll stip over a table I have on demographics and go to our chart on program utilization, PIRL does keep track of more federal programs TANF, SSDI, supplemental security income, and SNAP supplemental assistance program and in addition a catchall category for state and local government programs. 
‑‑ as this chart shows the prevalence of use of each of these programs according to adult dislocated and youth, and additionally by identifying as having a disability without identifying as not having a disability, or if the information is not offered or otherwise missing. 
SNAP is the most widely used program and for that category of participants with disabilities, dislocated categories are more likely to use that program, but actually less likely in the youth category, as you would expect, participants with disability much more likely to receive SSDI or SSI, although it's still relatively rare. 
And ‑‑ uh.  For TANF, slightly more likely to have received it for all WIOA categories.  
Now, WIOA services, are similar but defined slightly differently than services ‑‑ the old core services are similar to the new basic services divided into two basic self‑service or basic staff‑assisted.  Now, this chart shows, uh prevalence again divided by adults, dislocated, and youth and according to disability status.  
Nearly everyone receives a basic self‑service ‑‑ basic staff assisted service, I mean, for adult and dislocated categories, and ‑‑ slightly less likely, for self‑service. 
Individualized services are another category similar to the old intensive services, which are distinguished from ‑‑ from basic staff‑assisted simply by the amount of time commitment and energy needed by the staff at the workforce agency. 
And then training services, of course, are more time‑consuming and expensive.  
Um... 
And the big take‑away from this chart is that, the more intensive individualized training services are somewhat less likely to be given to participants with disability than those without.  
We ‑‑ Pirl tracks both employment and earnings, in three quarters prior to entry into WIOA and for the four quarters after the quarter program exit.  
There's also at least one missing quarter, likely more depending on amount of time spent in WIOA.  
And so really there's ‑‑ these charts are ‑‑ this chart is showing the average ‑‑ employment rates before and after WIOA participation, again, for all of those categories.  Adults dislocated and youth and by disability status. 
Next chart shows the same thing for average earnings per quarter.  
Um... and the big ‑‑ so the big take‑away is that, there are gaps which ‑‑ between those with disability and those without; employment and earnings are both substantially lower. 
For those with disability before WIOA entry, and similar gaps exist afterward.  So simply looking at the statistics it seems that, you know, people are being served and the outcomes are about the same.  Just that these gaps that are already existing are persistent.  
And, of course, there are also some major differences between the basic WIOA categories, youth have relatively low labor force participation beforehand and that really jumps up afterward and on the other hand dislocated, people in dislocated category:  Have a larger drops in employment and earnings than those in the adult category.  
Next chart:  Earnings, which I pretty much already explained in the interest of time I'll move on to the last descriptive statistic I'll show, which have to do in industry in which people are employed before program entry and after program exit.  This is also tracking in the same fashion, actually ‑‑ as much as possible this information is collected on anyone who's employed, in each of the three categories, for quarters before program entry and four quarters after the program exit.  
And this commits us....  permits us to create a breakdown, again, between all those categories adult dislocated and youth and by disability status and compare what the industry distribution is of people before and after.  
I should mention for the youth category:  Because relatively few of them are actually employed beforehand, it's less comparable ‑‑ compared to much larger proportion who are employed after they exit WIOA.  But you do see that ‑‑ there are specific industries, um, hospitality, and business administrative services.  Retail ‑‑ that comprise a large portion of employment for the youth. 
Business and administrative services is also overrepresented, for the adult and dislocated categories.  
And for dislocated ‑‑ a larger percentage come from manufacturing. 
Much larger percentage and just to mention, what the differences are:  
Between those with a disability and those without:  
Is that in particular, the smaller share of people with disability comes from manufacturing. 
But otherwise, changes largely track those ‑‑ those for those without disability and whatever WIOA program they are.  Thank you.  
(11:44:48 a.m.)And this is my contact information.  (Withdraws). 
>> Dr. Andrew Houtenville:  
All right!  
We're going to open it up for questions. 
Let me see if ‑‑ we can turn. 
....  
I don't want to ‑‑ 
>> It's the camera, not the microphone. 
>> Dr. Andrew Houtenville:  It's the camera, not the microphone, so we ‑‑ if people are going to answer, they have to come up to the thing up here.  
All right.  So questions?  
(11:45:26 a.m.), I have one.  
Q.	All right.  
And it's for Amy. 
So is the SIPP going to do the SSA follow up, for the 2018 panel?  
A.	The supplement?  
Q.	Yeah, the SSA? 
A.	That is a one‑time thing. 
Q.	A one time deal for the 2014 panel they're not going to reup it? 
A.	Yeah. 
Q.	Hence the need to add some questions? 
A.	Right, but giving them regularly, in a regular wave, panel, it's a good trade‑off. 
>> Andrew Houtenville:  The SIPP for people who don't necessarily recognize it, the SIPP is actually the source of the largest estimate of population with disabilities, it has upwards of 68 types ‑‑ you know, ‑‑ detailed questions on disability, and use most of them to identify, you know, ‑‑ estimate of Americans with disabilities of, you know, 56 million‑plus, so if you ever hear those numbers, they're typically coming from the SIPP.  
But the SIPP doesn't include individuals living in institutional settings. 
So... 
Any other questions?  
Who's our mic runners, let's go.  

Q.	Good afternoon. 
Wonderful wealth of information being presented here!  
And I wondered if any panelists, and this kind of relates to a statement made in one of the earlier presentations:  
Veterans with disabilities.  
I work for a veteran service organization so I'm particularly interested in that component of broader disability data collection on ‑‑ and wondered, if any of the panelists could speak to whether there is data collection going on, within your frameworks, either shared between your agency, with the VA, or just in ‑‑ independently, in your agency, to collect information on veterans with disabilities, both service‑connected; and nonservice‑connected disabilities.  

A.	Kimberly Phillips:  I just learned you may stay seated and the camera will move to you.  

>> Amy Steinweg:  Hello.  Can you hear me?  
Okay. 
So I don't know of any collaboration with the VA, the administration, however, I want to say it's an ACS ‑‑ and may be mistaken ‑‑ we do have a measure of veteran status. 
As well as VA‑connected disability. 
Right?  So the ‑‑ there was a paper a few years back, at the census, Kelly Anne holder was the author and I believe she looked side by side at the data set, seeing how they overlapped, broader measure of disability, and the VA disability.  Really interesting.  
On the census Web site, if you can't find anything, please e‑mail me.  I would love to connect you. 
>> Dr. Andrew Houtenville:  
Could they hear us through the regular mic?  Like,. 
>> We can't hear you very well. 
>> We're going to use the handheld mic, so the ACS has the ‑‑ the veteran's service disability rating. 
So it's got some ‑‑ not all percentages, but groups of percentages. 
And so you can get the service‑connected disabilities for that; and then you use the six‑questions, to identify potentially, people at risk of nonservice‑related disabilities. 
And you can got also get for veteran status ‑‑ you can get the wartime ‑‑ so World War II, World War I, and so forth and get closer to the mic.  

[LAUGHTER] 
Q.	I'm sorry, can you repeat what source, you're a? 
A.	It was the American Community Survey, I think the SIPP is pretty close to following it, and maybe the ‑‑ annual the ‑‑ the current population survey, March ‑‑ the annual social and economic survey, of the ‑‑ population survey, I think also has disability rating. 
All of them use the same kind of years of service, when you were a veteran.  
(Pause) JoAnn Thierry:  Thank you. 
In the behavioral risk factors survey system that we have at CDC:  
We can look at disability status. 
And you can look at it by ‑‑ you know, age, race, ethnicity, but you can also look at it, by veteran status. 
So you can get some information on the VRFSS that has to do, with veterans, thank you.  
Oh, sorry. 
>> Mr. Rosenblum:  
And. 
>> Closer. 
>> The PIRL similarly has veteran status actually included in the graphic table I skipped past, and additionally, there are ‑‑ there's at least one question possibly several ‑‑ getting at the disability status as defined specifically for veterans. 
Which we hadn't looked at.  So... 

>> Dr. Julie Weeks:  So the health surveys are very similar.  There is a question, asking, about veteran status. 
Which will get you to identifying the population, who is ‑‑ or is not ‑‑ and then there are questions on disability. 
But not necessarily the detail that was described in the Census Data sets. 

>> Doctor Andrew Houtenville:  Yeah, and just to be clear, in the census data sets, there is your service disability rating percentage. 
But it doesn't tell you the type of disability specifically, so you don't know, if they reported, you know, visual or hearing or cognitive.  You don't know if it's the same condition that they're referencing. 

Q.	I had a question for David, actually, the Bureau of Labor Statistics data that you have up there ‑‑ is that just national?  Or can you go to WIOA region?  

A.	For PIRL you can actually look at it by state. 
I think, by workforce agency, identify or might be best to look at it by geographical unit.  

>> Hi, this question is for everyone. 
Q.	I am with Oregon’s ABLE savings plan, it's a new state program that helps people with disabilities save money, if they qualify for state and federal benefits, and all of states that have launched ABLE programs have had an issue with a lack of data.  In order to qualify for ABLE, somebody's disability had to have started before the age of 26, but they can be any age, when they open the account; and they also have to qualify, for either SSI or SSDI. 
I'm wondering if you're aware of any data out there that includes the age of onset, or anyone who might be interested in helping me find that.  

>> I don't believe we have that anymore in the topical modules we used to ask onset. 
(Amy Steinweg). 
>> Dr. Julie Weeks:  No age of onset, that matches your programmatic definition. 
And this is really, I think it highlights, one of the biggest problems, between programmatic definitions for eligibility; and many of the data collection systems definitions for those very same things. 
You know, there's not a match‑up. 
The age of onset question that will ‑‑ that is on the health interview survey, this year, is 22. 
And that's because of the legislative definition of, you know, I/DD.  

>> Andrew Houtenville:  Yeah, I was going to say what Amy mentioned is that the SIPP has a lot of that information, 2014 ‑‑ is going to be the only year available; unless someone foots the bill, for more questions.  
A lot of this is about, you know, footing the bill.  Onset is probably, for me, it's ‑‑ when I do employment work, it's the No. 1 thing. 
If you look at some of the occupations, what are the occupations held by people with disabilities?  You'll see, the standard of 4Fs ‑‑ food, filth, flowers and filing ‑‑ right?  But you'll also see things, occupations that are hazardous. 
And so, it may be the opposite causality going on, one is:  People with disabilities getting jobs.  
Or people in jobs that create disabilities. 
And so onset is really critical to understanding, youth transition, any kind of return‑to‑work; you know, it's really the variable that's missing.  
It's not an easy variable to collect, because disabilities can be progressive in different ways. 
They can be temporary; they can be sporadic.  
But it is a major challenge, to the Field. 
Because it's hard to pass the surface without it.  

FROM THE FLOOR:  
Q.	We have a question.  What sources are there for disability‑related costs?  Costs not‑borne by those without disabilities, by type of disability that go beyond medical?  For example:  These costs would include adaptive equipment.  Housing and transportation modifications, and other supports that are not covered by traditional medical... institutions.  

A.	Amy Steinweg:  I'm not sure that we collect what you're describing. 
We have some questions on medical out of pocket and SIPP, and the CPS supplement.  Everybody was talking about ‑‑ we have sort of broken them down a bit more in recent years; so currently, let's see.  One set of questions has premiums on plans, supplemental plans, and then kind of breaking down, medical costs. 
So, like, co‑pays and then sort of everything else. 
If I've gotten it right.  And it's very hard to put the things together.  What you're talking about more broadly, I don't think we touch on.  

>> Dr. Julie Weeks:  The only data set that I can think of that is going to give you a rich amount of information about costs for both health, as well as healthcare, you know, devices, expenditures, and such ‑‑ is ‑‑ would be from the centers for Medicaid.  CMS, and so, um... 
I can't think of anything else other than their files. 
>> Andrew Houtenville:  The MEPS, the medical expenditure panel survey could potentially have that source, Eric, I don't know if you're familiar with a lot of the ‑‑ how detailed the expenditure files get, in terms of assistive devices and other items like that.  
One of the big questions about assistive devices is they're durable goods so you may have purchased one five years ago, and if your survey ‑‑ this year you say what was your purchases?  It wouldn't necessarily show up because it's a durable, but not a consumable annually. 
The consumer expenditures survey:  
I've always wanted to see ‑‑ which is a BLS product, I believe, from the Census. 
The consumer expenditures survey, always been a question of whether that survey ‑‑ not just the household finances and spending at the household level, whether that survey, could add the ‑‑ the ACS six questions, you know, into the BLS Census... I think it's BLS Census joint product.  I've thought that it probably a matter of some advocacy. 
I don't think this ‑‑ the consumer expenditure survey offshoots CPS like the ACS, but I always wanted somebody to check in on that.  

>> One more question, one more question!  
Q.	Hi, this question is for Julie Weeks.  She had made reference to a 2018 mortality survey and it's very interesting, somewhat, you know, intriguing I'm curious what was the leading take‑away from the study?  Is there anything that you found very interesting or a key finding from that?  
A.	So those data were released last week, and there were a number of reports released alongside it.  But those reports did not focus on the disabled versus the nondisabled population, they were for the country.  They are available online, there are very few changes, in the leading causes of death; there are some changes in terms of deaths attributable to ‑‑ that are either drug‑involved mortality, or overdose ‑‑ there are some changes in terms of what the drugs involved are.  
And because life expectancy estimates in the country are based on those data, and there have been some changes, there are also some slight changes in life expectancy; and that was all over the press last week, so those are the reports that come out right with the data.  And they're just nationally representative.  

>> Dr. Andrew Houtenville:  
So that's all we have for questions, before we break for lunch, I would just add before we give applause for our federal partners, that there are other data sources out there. 
In fact, you know, one of the things that the vital records are linked to, NHIS, and the links aren't always, the best ‑‑ they're not one for one.  
At least that was my old understanding, but that there are such things as linked administrative and survey records; that are out there, but they are getting many of the linkages are old, and need new memoranda of understanding to update, and so that's a whole other advocacy arm for research related to disability and other folks. 
So with that, a round of applause for our federal partners and then we'll break for lunch!  

[APPLAUSE]

(12:00:48 p.m.) All right.  We're breaking for lunch, lunch is where?  On ‑‑ right there.  Okay.  Lunch is outside.  
For those online, you're on your own.  
(12:01:02 p.m.). 











[STAND BY FOR LIVE CAPTIONS]  
Afternoon session 
* * * * * * * * * * * * * *  
(1:05:40 p.m.)Dr. Andrew Houtenville: We're going to get started in about five minutes.  We're going to get started in about five minutes!  
Actually, maybe turn that on down.  

>> No, you're good. 
>> Dr. Andrew Houtenville:  I'm, like, 5 feet away from it.  

(Conversation continues). 










[STAND BY FOR LIVE CAPTIONS] 
>> Purvi Sevak:  Good afternoon, everyone, can everyone hear me?  Great!  
(1:10:07 p.m.), I hope you‑all had a pleasant lunch. 
My name is Purvi Sevak.  I'm a senior researcher at Mathematica. 
Where I work on a number of NIDILRR‑funded projects, related to employment, employment policy; youth, and centers for independent living.  
I spent part of my morning at another NIDILRR event.  A workshop on capacity building at minority‑serving institutions. 
A number of people I met with this morning mentioned UNH's statistics Compendium and I was reminded of how useful and impactful a Compendium is, and I know to build capacity we need data, and it's good to see that the data UNH puts together is used by organizations, and agencies around the country.  
Purvi Sevak:  I'm so pleased to be here to introduce this afternoon's sessions. 
For several years, UNH has expanded the day, to include the afternoon, to focus on special topics. 
Today, the first panel will focus on disability statistics. 
In rural communities.  And the second will explore opioid use and behavioral health.  
Purvi Sevak:  
Both topics are timely, I also like what these panels highlight about this type of research.  
Like research in other areas, disability research, is most impactful, when it's interdisciplinary.  
The afternoon's panels are drawn from researchers across disciplines, different institutions, and across different NIDILRR grants. 
(Pause), it's by bringing these different perspectives together, that I think we can ‑‑ weave a coherent evidence‑based story about the pressing issues that we care about.  Bringing together different perspectives to advance what we know; and to identify what we don't know, is a key aspect of the value that NIDILRR brings to disability‑focused research. 
Personally, it's a great privilege to be part of this work.  
So without further ado, let's turn to disability statistics in the rural communities.  
And that would be moderated by Amanda from NIDILRR.  
[APPLAUSE]
Amanda.  Good afternoon, thank you for being here, it's just so exciting to see so many people excited about disability statistics. 

[LAUGHTER] 
>> Amanda:  It really gets me excited as well!  
As you may know, until recently, studying many topics about people with disabilities, in rural areas, has not been very easy.  It's, actually, been quite difficult, mainly due to a lack of disability identifiers in national surveys. 
So it wasn't possible to study things like housing or healthcare access or transportation; for people in rural areas, nor to compare people in rural areas to people, in urban areas. 
But since these identifiers were added, about ten years ago, several researchers have made quick work of analyzing data for some of these topics.  So that we can better understand the lived experiences of people with disabilities in rural areas compared to those living in urban areas. 
And so you guys are fortunate enough to be able to hear some of these, from some of these researchers, who have been doing that kind of data crunching.  
And that are all current leaders in this area.  
And as Bill mentioned this morning, we are delighted the rural data are now, included in the Compendium. 
As ‑‑ the ‑‑ two RRTCs are collaborating, the rural ‑‑ RRTC on rural and disability communities; and the stats RRTC, so we're happy to see them collaborating and happy to have more rural representation, included in the statistics.  
So, I will pass it on.  

[APPLAUSE]
(withdraws). 
>> Mr. Hirsch:  Oh, there we go. 
Let me go back one. 
Okay.  
I'm Steve Hirsch, with the federal office of rural health policy; and I don't know much about disabilities but I know a lot about what rural means. 
And I'm here to tell you about essentially, what the rural population is, and what it means. 
There are a lot of different ways of defining "rural" and how you define it, will change the number of people, who are classified as living in rural America. 
Everything starts with the Census Bureau, everything starts with the Census, we have a census coming up this year.  Fill out your census forms!  Send it in.  Have all your friends send them in.  It's really important to get the data so that we can use it and everyone else can use it. 
The Office of Management and Budget at the White House also has a big hand in this. 
The Department of agriculture's economic research service, does a lot with the census data, and finally, there's our office over in the Department of Health and Human Services. 
Which also has our own definition of "rural" which I'll tell you a little bit about later.  
Let's see... there we go!  
Census:  Everything starts with the census, like I said. 
About ‑‑ over a century ago, about 120 years ago, the census, actually, started to classify what rural meant. 
And they started with places of 2500 people.  
Any place that had 2500 or more people was considered urban. 
Everything else was rural. 
One thing you may notice about that.  Is 2500 people is not very much.  Those are very small towns nowadays. 
Even the guys at the Census Bureau now don't know why they chose that number, around 1895.  Or whenever they chose it.  
They think ‑‑ they believe that a town of 2500 people had every service that people could possibly need so that was good enough. 
Now they have divided up into two levels of urban; and that is... urban clusters that starts at 2500, goes 49,999, and urbanized areas 50,000 and up, as big as it gets, one thing that has changed over the years, originally it was anything within the town limits, was considered urban, everything outside was rural, around 1950 they noticed there were suburbs growing up around cities and these were not incorporated areas. 
And they ‑‑ but they were still integrated with the city.  And so they stopped using the city limits as the endpoint for what's urban. 
And they started going by population density, so until population density falls below essentially 500 people per square mile they don't consider something rural. 
So what they're really doing is defining what is urban, whatever doesn't meet that definition is considered rural.  
And this is what happened (referring to PowerPoint) over the last couple of census up to this year you'll notice the urban population grew by 27 million, it's all in the urbanized areas and that's virtually where all the population growth in the United States occurred. 
Not in the urban clusters which fell slightly ‑‑ not barely at all in the rural areas, which grew by half a million people, or about 1 little less than 1%. 
But all 27 million people were in urbanized areas, which means they're in the area that has 50,000 or more people.  
Over the century, in 1900, most people in the United States were rural. 
Over 60% of the population lived in rural areas. 
It fell gradually throughout the century, in 1920, it was the first time that in history where most of the population was urban. 
And it's continued to fall until now where it's just under 20% of the the population. 
If you look back earlier in the 19th century over 90% of the people in the U.S. lived in rural areas, so we've seen a huge scene change in the way people live. 
From going from being mostly rural, to almost ‑‑ mostly urban. 
But sort of counterto what you might expect:  The number of people in urban areas is larger than it was a century ago, we started when the 45 million people in rural areas was the majority of the population. 
Now we have settled in right around significant million people in rural areas for the last 30, 40 years; and it's probably going to be somewhat similar after the current Census. 
We'll ‑‑ we still expect to see probably about 60 million people.  
This is the surprising slide, I hope, to you. 
The pink areas are urbanized area.  
They're a little green dots that are the urban clusters of 2500 up to 50,000 people.  Everything else is rural, everything else in rural is rural according to the Census Bureau, and that's over 95% of the land area of the United States is rural according to the Census Bureau.  
Okay, nothing is perfect, and there are problems with this definition.  
And one of the problems, anybody from Maryland here?  
Besides me?  Okay, great!  
Howard County, is (indicating) between us here in D.C., and Baltimore.  
That's the Baltimore urbanized area, that's the shaded area on the map. 
And it juts out in strange ways like I said, it doesn't follow the city limits, it keeps going right until the population density falls to 5 ‑‑ under 500 people, per square mile.  So it's very hard to tell, just from where you are, whether you're in an urban area or rural area they tend to look as you get out towards the edges, very much alike. 
And this is Howard County, Maryland, and the yellow shaded area is the Baltimore urbanized area. 
Half of Howard County is rural, by the Census Bureau's definition. 
Okay?  That is of limited use to us, in rural health policy because people can get on a highway and get to Johns Hopkins in Baltimore, or they can come down to D.C. and go to Georgetown or GW and there are plenty of other hospitals in the suburbs around here. 
So really, it's a suburban county despite the fact half of it is essentially rural according to the Census Bureau.  
So OMB, Office of Management and Budget, has their own classification system, but, again, they start with what the Census Bureau does. 
So metropolitan metropolitan areas have one of those core areas, 50,000 or more people.  Micropolitan doesn't go all the way down to 2500, it starts at 10,000 and goes up to 50,000. 
And they both work very similar ways. 
So they start with the core county that has the core population and they start looking at what's going on, are people commuting into the core?  
And they start bringing in surrounding counties, so here in Maryland ‑‑ or up in Maryland, Frederick county which is fairly far away from D.C. now is part of the D.C. metropolitan area. 
So ‑‑ because, enough people are commuting down here to pull it in; and theoretically this works as indicating people have access to healthcare services here.  
So, yeah, it's county‑based.  They do stop at the edge of the county so it's very easy to tell you're either in a metro or nonmetro county and it makes it easier to gather statistics and that is why most of the statistics when it says urban rural, it means metro, nonmetro.  This is a map of the U.S., the orange‑shaded counties are the metro counties. 
The dark blue are micropolitan, and then everything else is called "noncore" they don't have a core population of 2500 or more.  
Or 10,000 or more people, excuse me, the majority of the counties in the U.S. are still nonmetro, it's changed a lot since I started working in rural health, 20 years ago!  
There were under 700 metro counties now, there's over 1100; so it's changed a bunch, and ‑‑ in a few years. 
We're up to almost 1100, and 70 counties ‑‑ there are not including the most recent OMB update, which changed a lot of counties, we have not started using that. 
So, actually, there are even more metro counties according to OMB now, than there used to be.  
The population, if you put together the microand the noncore counties, you get almost 15% of population in the U.S. 
Compared to the Census Bureau's which I should have included that ‑‑ almost like I said 60 million people. 
So 15 million fewer people if you're doing ‑‑ going by the OMB's nonmetro compared to the almost 60 million people, in the... rural areas that the Census Bureau defines. 
And this is Maryland, again.  Baltimore County, and down to D.C.:  Everything is metro, essentially.  You have to go out on the eastern shore across the bay or go way out West, in western Maryland to get to something that's not metro. 
These are all metro counties. 
But there's ‑‑ there are flaws, with everything ‑‑ every definition; and anybody been to the grand canyon ever?  Yeah, good.  Grand canyon up in northwest Arizona, and it's a metropolitan area.  
So ‑‑ and because the whole county is considered metro. 
[LAUGHTER] 
>> Steve Hirsch:  OMB classifies the grand canyon as part of a central county in the metro, not even an outlying county because it's where flagstaff Arizona is located in the southern part of the county but you go out around the grand canyon, there's very few people who cross the grand canyon, there's almost nobody, average population density past the grand canyon is zero, to one person per square mile ‑‑ that's nothing. 
The population density around here is probably 20,000 people per square mile or something like that.  
(Pause). 
>> Mr. Hirsch:  So here's an alternative:  
We use ‑‑ using census track data to identify what's the population density.  Are people commuting down to flagstaff?  And the answer is no, if you look at the northern rim of the grand canyon, which is in red, they're not crossing the ‑‑ driving across the grand canyon and getting down to Flagstaff, so we have an ‑‑ this was worked out with ERS, at USDA and it uses census track data on commuting and population density, essentially. 
To classify the U.S. 
So for our purposes, for access to healthcare, we start with nonmetro counties and say you guys are rural.  You're all good to go. 
In metro counties, we look for census tracks that are low population, density, and where people are not commuting into the central area. 
And we have a few other census tracts which are immense ‑‑ I can show you one ‑‑ it worked!  
Down in the ‑‑ uh southwestern corner there's a big yellow‑shaded census tract.  That census tract is part of Yuma county, over 2000 square miles which means it's bigger than any county here in Montgomery ‑‑ in Maryland, or D.C. or Virginia pretty much ‑‑ and everything lives on the western side of the county, and commutes into what Yuma City ‑‑ if you live out on the eastern side, you are way far away from Yuma.  So they don't have access, and we say, we'll give you... a break, and we'll call you "rural" as long as you have a ‑‑ a ‑‑ a code RUCA which is what we use to code the census tracts.  Everything 4 to 10 is considered rural and 130 census tracts with two, or three, are really big, empty and we classify them as rural.  We get around 57 million people, so, 45 million from the nonmetro counties, another 11 million, 12 million from the census tracts. 
And it's about 85% of the land area in the U.S. The important thing to remember ‑‑ if I have to tell you one thing.  And this is our map of what we consider rural in the U.S. 
Pretty much everything and Alaska, a good deal of Hawaii, and most of the continental U.S., with the exceptions of some of the coasts running from D.C. up; and from San Francisco down towards L.A.  
Population density in most of the United States, is really low.  
The average population density of the U.S. is about 88 people per square mile.  That's nothing!  
In a ‑‑ place that has 1 house per acre, you would end up with 2000 people per square mile.  And that's low density.  Most people would look around and think that's low density, if you're talking about 80 people per square mile essentially, it's low density, you get out in the rural areas, you know, you ‑‑ some areas, have small populations centers scattered around.  Others it's, like, 100 miles to the next town, and it's nothing but empty land in between there. 
Steve Hirsch:  Let me ‑‑ let me tell you where to come find more information, at our HRSA.gov.  
Let me also push the rural health information hub.  Anybody use that ever?  
Oh, my gosh!  Come on!  
[LAUGHTER] 
>> Steve Hirsch:  It's free. 
>> Right behind you!  
[LAUGHTER] 
>> Steve Hirsch:  Great.  Ruralhealthinfo.org, are a huge Web site, lots of information on rural disabilities and anything to do with the provision of rural healthcare services ‑‑ they have people on staff who will take your phone call, and do research for you. 
So don't hesitate to call them!  And they also have a very useful tool called "am I rural?" You can go put in your address, it will tell you are you in a nonmetro county, are you in an area that the Census Bureau says it's rural?  Are you in any other definition that the federal government uses that says you're rural or not?  So very useful. 
And you can also call me, or e‑mail me, and I am....  I am available!  People are really surprised when they call, and they get somebody on the line at the federal government. 
I ‑‑ I ‑‑ I'm not trying to insult anybody, but. 
[LAUGHTER] ‑‑ 
>> Steve Hirsch:  We answer our phone!  
[LAUGHTER] and we ‑‑ and I'm happy to help, in any way, with that rural health information, or rural funding information. 
So ‑‑ good!  I did it in 15 minutes!  Amazing!  
[APPLAUSE]
(1:28:58 p.m.), (withdraws). 
>> Catherine Ipsen:  (Approaching the podium).  Look we're in tandem.  I have to do two things at once!  
So, I am Catherine Ipsen. 
I am the director of the return and training center on disability in rural communities. 
And, first of all, I want to do a shoutout, to stats RRTC. 
We collaborateed on getting the little section included in the Compendium, but as a liftoff from that, they invited us to present here, which is superexciting to have a rural panel!  
But also, they had their first infographic, talk about some rural stats so I really appreciate them elevating some of our work. 
And opportunity here.  
Amidst a much bigger audience than we could ever hope to attract. 
>> Free of charge too!  
[LAUGHTER] 
>> Catherine Ipsen:  Although it was kind of expensive to travel here!  
[LAUGHTER] 
>> Catherine Ipsen:  And that was not covered.  
So, oh, well!  Okay. 
So I am really going to talk about exploring the intersection of disability and rural. 
And why do we want to do that?  
Rural communities are supervaried across the country.  And you've heard one story and one rural community, and that's what you've heard.  People have different experiences, they come from different traditions. 
They ‑‑ there are very vast differences in socioeconomic disparities, and urban solutions, often fall short in rural areas. 
Or the implications of policies that are directed to an urban population, really have some significant differences, or impacts for rural people; so we think that that inquiry is important.  
Catherine Ipsen:  So we are going to talk ‑‑ kind of share some statistics, nothing life‑shattering for sure; but to really put on a rural lens on some of those.  And also to really highlight some of the limitations of the data that we work with. 
We heard ‑‑ 
>> To advance ‑‑ 
>> Catherine Ipsen:  Golly!  Sorry, you just keep reminding me, everyone if I'm talking about something and it doesn't look like the slide go ‑‑ (Indicating.)  Something like that!  
Okay.  
[LAUGHTER] 
>> Catherine Ipsen:  Anyway... we are going to highlight, some of the limitations, we heard about all these fabulous national data sets, this morning. 
And, actually, converting those in a way that makes sense to answer rural questions, which can be hard.  
So, first of all, the first thing that we're going to talk about is using some of the ACS data that's just publicly available. 
And you heard that it was available, in one year, and five‑year files; and if you are looking at rural data, you are looking at five‑year summary files.  
So we look at segments of five years.  We don't do trend analysis year to year; we do it over five years.  
They do that, to protect people's confidentiality; to make sure that people aren't reporting data inaccurately based on really large standard errors, when Steve was talking about some of those locations that have, you know, five people per square mile, well, they live in Montana. 
And we would get in trouble if we misrepresented them.  
So... try not to.  
We ‑‑ for this first thing, I'm going to talk about data that we've looked at using the OMB classifications; and we do that because the OMB maps ‑‑ so, while onto county data.  A lot of times when we're looking at contextual differences, in what we're describing, we want to be able to also look at economic data at the county level. 
Or resources data at the county level.  So we pay attention to that.  
And that's ‑‑ makes that one classification, somewhat handy when we're looking at and trying to describe situations. 
So you saw this slide) gosh!  
You guys aren't paying attention!  
[LAUGHTER] 
>> Catherine Ipsen:  You saw this slide, I think our color scheme was a little bit better; but we have the OMB classification of counties, and you can see that a lot of the most rural counties, the noncore counties, pictured in the darkest green, really are kind of ‑‑ there's a big swath up the middle of the U.S., and a lot of these counties ‑‑ so they're noncore ‑‑ there really aren't services available in those communities. 
And I want to highlight Montana in particular.  
Some of the locations in Montana, in those dark, green areas, are 400 miles.  From an urban area, or micropolitan area where someone can access any services. 
That being mental health services. 
Administrative law people, who could review disability... continuing disability reviews. 
Those kinds of things. 
These are places that really lack access to transportation. 
And those sorts of things.  
So... just looking at some of the demographics:  
We can see ‑‑ golly!  
This is going to kill me!  
(Referring to PowerPoint) oh!  
I'm ‑‑ 
>> It's too many things!  
>> Catherine Ipsen:  (Patting head, and rubbing stomach) I'm better off looking up here, aren't I?  
[LAUGHTER] so looking at some of the rural demographics, you can see that, the disability rate across locations, goes up significantly. 
We're looking at metro versus noncore, 11.7% of the population reporting disability, versus 17.7%. 
And this is using the six ACS‑item questions that we've heard a lot about today.  One of these impacts could be, based on environment.  
Like, is the rate different?  Or is it some of those functional disabilities that might be impacted by environment that isn't quite as accommodating, or accessible?  
Poverty:  Also is higher, in the rural areas.  
So people living at the margins.  
(Next slide) "rural trends". 
And then ‑‑ so just in terms of rural trends, and I want to highlight, we ‑‑ we're really interested in seeing how employment changed for people with disabilities. 
In response to two spans of time.  So this is our first kind of big attempt at starting to look at trend data.  
That's available.  
And so we have the five‑year summary file from 2008, to 2012.  
Which, actually, handily corresponded pretty well with the GREAT RECESSION, so you saw, 2008 kind of the beginning of the GREAT RECESSION; the, you know, housing collapse whatever and you really didn't see any recovery happening until about 2011.  So this is a pretty good indication of when we might expect employment rates to have fallen.  
Then the next five‑year trend that we're comparing that with is 2013, to 2017, which corresponded with the recovery. 
And we were looking at the change in employment rate, over time.  
So essentially, taking the employment rate, that ‑‑ which is the average over 2013, to '17; and then subtracting what that employment rate was from 2008 to 2012.  
And what you see... 
Is not that surprising. 
People without disabilities, experienced increases in employment, which would... usually, associated with an economic recovery. 
Granted, the recovery lagged behind in nonmetro areas. 
But there was still a growth.  
What was concerning, is if you look on the left‑hand side, actually, people with disabilities, employment rate continued to follow ‑‑ or fall during [sic] the recovery period.  
So, actually, compared to the 2008 to 2012 span, people with disabilities are still employed at lower rates. 
Than that span.  
(Next slide) so we wanted to look, a little further, tell the story a little more succinctly... 
In terms of U.S. census divisions.  I'm not going to get to county‑level data; but I just wanted to show some demonstration about how varied this story can look across location. 
(Next slide) Catherine Ipsen:  So what you see ‑‑ and this is a picture of change in employment rate for people with disabilities, by division and then whether they live in metro, micro, or nonmetro status. 
And there are huge variations and huge losses in employment rate in particular regions; and in particularly, noncore counties. 
So if you look at the Pacific Region, actually, people with disabilities living in the Pacific Region, are reporting a 3% decline in employment rate. 
And for individuals who have about a 30% employment rate to begin with, that's a significant loss of the employment and economic well‑being.  
And there are some standout states ‑‑ they were highlighted, some of them were highlighted earlier in terms of New England. 
Had that same impact. 
The south Atlantic, western, south central, mountain, and Pacific ‑‑ all saw some really significant declines in employment rate.  
This is compared to the employment rate for ‑‑ oh!  
Sorry.  
[AWAY FROM MICROPHONE] I hope you didn't get that on national TV!  
Anyway, taking the employment rate for people without disabilities, and you see, a very different story being told here. 
That the recovery has ‑‑ has happened pretty much uniformly across the U.S.. 
And so that's something that we really think is important to highlight.  And to really think ‑‑ there's more to those stories, and this regional story, has stories that continue to go on to even more succinct categories of place. 
Catherine Ipsen:  We also have looked at healthcare coverage.  
We know, that just briefly ‑‑ and ‑‑ everyone knows this, ACA was signed into law in 2010.  
Expanded coverage, regardless of ability to pay, and preexisting conditions.  
Marketplace subsidies for those living at or below 400% of the federal poverty level.  Expanded Medicaid to those with incomes up to 138% of it the federal poverty level.  Medicaid mandated Medicaid expanded was determined unconstitutional. 
So, states opting to participate received, a federal match for participating, but a number of states did not participate, so we're going to kind of talk about or look at, changes in insurance coverage for people, living with and without disabilities, living in rural and urban locations, and how that was impacted by those two different things. 
So for this data we used the ACS microdata; and data are available, in units of analysis, called "PUMAS," consisting of 100 thousands people.  That means this is not a county‑level exploration, this is a ‑‑ a bigger unit of analysis, just rural, and urban. 
Healthcare coverage:  What we see, is that, rural people, with and without a disability, were the greatest benefactors of the ACA.  
They experienced the highest percentage‑point‑change in terms of gaining insurance.  
And that was true for both people with and without disabilities.  
This graph ( "change over time") shows change over time.  The blue line is for rural people with disability; the red line, is for urban people with disability.  
The green line is with rural people without a disability.  
And the urban line is ‑‑ urban people without disability. 
Sorry the purple line.  
People without disability.  And what I want to show, really, is not the particular trends over time; but the fact that, starting in 2008, there was, actually, kind of declines in health insurance coverage. 
And that really changed remarkably around 2011 to '12; and you saw a great number of people, gain access to health insurance.  
And then starting in 2016, that impact leveled off, and, actually, started to decline, particularly for rural people with disability. 
So I am going to pass the mic, over to my colleague, Lillie, who has looked at this kind of information in a much more interesting aspect, which is using maps.  (Withdraws). 
(1:44:29 p.m.). 
>> Lillie Greiman (approaching the podium) :  
>> Advance those slides!  
>> Lillie Greiman:  I see. 
[LAUGHTER] okay, Hi, so my name is Lillie Greiman, I'm at the research and training center on disability in rural communities at the University of Montana, I work with Catherine. 
And my background is in geography so I really like do like to make lots of maps and will be going through a few here in a second and just throwing in an additional, layer, into what Catherine was just talking about around access to healthcare, and increase rates of ‑‑ healthcare access, we also, then, looked at that same data, by expansion ‑‑ states that expanded and did not expand Medicaid. 
So we have here, this is a chart, comparing rural and urban areas, and then within that people with disabilities, and people without disabilities; and expansion and nonexpansion states, so there's a lot going on in this chart, for sure!  (Laughing) I have maybe something I can....  
So what you see is that, people with disabilities, in rural areas, of states that expanded Medicaid, saw the largest changes. 
10.7%, followed by people without disabilities, at 10.1. 
So really, in states that ex ‑‑ in rural areas of states that expanded Medicaid you see quite a significant increase in coverage. 
And then the next highest were people with and without disabilities in urban areas of states that expanded. 
And then the smallest gains were in states that did not expand.  Although you did see, still, gains; everyone ‑‑ we were seeing increased health coverage across the board.  
Oh!  Yeah.  
I did this.  
That was intentional.  
[LAUGHTER] 
>> Lillie Greiman:  How do I get this one to change now. 
>> Arrow.  
>> Lillie Greiman:  Or not.  Okay.  
All right.  So, however, there are some significant limitations to this analysis.  
As Catherine mentioned data are available in units called PUMAs, public use microdata areas and these are limited to areas of 100,000 people. 
And the rural comparisons that we did for that analysis were pretty severely constrained.  We assigned PuMA,s to be strictly urban or rural based on the counties that comprised the PUMA and if there was any mix within the PUMA of urban and rural, they were not included. 
This is a map, showing the areas, the public use microdata areas, that would be useful in analysis looking at just urban, rural and mixed. 
So, yellow, is urban PUMAs, green is rural, and the mix is gray, and everything that is gray was not used in that analysis.  
And our colleague Christiane is going to talk more about really cool things she's doing to improve rural analysis, using PUMS data and classifying PUMAs, along a tunem that's much better than this. 
But, what was really, exciting ‑‑ oh, there.  
Was really exciting, is that, this last December, 2019, the ACS released, more data, so that we can more accurately, actually, do this comparison, and, again, the five‑year data samples that we would look at with the county level, aligned really nicely, with Medicaid expansion. 
So we're able to look at data from 2009, to 2013; and 2014 to 2018, at the county level.  
To really look at that change, in health insurance coverage, by rural, and urban; along when ‑‑ and within states, as they expanded Medicaid, or did not.  
Lillie Greiman:  Now, there's a whole series of maps, and I might be reading from my slide, because they're a little complicated. 
So this is a map, that ‑‑ of the U.S.. 
Showing states that ‑‑ is only including states that expanded Medicaid. 
Wait.  I want to make sure I read the right one.  Showing states that expanded Medicaid, in 2014, and the percentage point‑change in insurance coverage by counties within those states.  Between that 2009, to 2018 time period.  The rates of change are colored from dark to light blue.  
And indicating an increased coverage with the darker blue... light blue indicating lower rates of coverage, dark blue indicating higher rates, and then orange indicating a decrease in coverage. 
And what you can kind of see here is that you do see some dark blue counties dominating, with lighter blue counties in northeastern states and scattering of orange, orange representing a state that had average loss of health insurance coverage for people with disabilities.  Some of that could be there's a whole bunch of reasons, we don't really know, but they are very rural states, state with really low populations and questions potentially about, you know, you see high margins of error in data for this. 
So there's some kind of crazy variability that comes in.  
And then I also have a little state ‑‑ map in the corner, showing, just the general rates of change by state.  
And so you can kind of compare, within a state, some of that variation, in increase in coverage, versus, like, the overall rate.  And those colors correspond so the same. 
And then, this next map... 
Yeah,. 
Brings in, now we're looking at states that were including states, that increased coverage in 2015, 2016, which is the Alaska, Indiana, Pennsylvania, Louisiana, and Montana, and, again, you see, a ‑‑ you see pretty dark blue, you see blue dominating the map, and then, some good amount of darker blue, indicating a higher rate of change.  
Lillie Greiman:  
And then, bringing in all states. 
So what I really want to highlight here ‑‑ so this is a map of the entire U.S.. 
Again, showing the county percentage point change in health insurance coverage. 
And what I really want to highlight about this map, is maybe I can go back... 
Yeah, so if you really look at Kentucky, two states that really stand out are Kentucky, and Arkansas.  
Two states that expanded Medicaid, and they appear quite dark blue.  A lot of dark blue counties going on in those states.  And then if you look at the states surrounding them, that did not, Tennessee, Missouri, some of the ‑‑ Mississippi. 
And I want to include Louisiana as well as a state that did include.  You really do see a contrast looking along the state border, this ‑‑ which would indicate this is a policy change the policy being Medicaid expansion, really made a difference in some of these states. 
It's unclear about what's going on, you see lower rates of increase in the northeast, and that maybe because people were ‑‑ had higher rates of insurance coverage to begin with, so there wasn't as many folks to kind of capture in that change. 
But it really does seem evident in some of these states.  
Lillie Greiman:  Um... 
All right!  So this is just essentially that same data, but now, in a chart that is showing the percentage‑point‑change in insurance coverage by metro status and Medicaid expansion, and, again, you see from metro, to rural ‑‑ from urban, to rural or metro microrow to noncore, you see a gradual increase in number of people with disabilities that have health insurance coverage. 
And looking at 2014, and then states that expanded in 2015, 16 and, again, just the 5 states but you see quite a significant increase, and while in nonexpansion states you still see an increase, it's not showing up nearly as significantly for people with disabilities. 
Increases, happening in urban areas, and you're not seeing quite as much of an upward trend as you do in some of those other expansion states. 
Okay!  
That's it.  
(1:52:33 p.m.). 
[APPLAUSE]

(Withdraws) Christiane von Reichert.  
(Approaching the podium) (1:52:55 p.m.) I'm Christiane von Reichert, from the Department of geography at the University of Montana. 
I'm a population, and economic geographer and I've done most of my work on migration, involving rural areas. 
On the basis of that, I was invited ‑‑ to participate in a grant, that was awarded to RTC rural, by NIDILRR, and I feel privileged to be here, and learn so much about data that are out there and have the opportunity to share some of the work that I have been doing.  
Mrs. Von Reichert:  
I provide you with a couple of slides, that you have seen already, but it my presentation but the American Community Survey on disabilities, based mainly on the summary data.  Then I will talk about....  the PUMS, public use microsample that offers huge advantages no matter what type of analysis you do, but also some geographic disadvantages and limitations. 
That really already touched on. 
I will actually spend quite a bit of time talking about a method that I have been....  working with, and developing to allow, use of PUMS data, while pursuing rural‑urban questions. 
Or ‑‑ presenting to you a rural‑urban classification that I developed. 
And the reason why I developed that:  I was brought into this grant, to answer the question, whether migration, especially selective migration, contributes to rural disability, whether that is a player in that. 
And that's why I had to ‑‑ was motivated to use ‑‑ develop a rural‑urban classification. 
Then I will briefly present results on rural disability using the PUMS; and what we have learned from that or what the data are telling us about migration, up or down, the urban hierarchy ‑‑ the core of the question, I ‑‑ wanted to answer and then, a summary.  
Dr. Von Reichert:  
We all know, therefore, impairment question and functional limitation questions in the ACS, and as I learned, in a varieties of other data sets, that ‑‑ for which people self‑identify; based on that, over 40 million people and 13% of the population, and I'm coordinated, the summary file with the PUMS I used which are 2011 to 2015. 
So they are not the most recent; but they are in sync. 
And these ‑‑ this gives us a bit of a sense on their relative prevalence of different ability types and multiple disabilities are quite common.  We've heard that repeatedly:  
They go up ‑‑ especially ambulatory and independent living often go hand in hand.  

Doctor von Reichert:  
You also have seen, the ‑‑ this map in a variety of shapes, and colors, that gives us the disability rates by counties of the U.S.. 
And highlighting the disability Belt. 
And next to it, is a chart that corresponds, to the disability rates. 
And I'm using a urban‑rural classification that is very popular among population geographers, it's not a classification that we've heard of from before, but....  population geographers and population scholars demographers rural sociologists really like to use this classification.  We refer to it, affectionately as the rural urban continuum code, Beale was a longtime member of the ERS. 
Which groups, metropolitan ‑‑ it distinguishes between three types of metropolitan areas from larger to smaller; and then six types of nonmetropolitan areas from larger to smaller, but also from adjacent to metro area, to not adjacent to metro area, which is a very useful typology, when you look at population change. 
So this is a nine‑way classification that I will be using for my own methodology. 
Dr. Von Reichert:  
The PUMS:  
Is ‑‑ is as we've heard, it's very powerful, a way of looking at data, because we have individual data.  We can cross‑classify data in a variety of ways that we cannot do with summary data. 
And as a ‑‑ just to make that case.  Or to make that point:  I included here, a chart that gives us disability by age, as we know it goes disability rates go up with age; but it also includes racial distinction, and that would be a hard thing to pull out of the ‑‑ summary data. 
Shows that African‑Americans show over a higher disability rates at most ages than whites and Native Americans in particular this is really shocking and very high ‑‑ disability rates at all ages, while Asian Americans have below‑average disability, just as a ‑‑ an example of what the advantages of the PUMS here.  
Coming from the migration perspective:  
I also adopted a household perspective. 
In migration studies, we think of the individual as a member of the household; and when people make decisions, they make those collectively, for the benefit of the household. 
Not necessarily for the benefit of the individual. 
And I'm bringing this perspective to ‑‑ to the topic of disability.  
We normally look at disability as a a binary variable persons with and without disability.  And household perspective, adds to this, that there are people, without disability, in households with disability; and they probably lead very different lives, than those who live in households without disability. 
And so, the contribution, I feel, I can make with the PUMS here, is to move from a binary to a three‑way classification by including the persons without disability in households when we do that it actually ups the number of people affected by disability, either of themselves or a household member ‑‑ it doubles that number.  
13% of the population, but we are by 25% of the population and that might have policy implications. 
I wanted to share that with you.  
Dr. Von Reichert:  From a migration point of view, of course,:  
The PUMS also allows us to look at the age migration schedule which gives us a propensity of the probability that people engage in a move; and here, a move is one that goes to a different PUMA or migration PUMA, and I contrast here the three groups, that ‑‑ I've just pointed out the age migration on the X axis we have age, and on the Y axis, we have the probability of moving to a different PUMA. 
Over a one‑year span, and it shows us the highest rates of moving, actually, for young adults, which is well‑known and drops off sharply and stays relatively low, especially if you focus on the redline, which is for people without disabilities, in households without disabilities. 
Now, when we contrast this to the blue line, the people with disabilities we see their migration as young adults is lower, but they have higher, migration and mobility rates, into ‑‑ into midlife. 
Which is very puzzling, because we think that persons who experience a disability, have a challenge, engaging in a move.  
What this might suggest, is that people who experience a disability, might be in search for a better‑fitting environment, and ‑‑ and perhaps to follow family. 
And, therefore, take on the ‑‑ move into midlife.  What is the most interesting of these lines here, might be ‑‑ I think, is the green one, these are the people without disabilities. 
In households with disability; and their migration is greatly‑diminished at young age, and then they fall in the lines of persons without disability.  What this means, is that people, who don't have a disability of their own, but share the households with other household members, have reduced migration at young age; and likely ‑‑ these are cross‑sectional, not longitudinal data, but likely reduced disability over their life span, so this greatly could impact, the overall migration rate and therefore, the choices that people have throughout their lives.  
Dr. Von Reichert:  So I highlighted these examples, as ‑‑ to make the point, that the PUMS offers interesting advantages over using summary data, but it also as was pointed out before, comes with disadvantages.  Geographic resolution is ‑‑ of course, for confidentiality reasons we have heard of the 100,000 population, minimum. 
Requirement.  
And so... I'm contrasting here three maps at the county level.  We have 3,400 units and we actually get disability data to much lower, finer geographies.  At the PUMA level, we have 2,400 PUMAs, and those, in metropolitan areas, may consist of areas that are smaller than counties, but in nonmetropolitan areas, they tend to consist of multiple counties. 
So they're fairly large.  As I work with migration data, I have to work with mig PUMAs, which follow county lines so they're more aggregated at the urban level, but fairly similar, at the rural level. 
And while I'm highlighting this, we have seen ‑‑ heard from Lillie, and Catherine before ‑‑ that working raw data, with this data set is a challenge.  
And when I started with this, I ‑‑ was trying to think of methods, how we could convert this data to a rural‑urban continuum and following the early methodologies that were used by the Census, and... methods often used by population geographers, I work with population density to quickly find that wouldn't be a useful classification, because it's too reliant on settlement patterns, and histories and it would not be appropriate to compare the Midwest and the West of the U.S. with the eastern and southern portion, simply because of how counties were shaped and created. 
You have seen the map from Lillie and Catherine that give us the three‑way classification, with two being used for analysis.  
After I've done my work, I learned that the staffer at the ERS also worked on a classification, starting out with metro and nonmetro counties basically a binary classification. 
And converted....  and he called a PUMA a metro PUMA ‑‑ if it included a metro county, and I'm showing on the one slide, the binary map, for that; and then he repeated that by using the percentage of metro population. 
And it gives us a bit more nuance, for metro and nonmetro.  
And then let me present to you:  
What I have been working with, to answer the question, about migration, up or down the urban hierarchy; that's what this leads us to, even though I spent most of my time talking about this urban, rural continuum. 
The top map shows the Beale code, the rural urban continuum code for counties, that is my starting point for method I used for mig PUMAs.  I took the county level classification with one being the most rural and 9 being the most rural, weighted it by population, of all ‑‑ of the counties, that made up, a mig PUMA; and that gave me the map at the ‑‑ at the bottom; which is a continuum for rural‑urban or ‑‑ for rural‑urban, and when I compare the map, I find it's among those that I have looked at the more nuanced; and I felt comfortable moving forward with it.  
But for the skeptics among you, I want to present ‑‑ 
[LAUGHTER] 
>> Dr. Von Reichert:  I'm skeptical by nature, so I have to convince myself that I can move forward with that.  I want to present to you... evidence that suggests, it's a reasonable, good approximation, for mig PUMAs to call them ‑‑ a rural‑urban continuum my evidence is shone in tabural form.  As a map, and graphic.  And how does the data compare for the Beale code at county level and how they stack up to the modified Beale code at the mig PUMA level.  
Okay.  

This gives ‑‑ oops. 
The top portion of this table, which comes out of a publication that recently came out, in population space, and place.  
It shows us ‑‑ the Beale codes at the county level, with population and the disability rates showing low rates of 10.8, for the most metropolitan counties; and high disability rates of 18.2, for the most rural counties. 
Gradually rising, as you've seen in the chart.  
The bottom portion:  Shows us the mig PUMA classification using the rural‑urban code that I just presented to you; and comparing in the red bottom line, the disability rates, based on that classification.  
And it's 11.2 for the most metropolitan; rises and reaches 18.1, for the most nonmetropolitan or most rural areas. 
Dr. Von Reichert:  I think they align reasonably well. 
And I feel ‑‑ I can proceed using that classification, for the rest of my analysis.  
(Pause) Dr. Von Reichert:  But, it's nice to see things in graphic form.  
You've seen the disability rates for the Beale code, a few slides back; now on the other side of the chart, you're looking at the disability rates for mig PUMAs on the rural‑urban continuum, and they rise and follow, a similar trajectory, with disability rates relatively low.  At the ‑‑ for large metro areas, and relatively high, for the most rural areas.  
(Pause) Dr. Von Reichert:  And this is the last piece of evidence that I'm putting out there, to satisfy my own skepticism; and perhaps yours ‑‑ that is the rural‑urban continuum showing the disability rates on the one side, for counties; and on the other side, for mig PUMAs.  
And it shows that the mig PUMAs are really very large areas compared to counties, but it also shows that we can pick up the areas with relatively high disability rates, on the mig PUMA map, as well.  
(Pause) Dr. Von Reichert:  So now, in just a very few slides:  
I come back to the question does selective migration contribute to higher rates of rural disability?  
As I have a rural‑urban continuum ‑‑ on hand to use.  
Do people with disabilities move from more urban to more rural areas?  
Do they move down the urban hierarchy to find areas with better environmental fit?  
Based on the work of Nagy and others that were mentioned this morning. 
So is the rural disability higher because people move there as a result of a search for better environmental fit?  
Or, on the other hand, do people without disabilities move from more rural to more urban areas, do they move up the urban hierarchy because they're drawn to urban environments?  
One could also argue the opposite:  One could argue that people with disabilities might be more inclined to move towards towns and cities, where they have access to services; because in rural communities, as was pointed out just a second ago, access might be ‑‑ might mean several hundred miles distance to overcome. 
So what do the PUMS data tell us about... migration up or down the urban hierarchy?  
(Next slide) does selective migration contribute to higher rural disability?  
And the short answer is, it doesn't look like it.  Apparently not.  
But let me spend a second, highlighting what I'm showing this graph.  
On the X axis, I represent the mig PUMA code for the origin ‑‑ rural urban code for the origin mig PUMAs and on the Y axis is the difference between the origin, and the destination, mig PUMAs. 
If we have a positive value, it means the movement up the urban hierarchy, if we have a negative value, it means a movement down the urban hierarchy.  
And in this chart, I'm showing two series:  The gray series is for the persons without disability; and the red series, is for persons with disability.  
And they show numbers, they're not rates.  They're numbers.  
And, of course, we see a number ‑‑ large number for persons without disability, and then leaving out for now, the third group, persons without disability in households with disability, just for clarity of the graph.  
Dr. Von Reichert:  And we see a slight move down the urban hierarchy, for people who live in relatively large urban areas, towards lesser metropolitan areas. 
Towards lesser urban areas. 
And it's basically a move from a 1 to a 2, which is not a big, big move.  
As we move across, to the more rural origins, we see a relatively high leap up the urban hierarchy, from rural places, to somewhat more urban places, to intermediate urban places. 
And what's most important on this chart, is A, that there is not much of a move down the urban hierarchy except from the most metropolitan areas; but, B, that these clusters, very much overlap, and align with each other, which suggests whether persons with a disability, or without a disability ‑‑ the direction of the move is very similar.  
So I cannot ‑‑ from the PUMS data that are publicly‑available, I cannot offer an answer, yes, they contribute to rural disability; the data don't suggest that. 
Now, there is a limitation, to that; and that limitation stems from the size of the mig PUMAs, there might be differences within a mig PUMA that I cannot detect with public files, those of you who know data well, will probably ask....  prompt me to consider using seek access to access restricted data of the Census. 
I actually have sought that.  I have developed a proposal to look at microdata without geographic constraints. 
So I can use the rural‑urban continuum, at the county level, with ‑‑ using microdata.  
That proposal was successful.  
I have submitted special sworn status applications. 
Which, then, was filed because the Census Bureau is understaffed to process these applications, at this time.  
With a new Census coming up this year ‑‑ so it's been actually on hold for a year.  
But that might be a way of perhaps offering some more detailed information, but with public data, and with microdata, it appears....  migration does not contribute to rural disability. 
The way I actually had expected. 
So let me just summarize:  
The data ‑‑ I've made the case. 
The PUMS offers advantages. 
It gives us interesting ‑‑ it gives us the opportunities to ask interesting questions. 
It also allows us to look at disability as a household variable, as a three‑way classification, beyond the two‑way classification. 
I highlight the shortcomings of the PUMS with a limited geography, I presented a method that might offer some use for work on the rural‑urban continuum; and when it comes, to findings beyond the data:  
I feel like the household level ‑‑ it is useful to work with a three‑way classification as opposed to two‑way classification because the way it is right now, people who don't have a disability, but are in a household with disability, they are considered to be persons without disability. 
And 40 some million people, in there, that are grouped in that category, when perhaps they should be considered separately.  
And for migration:  I feel like the three‑way classification, has given us insight of different migration rates, and the population researchers are quite interested in that; and quite ‑‑ find that quite interesting to have these different migration rates. 
Dr. Von Reichert:  And then I presented evidence to you, that there is really apparently no difference in migration up or down the urban hierarchy.  
That could contribute to the higher rates of rural disability. 
So higher rural disability must stem from other sources. 
We know that social demographics are closely linked to that.  Poverty, education, and so on.  
They might also be other reasons for higher rural disability rates that have to do with access to service. 
When I think of someone having a stroke in central Montana ‑‑ with the next hospital being an hour away ‑‑ the chance of coming out of that event, without a disability ‑‑ is very different from living ten minutes from a hospital.  
In Missoula, whereas a stroke can lead to complete recovery without any disability impacts, and so it could be the nature of rural work, rural work often involves big parts. 
Farm work. 
Oil. 
Energy work. 
Forestry. 
And so it could be ‑‑ could be greater hazards that come from working in rural environments, so there are other factors that should be considered.  
Whether with services or others.  But I think ‑‑ I have confidence that migration does not contribute to it the way I had expected to.  
Let me thank you, for your attention, and I want to thank NIDILRR, for this support, received for this research.  Thanks. 
(2:17:49 p.m.), (withdraws). 
>> Thank you, to our excellent present‑ ‑‑ panels, and presenters.  
I would like to open it up, for questions. 
FROM THE FLOOR:  . 
>> Your head is now swimming statistics and thinking hard about, how does this apply to what I'm doing already?  Daniel?  He's in the back.  

Q.	Hi, Daniel Davis, from ACL. 
Thank you, very much, for your presentations.  
I think they really do highlight some of the importance of getting a better understanding of the relationship between rural dynamics and people with disabilities.  
I think one of my biggest questions is, what can we take away from your work in terms of understanding, of social ‑‑ the role of social isolation, what it plays. 
I've heard in the last presentation, I heard, a fair bit of mention of well, with migration is not a factor, could it be ‑‑ could it be that the higher rates of disability are tied to distance away from health providers?  
So I would be very interested in hearing more about that.  

A.	Catherine Ipsen:  So I do think that access to services has impacts, although you might expect maybe, more movement towards those services. 
If it was ‑‑ let me just put it this way:  People live in rural areas, because of a variety of reasons.  
One being the social supports that they may already have in place.  
And so, I think that the household analysis is really interesting in that regard; because I think people always assume that access to services, are going to be the thing that would send them somewhere else, but as we know, some of those natural supports that we have are really huge protective factors. 
I've recently done some research comparing urban and rural people on feelings of social isolation. 
And, actually, rural people report in the sample, less social isolation, than people living in urban areas. 
On the contrary:  They report less social interaction than people living in urban areas. 
So I know that isn't exactly your question, in terms of access to services. 
But in terms of feelings of loneliness, or those sorts of factors that may not be as big of a deal as we might think, I have recently done another survey data collection using M‑Turk, which is a essentially online marketplace, where you're asking people, to take surveys, through Amazon.  
And it's a sample that is much more clued in to using computers; but also younger ‑‑ and, actually, the data is telling a slightly different story. 
So I think that remains to be seen, but, it's something that I'm particularly interested in. 
One of my colleagues, at the Rural Institute has been looking at what could potentially contribute to the higher rates of disability in rural communities, using longitudinal data. 
And one thing that he is finding, that the results being significant ‑‑ is what kind of job you had, and workplace injury earlier in life, leading to permanent disability later in life.  
So he's seen the number of workplace injuries being much higher in rural and then over time, those kind of transitory disabilities, where someone might hurt their back, but then recover or something ‑‑ translate into higher rates of disabilities later and earlier in life, than urban areas. 
So we're looking at some of those things, but it's ‑‑ it's hard, and I ‑‑ I want to make a plug for all of those national data people here in the room ‑‑ that if data sets could include a rural‑urban indicator, at the lowest level possible, in terms of geography, where you still felt like you were protecting your participants ‑‑ that would be really important, what is very, very hard for us, is to get individual‑level data, where you can start to answer and parse out those questions. 
With a rural‑urban indicator.  And so even if you are saying, you have to take, a data sample that includes all the people in the Pacific Northwest Region, but you had a rural‑urban indicator, with that data, to protect people's confidentiality, that would be a really important contribution to people's ability to really understand some of these kinds of issues.  
(A pause). 
>> Amanda:  (Returning to the podium), Andrew, then Eric.  
>> Dr. Andrew Houtenville:  
I think this question is for Christiane, that, when you talk to some people, in urban disability‑related issues, they talk about being priced out of the housing market. 
So that, people with urban areas, are kind of pushed into marginal housing, but also out of central cities. 
And out of, you know, job ‑‑ thriving parts of the economy. 
So ‑‑ is it ‑‑ there's a group out of Boston that used to be doing, the priced out.  
Insymptom sufficient to pay for many rent in many cities so, they had this idea of being priced out of the market.  
I think I wouldn't give up on your ‑‑ your idea, yet, as much as make it conditional on cost of living, can SSI, can someone survive in that area?  
On SSI?  
And ‑‑ that may be, well, it's related to migration, they're not going to move to anywhere. 

A.	Dr. Von Reichert:  That's an excellent point, and it ‑‑ resonates, with the move from the largest, towards somewhat smaller. 
Q.	Yeah.  
A.	Mig PUMAs, and if ‑‑ this were done at the PUMA level ‑‑ I can't because it's migration, but at the PUMA level, you have census tracts, and that would give a much better sense of, the ‑‑ the housing market at the census tract level rather than the mig PUMA level at the urban scale.  
Housing crisis, has a lot to do disperse  from less urban environments to more urban places and even the growth, which we see in most rural places is often tied to housing ‑‑ it's a matter of prefaces but it also ‑‑ if people have a preference for acreage, they cannot realize the preference in downtown Missoula, even.  They have to move 50 miles down the route to realize that preference. 
Housing is definitely a factor that plays into migration, thanks for bringing that to the discussion.  

Q.	I think this question, could go to Catherine, because your pitch at the end ‑‑ 
A.	Great. 
Q.	Looking at the ‑‑ the extent of the disparities, between people with and without disabilities and how much those are modified by rural and urban status, have you thought about ‑‑ and, I mean, this in a statistical sense, and not necessarily a causal sense ‑‑ how much of the disparities, we are estimating so often, in health surveys or ACS are explained by rural‑urban status?  
Especially as a way to kind of make a pitch towards we need to have that variable?  Did that make sense?  
>> 
>> No. 
>> Lillie Greiman:  Maybe I think I need a clarification, if I'm thinking about the charts we were showing and you see the national rate of disability being 12% and urban being 11%, you think ‑‑ you're saying, like, when ‑‑ because we're not capturing that rural difference, that that could be the ‑‑ just the driving factor?  
Q.	Like, in a lot of the areas, health statistics I've looked at.  I'm looking at some of what you're showing and wondering, if the predominant, you know ‑‑ drive is rural ‑‑
A.	Yeah. 
Q.	‑‑ among rural communities how often we should be focusing on that almost exclusively.  
A.	Right, I think that's a really good point, and I think there's definitely a push, and I feel like Meg Tracy should be here to talk about, rural being ‑‑ a focus, like, in the ‑‑ health disparities focus. 
>> Also ‑‑ 
A.	As such a critical factor around social determinants of health and that isn't often included, when you start looking at those factors and I think it very likely, could be.  
Yes.  

FROM THE FLOOR:  Thank you. 
>> Amanda:  
They grow people tall in Montana!  
[LAUGHTER] my question is for Christiane. 
I wondered, if ‑‑ well, I ‑‑ I go back to other Montana research. 
And the American housing survey, and the findings about how little accessibility exists, in housing. 
And I ‑‑ I mean, you mentioned housing specifically, but I wonder if there's a way to combine, lack of accessibility, as one of the predictors of migration. 
And ‑‑ or, if that may be partially explained why people aren't leaving, because they're in a house, they can't get out of.  
And it makes it even harder to think about migration, because they can't even get out into the community.  

A.	Dr. Von Reichert:  
So when you talk about accessibility, you talk about the ability to move in and out of ‑‑ a building, basically, the accessibility, of infrastructure.  
Because when ‑‑ we as geographers talk about disability ‑‑ distance is our first measure of lack of access, and then it is can you get through the door?  Or can you get up and down the ‑‑ 
>> Right. 
>> 
A.	Dr. Von Reichert,:  That very argument is why I thought we would see lower rates of migration for people with disability.  
That the barriers to migration, might be so high, for anyone ‑‑ for populations with severe disabilities, that they would not engage in a move; but the migration schedules suggest they're more inclined to move than their cohorts without disability, which suggests that there is a push to move.  
So I'm a bit puzzled by that.  Really, I'm puzzled why we have these higher rates of migration for persons with disability at an age, when we no longer would expect them.  Maybe it is people delay their move, young ‑‑ at young ages and catch up later, but that would not be all that plausible.  
So... 
What you're pointing out is that the ‑‑ that certain housing structures, certain infrastructure ‑‑ certain environments, inhibit the ability to leave as you wish. 
Yeah, and that's what I expected the data don't show that for migration; but the data ‑‑ it could very well be that's what's happening at a local level.  That people cannot leave a place, and they either go without a service, they go without an interaction, or that service needs to come to them.  In some ways. 
If that service is available, in a rural place. 
Is the other question, not sure I'm answering it.  
>> Lillie Greiman:  I would like to answer a little bit.  Maybe... 
Probably another, like, data plug; but a couple of years ago we did an analysis of the American housing survey, looking at rural‑urban differences in housing and they had a module where you could look at the rates of, like, steps at the entrance for example and you would see that you saw slight increase in more people with ‑‑ who use a wheelchair, having a step at an entrance and also in rural see more single‑family homes, fewer apartment buildings that might have an elevator or newer construction, so I think there definitely is something to that.  But the rural urban indicators in the American housing survey are kind of weird, I think; and we would want more ‑‑ we want more rural‑urban indicators in all data sets. 
So including the American housing survey which is a qualitative sets for analyzing housing for people with disabilities, let's get more disability data into some of these other surveys as well, these other national data sets as we can.  

Q.	Hi, I just wanted to thank you for talking about households. 
I'm not a data person, but I am a member of a household ‑‑ different family members, up and down scale, and I've dealt with relocating, moving out of my basement, and things like that.  
And independently leaving, but I think of people moving and rent was the first thing that came to my mind, what's affordable.  But also when you think of people moving ‑‑ I wonder if they're going, where they had some outside support from a family member. 
Who actually is the household, just a split household, that they may be moving to.  I don't see ‑‑ I just see that as logical.  
Support.  

A.	Dr. Von Reichert:  I couldn't agree with that more.  
I totally support ‑‑ support your suggestion. 
That in this deferred move, which only occurs if people can overcome the barriers to moving ‑‑ might be the move to be closer to a support system, and. 
It's been talked about, and it aligns with that very well. 
But also, what aligns with it, I'm continuing my works on households and composition of households, I was pulled into that as a result of what I just presented; and ‑‑ the number of people, in single‑person households ‑‑ or the percentage of people in single‑person households is twice as high for people with disability, than without disability; and it is across the life span, not only at young age, or at old age, but it's also at midage. 
But moving ‑‑ that the move might be a move towards support, to be closer to family, but not sharing the household with family ‑‑ I think is very much occurring, and thanks for bringing that up.  

>> We have an online question. 
Q.	Some of the maps show drop on insurance coverage, looks for drops in Native American reservations. 
How do you account for reservations in this research?  

A.	Lillie Greiman:  Yeah, that's a really good question, and the response rates for census data on reservations is incredibly low, so the truth is ‑‑ so this is all ‑‑ data from the American Community Survey. 
And they have a tool where you can look at ‑‑ go and look and see response rates for counties and areas; and you see really low response rates, in Native American reservations and so I wouldn't actually trust these numbers, because I think we don't know.  

>> Dr. Von Reichert:  I would like to add to that, though, why the rates are low.  I know there are have been significant efforts by the Census, to reach out to native populations. 
From the beginning of the ACS. 
Nancy was very involved in that, and they did pilots with the ACS in Montana on reservation counties to look for ways to improve participation. 
So it's not for lack of trying.  
Nonetheless, the rates are low.  

>> Amanda:  
Any other questions?  
All right.  Can we give one more round of applause to our panel?  
[APPLAUSE]

(2:36:54 p.m.). 
>> Kimberly Phillips:  So now we have a break before our next, and final, panel of the day.  
Please stretch your legs if you're so inclined. 
We will reconvene at 2:55.  

(2:37:19 p.m.) ‑‑ (2:56:21 p.m.), I think we're going to get started into the next panel.  My name is Sarah Ruiz, the associate director for research at NIDILRR, and I'll be moderating this panel.  
So many of you know, we're in the midst of the opioid crisis. 
Some positive news recently, with the 4.1% decrease in stats, over dose, stats, ACL and NIDILRR have been following, and engaging with stakeholders on of topics of most importance to older adults and people with disabilities. 
And so, as you can imagine, long‑term recovery in the community is one of them. 
Especially for people with disabilities, and I think living with disabilities I would argue, living with a disability, is an underpinning of the opioid crisis, something that is not stated but the experience of many people that are living long‑term.  Some of concerns issued by ACL stakeholders and ACL staff have gained departmental and national attention, last year you may have seen new guidance on the, the potential unintended consequences of involuntary tapering from opioids. 
And some of the stakeholder information gathering exercises that we participated in, we heard a lot about changes in prescribing practices, and barriers to community living, specifically, uncontrolled chronic pain. 
So for more information about this I'm happy to ‑‑ we have slide decks information with ACL NIDILRR doing in the space, but today's panel is featuring important topics at the intersection of the opioid crisis, and people with disabilities. 
And long‑term recovery in the community.  
The doctor will share a framework from NIDILRR grants on people with disabilities and opioid use disorder, Dr. Lauer will address the relationship between substance use disorder and behavioral health for people with and without disabilities, and Dr. Rogers will address, the ‑‑ her research on long‑term recovery, in the community for people with psychiatric disabilities. 
And finally, Dr. ‑‑ llhom Akobirshoev, will speak, to opioid related emergency department visits among people who are Deaf and Hard‑of‑Hearing. 
So we'll get started with Dr. Mitra!  

>> Dr. Monika Mitra:  
Hello everyone, so I am going to channel Catherine, and try to navigate, the slides, and ‑‑ and my talk. 
So, Catherine, I hope to do a better job than you!  
[LAUGHTER] 
>> Doctor Monika Mitra:  That's my. 
>> The bar is pretty low!  
[LAUGHTER] 
>> And I like it that way. 
[LAUGHTER] 
>> Dr. Monika Mitra:  
So, thanks, Sarah, I'm Monika Mitra, at Brandeis university director of the institute for disability policy. 
And I'm also faculty at the Heller school. 
So, first of all, this is ‑‑ I'm just presenting an overview of a, funded by NIDILRR intersecting research on opioid misuse addiction and disability services and I think a lot of you are NIDILRR grantees here and you know you spend at least one month in figuring out the acronym, when you submit a grant and I think at the next conference there should be the best acronym award. 
So this is what we came up with is end roads. 
And this is ‑‑ a collaboration between two institutes at the Heller school at Brandeis, which is the institute for behavioral health and they have incredible expertise in the SUD, in the substance use disorder area and we're, obviously, the institute for disability policy. 
So when the announcement came out it was really sort of this perfect sort of two institutes kind of got together and really kind of, you know, developed the proposal. 
Dr. Monika Mitra:  So thanks for the support, to NIDILRR; but please note that these are our opinions. 
And so, when we got together, the primary goal for this particular, is to generate rigorous stakeholder informed evidence, about people with disabilities, who have an opioid use disorder. 
And we had three major goals.  You know, within our goal of shaping policy, shaping practice, and informing effective and targeted interventions and supports. 
So, first is, to identify challenges ‑‑ oh, actually, I did it!  
Wow!  
[LAUGHTER] 
>> Dr. Monika Mitra:  To identify challenges, to and facilitators of accessing evidence‑based OUD treatment. 
The second:  Is to improve the appropriateness. 
And the quality of OUD treatment. 
And the third is to offer information, and guidance to people with lived experience, of disability and addiction. 
Now, while we're working on this grant ‑‑ and this is something for those of us who are in disability research for the last ten years, this has been a realization and recognition, of the opioid crisis. 
We have been hearing from the Disability Community about sort of how ‑‑ how some of the changes in policies and practices, and prescribing practices that Sarah noted ‑‑ have been having a huge impact on their lives. 
Particularly those with people ‑‑ those with disabilities, who live with significant chronic pain. 
And so you are having these kind of two public health crisis of people living in chronic pain and people with opioid use disorder, and they're sort of conflicting in terms of treatment, and in terms of prescribing practices ‑‑ and I think this sort of drip allowed us to take both, you know, ‑‑ sort of, to ‑‑ marry ‑‑ marry the evidence, marry the practices, as well as, sort of hear from both communities at the same time.  
And, what we want to hopefully do, is inform both communities. 
So what's the context?  And I know I'm preaching to the choir when I speak about this, but we all know people with disabilities are likelier at a higher risk for substance use disorders and SUD risk in particular is greater in certain ‑‑ 
[LAUGHTER] 
>> Dr. Monika Mitra:  Is greater among people with traumatic brain injury. 
People with spinal cord injuries, and people with serious mental illness, we've also ‑‑ there's evidence SUD prevalence is higher among people with intellectual and developmental disabilities, however, interestingly enough, strikingly very little is known about OUD among people with disabilities, we've had several papers one by Eric and his colleagues as well as a paper by J Kennedy and others, what has really come to light is OUD is greater among people with disabilities and greater among people with disabilities living with chronic pain. 
No surprise there.  
So when we developed our framework, what we, you know ‑‑ what ‑‑ part of our framework was we wanted to take both a broad view of disability, but also focus on certain disabling ‑‑ set of disabilities including traumatic brain injury. 
Autism spectrum. 
Serious mental illness. 
And spinal cord injuries, we wanted to focus on both access to care and quality of care; we wanted to consider pain. 
And treatment of pain. 
As central to our framework. 
And finally:  We wanted to evaluate some of the policies, that affect people with disabilities, with OUD. 
So this is ‑‑ a conceptual approach. 
And what you can see here is (indicating) we have within the population of people with disabilities, those who are people with disabilities, who are living with pain. 
And those who are people with disabilities living with pain, but also have ‑‑ use opioids. 
And then within that we also have people with disabilities, who are using ‑‑ who have opioid use disorder, sought treatment, and would have, access to medication treatment.  
Again, we've sort of overlaid on the right side, you know, the social determinants of health; and some of the really important aspects to living with a disability, which includes recovery supports. 
Access to treatment. 
Health insurance. 
Access to health insurance.  
Education, criminal justice, peer activities, safe environment. 
Medical needs and treatment, transportation, income, poverty, housing, employment, activities, social supports ‑‑ home‑and community‑based supports, and all of these are ‑‑ we have to consider this in terms of in our conceptual approach.  
Dr. Monika Mitra:  
So just a quick couple of slides, but I want to talk about the barriers to opioid use treatment for people with disabilities.  
So we know that for people there are wide‑ranging barriers to substance use treatment for anybody.  
You know, and we know that ‑‑ 13% of people with drug use disorders seek and get specialty treatment.  And 80% of people with SUD do not perceive a need for treatment. 
And this is people in the general population. 
And 7% perceive, but did not get treatment.  
And the barriers are wide‑ranging. 
And they're both individual and they're structural. 
So we have barriers, like, people are not ready to stop. 
People can't afford treatment. 
They don't know where to go for treatment.  They can't access treatment.  
And also the stigma.  The stigma of living with a substance use disorder, which also prevents people from seeking treatment.  
And the stigma can be in their work, community, the family ‑‑ among friends ‑‑ and the like.  
But on top of all this, when we think of people with disabilities, we're thinking of another whole layer of barriers. 
And they include, of course, financial barriers. 
So there's multiple ongoing needs for medication. 
Medical procedures. 
Durable medical equipment. 
And we all know that can be and may or may not be covered by insurance, and there's the ‑‑ extraordinary burden of the costs that people with disabilities face.  We also know about the high poverty rates. 
The greater social determinants of health needs; as well as that the coverage, the health insurance coverage, or the public benefits may limit people's financial ‑‑ people with disabilities, financial capacity to cover healthcare costs and access treatment.  
And in general, we also know people with disabilities, have, you know ‑‑ face significant barriers to good health and to healthcare access, right?  So there's a lack of knowledge among healthcare professionals about specific disabilities, as pejorative attitudes that we know exist even today;. 
And many people feel like they experiences, people with disabilities their experiences are down played not taken seriously, not acknowledge and especially for people with invisible disability. 
There are extensive barriers for people who are Deaf and Hard‑of‑Hearing, communication barriers, for intellectual disabilities communication barriers, some people don't have, you know ‑‑ for people with physical disabilities, as inaccessible health environments and these are realities, these are not, you know, 30 years past the ADA, but these are realities as of today.  
So when it comes to ‑‑ that was amazing!  
The way I switched the slides, anyway. 

[LAUGHTER] 
>> Dr. Monika Mitra:  Thank you!  
So, when it comes to OUD, treatment and disability, we know that there are significant additional barriers. 
And, of course, there's lack of accessibility and I know for example in Massachusetts, in the 1990s, the bureau of substance abuse services in the mass Department of public health was sued by the disability community for lack of access. 
And that is still present today.  
We know there's lack of accommodations. 
Lack of transportation. 
And also, providers belief that medication treatment might not be appropriate with people with complex medical conditions. 
And, of course, central to this is stigma:  And this is one of the things that we really try to take into account, in our conceptual framework is that people with disabilities, people with disabilities also living with opioid use disorder, they are multiply stigmatized. 
So I'm just going to shift to what are we trying to do with our catchy acronym. 
And there's three parts to it.  
The first, really important is to get an assessment of the literature.  
You know, and one of the first things that we did, was conduct a systematic review, and I can tell you, right now, we pretty much found nothing.  When it comes to OUD treatment and people with disabilities, we found 6 articles, and three of them were people with serious mental illness, one was with people who are Deaf and Hard‑of‑Hearing; and two were ‑‑ I think, in a national ‑‑ and I'm forgetting what the population was, but really, there was almost nothing to write about. 
And that was our first project to NIDILRR and unfortunately after extensive systematic review there was very, very little to offer.  
We have a large part of our work, is also doing, a secondary data analysis. 
We're also ‑‑ and I'm just going to move through them.  
So the ‑‑ this was a systematic review, which was essentially no literature on OUD treatment for people with disabilities. 
The second is ‑‑ and Dr. Lauer and llhom Akobirshoev, are going to present to this is really looking at multiple data sets, triangulating a number of different data sets looking at people with overall disabilities and people with specific disabilities, we're looking at claims data, survey data, Medicaid, and so for example, in our collaboration with Dr. Lauer, we're looking at ‑‑ Ilhom he's doing an extensive analysis using data to look at emergency department visits people who are Deaf and Hard‑of‑Hearing, also looking at states, Ohio has an opioid use module as well as a traumatic brain injury module.  So that's a perfect analysis for us, to look at, the specifics of traumatic ‑‑ OUD and people with traumatic brain injury. 
And we also try to access ‑‑ and this ‑‑ just IRB, the Washington state bureau of has taken us a year and a half but we're almost there, we want to look at Medicaid data for both the states of Washington and Massachusetts. 
I'm just going to ‑‑ okay, people with OU ‑‑ and the ‑‑ the third part of this is we're doing focus ‑‑ we wanted to do, actually, focus groups of people with disabilities, with lived experience of disability, and OUD. 
Unfortunately ‑‑ and, actually, the disability policy consortium which is a disability‑led advocacy and policy organization in Massachusetts, were ‑‑ they're in the forefront of doing this. 
And interestingly, could not get enough people for focus group. 
And, again, the primary reason, is the stigma.  Associated with it. 
So now, what they've done is 11 interviews with mostly people with psychiatric disabilities, with OUD, we're also doing a ‑‑ currently, we have a focus group scheduled in a homeless shelter in Boston, where people with varying disabilities with opioid use disorder. 
And really to understand what are the barriers to treatment?  You know, what ‑‑ how can we ‑‑ how can access be improved for this population you know?  What does recovery look like?  
In terms of ‑‑ and ‑‑ evidence ‑‑ informed and evidence based intervention what we're trying to look at peer support.  We know peer support is moderate effectiveness in SUD world, used in different disability populations, but really what is peer support within people with disabilities, who also have an opioid use disorder?  
And we want to ask these questions, what programs may be of value to individuals with OUD and disability?  What components of the peer support, model are best‑suited to meeting their needs?  And what adaptations or accommodations to peer supports would enhance relevance and accessibility?  
Oh!  How did that happen.  
(PowerPoint goes blank). 
[LAUGHTER] 
>> Dr. Monika Mitra:  Okay.  [An electronic tone], oh!  
Oh.  
If you're grading me about my ability, please discount that.  That was an IOD. 

So, when ‑‑ when ‑‑ we ‑‑ in terms of our knowledge, central to our knowledge translation activities, you know, we're doing the usual in terms of briefs and other ways in which disseminating information, but we're really going to the community, and using a workshopping approach. 
So so far, we go into the community, for example, with the Boston Center for Independent Living, over six months we have several meetings with group ‑‑ people with disabilities, and really understand, like, here is the research, here is the evidence, how ‑‑ what is the best way in which information can be translated into the community. 
And disseminated to the community?  So we've been doing this with the Boston Center for Independent Living and now we're going to a different part of Massachusetts, which is more diverse the Northeast ‑‑ Center for Independent Living and using a similar workshopping approach to really come up with what is the best way to disseminate?  What is the best type of information, what's the best way to disseminate this information?  
I want to ‑‑ also tell you two things, one is, that we have a very strong advisory board, overall advisory board, but also an advisory board, that's specific to for example, a peer support model and other aspects of our ‑‑ of the project.  
But overall the message is really that recovery is possible.  
Recovery from OUD is possible, and I think in all our presentations we like to highlight that.  Thank you very much.  
(Dr. Monika Mitra 3:15:34 p.m.). 
[APPLAUSE]

>> Dr. Eric Lauer:  
Uh‑oh!  
What happened to the turtle?  

>> It goes back and forth between this.  

[LAUGHTER] 
>> Dr. Eric Lauer:  Good afternoon, for those who weren't here this morning my name is Eric Lauer, I'm an epidemiologist at the University of New Hampshire, and I work on the stats RRTC, today, I'm going to start with a summary of some of the work I've done, on opioid use disorder. 
With colleagues at Brandeis and our catchy acronym. 
And just share a little bit of some of the preliminary statistics we have on substance use disorder, and treatment... 
(On PowerPoint:  Support) this is just to acknowledge, the stats RRTC and end roads. 
I think, Monika and Sarah have done a pretty good job about talking about the opioid crisis, so I'm going to skip the background, to save on time.  
For the work, I'm about to present, we used three years of data.  2015 to 2017. 
The national survey on drug use and health, is directed by the substance abuse and mental health services administration. 
SAMHSA, and an in‑person household have you ever, on substance use and mental health, among the U.S. noninstitutionalized civilian population ages 12, and older, what we have, explored is a series of bivariate and multivariate statistics, to look at, differences in the rates of opioid use, for people with and without disabilities across almost an exhaustive list of sociodemographic and physical and mental and behavioral health factors in NISDA, in terms of variables, those of you who were here this morning ‑‑ our at least more or if not overly familiar with the ACS disability questions. 
Focusing on hearing, vision, cognition, ambulation, self‑care and independent living and from here on out when I talk about people with disabilities, I'm talking about people who responded yes to at least one of these questions. 
So getting to some of our key measures:  
The three factors, the three behaviors we looked at related to opioid usurp use without misuse, misuse without use disorder. 
3) and use disorder. 
And misuse is defined as using a drug in any way not directed by a doctor.  
Excluding abuse or dependence in the past year.  
And use disorder is based an a whole series of diagnostic questions, consistent with the diagnostic and statistical manual of mental disorders, and the APA. 
And they have studies that have shown, that is a fairly predictive and reliable estimator of use disorder.  
(Pause). 
>> Eric Lauer:  
Certainly, additional key measures I'll be talking about, are reason for last misuse, and source for last misuse. 
So, in you're asked if you've ever used a drug, and then you're asked if you've ever misus used a drug in any other way other than intended.  They go through ‑‑ and then they begin to ask questions, that would lead to a diagnosis of use, an identification of use disorder.  In addition to that, they ask about the reason and source for misuse. 
And then, at a later point, they ask questions about treatment. 
Treatment:  Similar to reason and source, is only asked among people who have reported any misuse.  
In this work, the treatment variable was combined and not broken out by treatment for pain relievers, because of very small sample size. 
Eric Lauer:  This is just a list of some of the additional covariates we considered and I will be talking about very broadly because out of the findings we have between people with and without disabilities persist across every level of every one of these variables. 
And was statistically‑significant in each of those cases. 
So, this is the past‑year prevalence of opioid behavior between ‑‑ for people with and without disabilities. 
And what this slide presents is the percentage up on the left for disability, and on the right, for people without disability ‑‑ and across each level, there's a significantly different percentage for use without misuse, misuse without use disorder; and use disorder. 
And I think it's worth noting that:  The relative risk for people with disabilities of OUD is three times higher, than people without disability.  
We, then, have looked at ‑‑ and you see this type of conditioning, in a lot of the national studies they use the NISDA for the overall population where you look at among people who use, what have used opioids or any drug ‑‑ what is their percentage of use without misuse, use mis ‑‑ misuse without use disorder and OUD; and what we talked a lot about, is this idea that you would expect these percentages to be equal and nonsignificantly different.  
All else being equal, between people with and without disabilities. 
And while we know that's not the case, what you do see is a nonsignificant difference for opioid use, around 89 and 88%, that people with disabilities are significantly less likely to misuse, and then they are significantly more likely to have an opioid use disorder, even after this conditioning; what we feel this identifies is a disproportionate experience for people with disabilities. 
(A pause). 
>> Eric Lauer:  The terms of bivariates for the couple of additional key explanatory variables, we found that people with disabilities were significantly more likely to report that their last misuse reason was for pain, their last misuse source was from a doctor, and they were less likely to report treatment for illicit drug use. 
And this is among people with an opioid use disorder.  
We expected, based on overall rates, people with disabilities, would be be expected to report treatment for illicit drug use and we believe an equal rate would reflect, a disparity. 
In this population. 
And I ‑‑ I'll get to a couple of statistics on that when I try to broaden that a little bit to substance use and treatment for a slide or two.  
What we, then, did, was, model, these relationships, and we used a model called "the heckman selection model" and what that allowed us to do, was, first, estimate and model, the risk of any opioid use among disability ‑‑ among people with disabilities, controlling for a large number of social demographic factors and then conditioned on that model, look at the risk of opioid use disorder.  
And the reason why that's important, is that surveys like the NISDA recognize that there's a systematic bias, in that people are less inclined to report, that they have any use, and if they're less inclined to report any use of drugs and they're only asked about misuse, if they report any ‑‑ any use ‑‑ you have a systematic bias, and you can see that to some extent, in the nISDA because some of those variables are asked of everyone and some of them are only asked conditionally and you see striking ‑‑ did ‑‑ oh, I guess it's going in and out.  
Eric Lauer:  You see striking differences when you try to look at the reliability of things and so this is sort of a recommended approach; and... what we've found:  
Was that when you use this approach, and ran those two models, people with disabilities, were no longer significantly more likely, to....  significantly greater use, risk of having an opioid use disorder, than people without; but factors such as. 
Receipt of drug or alcohol treatment, serious mental illness and last misuse for pain were. 
And we believe that what this partially explains is that people with disabilities, are more likely to be experiencing opioid use disorder, to manage their pain, because they don't have access to treatment.  
Can you hear me?  Okay.  
And have other comorbidities.  
So what I have presented here, now, are some of our bivariate statistics on serious mental illness, illicit drug use alcohol use disorder heroin use and treatment for illicit drugs. 
And on the left hand estimates, are all for people with disabilities. 
The right hand people, without disabilities, and stars indicate statistically‑significant differences. 
And I was ‑‑ I was for example talking earlier about the fact that, overall, people with disabilities are more ‑‑ significantly more likely to report having treatment for illicit drugs. 
And they are more likely to report heroin use, alcohol use, illicit drug use, and serious mental illness.  
However, when you condition on opioid use disorder, you see some of the differences fall away, there's no significant difference for heroin use, or serious mental illness, and there's still reporting that lower rates of treatment, however, you see what remains, is a significant increase in illicit drug use and alcohol use disorder; and I didn't think I would have the time, but when you condition on other specific drugs or alcohol use disorder ‑‑ you start to see this similar pattern, where it appears that you can start to identify a subpopulation, of people with disabilities, who are more likely to experience substance use disorders, but are more similar across other associative factors, like, serious mental illness, and... and heroin use.  
So some of the next steps in our work are to try to explore that; look at treatment; and receipt of treatment, to see if that to some extent, explains what we're finding. 
>> It's gone?  
It's back.  
All right.  

>> Do you want to try the other microphone, maybe turn that one off, and you ‑‑ if there's another one.  

>> You have to turn the other one on, sorry.  
(A pause) giving Catherine a run for her money!  

[LAUGHTER] 
>> Eric Lauer:  So in conclusion. 
We found that people with disabilities, were more likely to engage in any prescription opioid use, report opioid misuse for pain. 
And receive opioid medications from a doctor; however, in multivariate modeling, among opioid users, our results suggest that disability is not associated with opioid use disorder, and that predictors of opioid use, is associated with managing pain, receipt of substance use treatment; and serious mental illness. 
And in this model, controlling for a number of factors, we also included, self‑reported health. 
And that was ‑‑ we felt that that, that was not significant in the overall model, and we feel that that is a sound way of controlling for health status. 
So it really ‑‑ we really do believe it is some kind of other factor, contributing to the increased risk, that you see in these overall bivariates, on the national level.  
We also found that ‑‑ closer?  
Eric Lauer:  People with disabilities, and OUD are also more likely to report other illicit substance use and alcohol use disorder; and ‑‑ and the bivariates I was showing you at the end, we feel, starts ‑‑ begins to identify an extremely vulnerable at‑risk population with disabilities, that is not receiving appropriate medical and social supports. 
And I think Monika was beginning to identify that, in her discussion about barriers.  
And so the next steps for our work are to explore treatment, as well as... other specific types of substance use.  
(Withdraws). 
(3:30:07 p.m.). 
>> Kimberly Phillips:  Okay.  
So this microphone has been cutting in and out. 
Should we still use it or should we turn it off?  Sorry, Sally, just want to resolve this for you.  
(A pause) Kimberly Phillips if I stand here, you can't hear a word I say, if I hold it right here, you can. 
Can you hold the microphone while talking. 
>> Sally Rogers:  Can I do three things at once?  I don't know,. 
(Pause). 
>> Sally Rogers:  So the question is, can you hear me and can you see me?  
Because there's no. 
>> Yes!  
>> Sally Rogers:  There's no booster here. 
>> Yes!  
>> Sally Rogers:  Thank you, very much.  I'm really glad to be here (3:31:13 p.m.), and sharing some information with you that may be a little bit different, from all the ‑‑ the statistics and numbers and explorations that you heard about this morning. 
We're highly‑dependent upon that information, but we don't conduct it ourselves. 
I'm Sally Rogers. 
From the center for psychiatric rehabilitation at Boston University. 
And I've really gotten a sense of how complex and nuanced this idea is, of defining disability in a way that can be useful to us. 
And understanding the prevalence of disability and related factors. 
But I really wanted to talk to you a little bit more about the kind of the long‑term view of psychiatric disability, and the recovery movement in our field.  
I've had the privilege of working at the Center for many decades now, and so there's a little bit of value in being able to look at the long view.  It's been humbling, heartening in some ways and in some ways a little bit discouraging, because I think the prevalence of psychiatric conditions is not on the decrease.  So a little bit about the center first:  We were first funded by NIH R a national institute of handicapped research, now NIDILRR. 
And have been continuously funded to do research and training, and dissemination, and knowledge‑translation, since that time, we've been very fortunate. 
And I would say that NIDILRR, without NIDILRR, there would not be a recovery movement probably in the United States around people with psychiatric disabilities. 
It's been that important!  
Sally Rogers:  When we were first funded, the idea that people with psychiatric disabilities could benefit from rehabilitation services, was pretty much ‑‑ a ridiculous thought. 
People were laughed off the stage, talking about recovery and rehabilitation. 
But our founding principle was really that like other people with disabilities, individuals with psychiatric conditions, could benefit from rehabilitation. 
That was our founding mission, it's our mission today.  
Let's see if I can play this.  

[ON VIDEO] I may need Ferris. 
Can you play that for me, Ferris?  
Or ‑‑ 
(A pause). 
>> Working on it. 
>> While we have a ‑‑ a ‑‑ 
>> A little trip back in time, to the ‑‑ about 2000, just before.  
[ON VIDEO].  
So while we have a ‑‑ recovery process going on, (no captions on video) and the fact that people talk about, what we've developed now is a new vision for this field.  
So we have developed a new vision for this field.  
So that we no longer think, of deterioration. 
We no longer think of just maintenance. 
We think of recovery. 
As a vision for this field.  The ‑‑ the thing to remember, is, that, our whole field has been based on the fact that people don't recover, all right?  All our systems, all our institutions, our training programs ‑‑ everything in this field, has been based on the fact that deterioration is the typical course. 
So I am talking about a vision here.  That consumers have suggested we need a whole new vision for what can happen.  

[VIDEO CONCLUDED.] 
>> Sally Rogers:  So, Bill was in the forefront of explaining that people with psychiatric conditions can benefit from rehabilitation and recovery. 
And I would say that that vision has taken hold.  
We defined recovery, in many different ways, having to do with the personal internal process of re‑ ‑‑ of developing a new identity, finding meaning and purpose in life; and not just acquiring a job, being a student, although those are very important ideas. 
The ideas of reclaiming, valued roles in society, is also very important. 
But for many people with psychiatric disabilities, and other disabilities, it means reclaiming a new identity, and feeling proud about that identity. 
And feeling they can have a fulfilling life.  
Towards the end of his life, Bill, unfortunately aged into disability in this last quote which is point guardinant and true of many of us and that is "recovery is a truly unifying human experience.  All people experience the catastrophes of life, and the challenges of recovery must be faced." 
Monika mentioned the idea of hope before, and I would say that we said early on, maybe 30 years ago that hope is the essential ingredient in recovery. 
And that remains true today.  
So why are we not focusing on the social model of disability Phil Beatty explained this morning?  In our field of mental health, there's been a more traditional paradigm you reduce symptoms and all will be well.  And what we learned in the '70s and 80s and what we continue to learn, is that symptoms, and psychiatric diagnosis, alone, do not predict functioning in many areas. 
There's a small predictive value, but really, we can't equate a diagnosis with a poor outcome or a diagnosis with a good outcome and the mental health field has essentially used those ideas interchangeably, and thought well, if you have a diagnosis of schizophrenia, there is no hope.  
And we know that that's not true.  We know it from the epidemiological evidence and other empirical evidence.  So really, our job has to try to shift that idea and say you need to focus on valued roles, functioning, symptoms are important ‑‑ we're not saying they are not important; but diagnosis, actually, has turned out to be not very useful for us in our field.  
And definitely symptoms are important, but not the only story.  
Sally Rogers:  
So a little bit about how our field has changed, and moved to a recovery paradigm we've been able to participate in. 
First, is that paradigm shift from stabilization, and maintenance.  We were grateful when people could come out of institutions, and residential facilities and be stable in the community. 
But we've since learned that that's not enough. 
We started to recognize, that people could live, learn, work, and socialize in communities of their choice; and that ‑‑ rather than putting them into segregated settings, for treatment, for services for education, for work ‑‑ like, enclave employment and those kinds of approaches, we really can support people in normal communities in the general society.  
And we can wrap services around them, and phase them in and out as needed.  
The third thing that has been very much a part of this shift, for us, is the peer movement.  I think it's been mentioned peer support services have been very helpful in the recovery movement from substance use disorders, critically important in the area of psychiatric disability. 
We've embraced that movement.  We've employed people.  
As consultants, as specialists, as individuals who provide other support; and that has been very much... a factor of change, and has driven some really positive things at our center.  
Am I keeping up?  

[LAUGHTER] so a little bit about the scope of the problem:  
Nationwide, Eric mentioned he used some data from SAMHSA ‑‑ that is the data that we tend to go to, because as I mentioned earlier, some of the other data sources, really don't tease out psychiatric disability from cognitive disabilities.  Of other kinds. 
But I think this statistic is really striking, about 6 million people 48, states, reported, similar ways to half our population, half are female, the racial differences are not that striking, but what was very interesting to me ‑‑ I'm not a psychiatric epidemiologist, but what was striking to me, is how many in this sample, are below the age of 17. 
Almost a third of individuals, which, I think probably doesn't bode well, as they age.  
The other source of information that we've been using a lot lately ‑‑ because we've gotten into college mental health are surveys done done at University of Michigan looking at semiannual surveys national surveys of distress, on college campuses. 
The latest data suggests that 37% of students report, a high degree of stress, and distress, that interferes with their college education. 
But if we just looked at those that we focused a lot on, we do focus on individuals over 54; but the bulk of how SAMHSA reports its data is this large chunk of individuals, almost 3 million individuals, have sought public mental health services. 
And they're similar demographically to the overall population, but there's some very telling differences about these individuals, with psychiatric disabilities, and severe psychiatric disabilities. 
Sally Rogers:  Mostly, they're seeking services for depression.  A little bit of a difference between genders in that men are more often diagnosed with schizophrenia spectrum disorders which are thought to be more severe.  
But what we find in terms of their recovery status is really very unfortunate. 
And across multiple domains. 
We find that only 25% report being employed.  
So a huge unemployment rate.  Some people are just out of the workforce because they're not looking for employment.  
Their educational attainment is much below the general population, marital status ‑‑ which we've often seen as a proxy, for good‑quality of life and healthful function ‑‑ I have only five minutes left, oh, my goodness!  I'm in trouble. 
In terms of living arrangements, people are still somewhat segregated, although not in huge numbers. 
(Pause) Sally Rogers:  
The other thing that we know is about the huge physical comorbidities of people with psychiatric disabilities, they die 10 to 20 years earlier than the general population. 
Mortality is ‑‑ is sometimes due to preventable causes. 
Sometimes due to lifestyle causes. 
Sometimes due to the psychiatric treatment that they get.  
And we also know that the substance use disorders among this population are very large. 
50 to 70%. 
Depending on what data you look at.  
So over the years, it's become apparent to us that we focus on just one area of functioning, can't do that.  To address people with psychiatric conditions.  We've looked at health and wellness interventions community participation, education and employment.  
The three domains that are very important to the center ‑‑ to NIDILRR.  
And skip that slide.  
Just some examples of the kinds of interventions that we think have been important:  
And continue to be important are to look at how to intervene with people, who have a psychiatric condition, to improve their health status; we did a randomized clinical trial looking at placing a nurse practitioner, for example in a mental health setting, to try to integrate care and get continuity of care.  
We designed an intervention, to address, the health needs of the most seriously, seriously physically ill individuals who are seeking psychiatric care in the ‑‑ at the Department of mental health in Massachusetts. 
Morbidly obese, diabetes, et cetera, we've developed and tested interventions having to do with things like mindful eating, tai chi, supported physical education and looked at barriers, to engaging in lifestyle changes. 
(Pause) Sally Rogers:  With respect to employment.  That has been a very large focus of the Center, for quite a few years, having to do not only with our interest in employment as a vehicle to recovery; but also, because it's been a focus of NIDILRR's. 
So we have developed and tested, all of these interventions. 
Designed to fill a niche, in our current landscape of employment services, for people with psychiatric conditions. 
There is an evidence‑based employment service called individual placement and support. 
We believe that that intervention misses certain groups of people, who may not... think about themselves as a worker, who may not be able to cope on the job, because of their psychiatric symptoms. 
Who may not get the kind of career guidance that they need, to get something other than the four Fs that Andrew mentioned ‑‑ food, filth, filing and flowers ‑‑ which is typical in our field. 
We also are trying to address, the cognitive limitations, and metacognitive limitations that a certain percentage of people with psychiatric conditions, usually those with schizophrenia, spectrum disorders ‑‑ that they experience, and the evidence‑based practices, not yet addressing cognitive, or metacognitive difficulties. 
Sally Rogers:  We've also made a foray into supportive education. 
We think that education, employment, and poverty are so inextricably linked that if we don't attend to education, for people with psychiatric conditions, and the interruptions they experience, we're not going to affect their eventual employment rates and poverty rates. 
We try to think about employment ‑‑ education initiatives in normalized settings not segregated so that's supported education; we have a large and unfortunately, I say, unfortunately growing program serving college mental health students who have had an interruption in their college education, because of a psychiatric episode. 
Or disruption of some kind. 
And so we bring them to the Center, we provide them with intensive supportive services and other kinds of services, hopefully getting them back to an educational setting. 
And interrupting that downward trajectory that can sometimes happen at that age. 
We're also doing a lot of supported education initiatives with adults.  
Sally Rogers:  In terms of community participation:  We hear from people they say, "I'm in the community, now.  I'm not in an institution or in a group home, but not of the community." 
And so we know that this is a big missing piece, I think Julie addressed it this morning ‑‑ this idea that participation is the ultimate measure of whether we're successful.  
So we've been spending some time, through another grant from NIDILRR ‑‑ looking at barriers to community participation. 
Delivering in our services unit social and leisure activities in the community; understanding and ‑‑ and measuring community participation for people with psychiatric disabilities. 
And creating an intervention called "bridging community gap" my time is up!  
I was going to explain photo voice to you, but if anybody is interested in that as a mechanism, I can explain it later; and we have some new projects looking at IPS. 
Integrated peer guidance and supported education and more things on cognitive enhancement and metacognition; and we also know that we need to continue to disseminate.  If you go into a lot of vocational rehabilitation or mental health programs today they'll look like they did 30 years ago ‑‑ that's not good!  And so we need to do what we can to change that.  
That picture.  
So, thank you very much.  
(3:46:48 p.m.)(Withdraws), (Sally Rogers). 
>> Dr. Llhom Akobirshoev:  
Sorry.  
[LAUGHTER] 
(3:47:10 p.m.), okay, last, but not least. 
Good late afternoon, my name is llhom Akobirshoev. 
I'm a research scientist at the institute for disability policy at Brandeis university and I work with Monika Mitra. 
So for this study, we looked, at the risk of emergency department visits for opioid use disorders, and associated mortalities, and people who are Deaf and Hard‑of‑Hearing, in the United States. 
Llhom Akobirshoev:  And I would like to acknowledge my coauthors. 
Monika Mitra, frank LI, and also, thank you, of course, from NIDILRR for supporting this project.  
Llhom Akobirshoev:  
So briefly I'll talk about the background, research questions, methods, I will report the results, and conclude.  
(PowerPoint) according to the most recent surveillance data from CDC, only between 2016, and 2017, emergency department ‑‑ for OUD has increased by 30%. 
Which is really striking, increase.  
Also, in 2017, CDC reported there were more than 70,000 deaths, due to drug overdose, including 70% of these were related to opioid use. 
Unfortunately, neither CDC or other public health agencies report segregated data, you know, based on disability status; so we tried to fill this gap in research, and do the following study. 
(On PowerPoint:  "Methods")  research questions) our research questions included, are people who are Deaf and Hard‑of‑Hearing, have high risk of OUD, opioid use disorder related emergency department visits?  In all people who are Deaf and Hard‑of‑Hearing, also have higher risk of mortality associated with such OUD‑related ED visits. 
We also wanted to....  we also wanted to explore the question, whether the relationship between opioid use disorder, led to ED visits and DHH status or being Deaf or Hard‑of‑Hearing is moderated by sex or gender. .  
So we used combined 2016, 2017, nationwide emergency department sample, which is part of the healthcare cost utilization project database families. 
Each section of the data, contains more than 33 million emergency department records. 
From about 1,000 community hospitals. 
The data was contained, more than 100 clinical and nonclinical data elements. 
Just to give you an example:  
There are only 30 variables for diagnostic codes and 15 variables for procedure codes, which we use to identify lots of our variables here. 
So the study sample included nonelderly adults, age 18‑64, excluding children and older than 65 +, our cases included people, who were Deaf and Hard‑of‑Hearing. 
And we identified about 64,000. 
And DHH study was based on ICD 10 codes, basically the codes that start with H90, and H91, plus the remaining ‑‑ any numbers that follow that code.  
For controls:  Or comparison groups, we matched our cases in one to ten case control ratio. 
From general public population and matched based on age and survey year.  
Llhom Akobirshoev:  Our outcomes included OUD‑related emergency department visits, again, based on ICD 10 codes. 
And there was virtually a list of 160 detailed ICD 9 codes that were identifying the ED visit as such. 
And we also wanted to parse it out, specifically look at prescribed opioid over dose‑related ED visits, again, based on ICD 10 codes. 
And then the other two, variables, mortality, associated to these visits. 
Study covariates included socio demographic, hospital characteristics, clinical characteristics such as psychiatric comorbidities, and I highlighted here naloxone, and Narcan, and the reason for that is we use it only for the models, where we're going to look at the differences for mortality associated with those ‑‑ those OUD, ED visits 
And we conducted both unadjusted and adjusted multivariable logistic regressions and also did interaction analysis.  
(Next slide) llhom Akobirshoev:  In terms of socio demographic, people who were Deaf and Hard‑of‑Hearing were more ‑‑ less likely to be female; more likely to have Medicare, as their health insurance; 
And there was a less likely to be uninsured.  
Surprisingly, there were actually less likely to be poor.  
And, again, the stars all mean statistically, significant.  
(Pause) 
Llhom Akobirshoev:  People who are Deaf and Hard‑of‑Hearing were also more likely, to be admitted to metropolitan teaching hospitals; in midwest region.  
And they were also more likely to have cooccurring mental health or psychiatric disorders 
So now, moving to risk of opioid use‑related ED, visits 
So....  
Llhom Akobirshoev:  This results from our analysis shows that people who are Deaf and Hard‑of‑Hearing, have almost 80% high risk for... OUD, ED visits and 83% high risk for prescribed opioid over ‑‑ overdose‑related emergency department visits 
And we also did interaction analysis you can see in the orange bars, which shows that, for opioid use, disorders, related to emergency department visits, sex was actually moderated in the relationship, between DHH status and risk, for the OUD, ED visit.  
We kind of did a step approach, and we included ‑‑ a group of covariates, now you can see the results, from previous slide after adjusting for social demographic and hospital characteristic, 
As you can see the previous risk some were attenuated, reduced from almost 80% to 55% high risk 
And I'm saying "risk", you know, interchangeably with the ratio, because the events were very rare, under 10%, so that would equal to risk ratios 
And then we ‑‑ next line....  we adjusted for psychiatric disorders 
And the risk ‑‑ remains almost unchanged so that led us to conclude:  That people who are Deaf and Hard‑of‑Hearing, and adjust for all possible confounding variables have higher risk for opioid use disorder related emergency department visits 
And specifically, also, for risk of going to emergency department, for prescribed opioid overdose, 
(Next slide) and now look at it results for mortality, during opioid use‑disorder, 
Related to emergency department visits 
Again, these are the results from unadjusted analysis.  
And the results are quite striking.  As you can see people who are Deaf and Hard‑of‑Hearing, had more than 2.5 times, higher odds of experiencing mortality, during the opioid use disorder‑related ED visits 
And more than 3.5 times higher, experiencing mortality, odds, during ED visits that involve prescribed opioid overdose 
So now, we go ‑‑ (next slide) sorry.  
I'm in the same group!  
[LAUGHTER] okay, if you didn't see, this was the result from the adjusted analysis. 
As you can see, the risk are 2.5 times higher,x and 3.....  
3.5 times higher for people who are Deaf and Hard‑of‑Hearing. 
Compared to general population. 
When we didn't do any adjustments. 
So after some adjustment... for social demographic you can see the previous risk has attenuated somewhat, but still remains high, about two to three times for OUD and prescribed opioid, ED visits. 
Further going with psychiatric, after adjusting for psychiatric disorders:  
They almost remain unchanged and I think the most important interesting finding would be the next slide, when we adjusted for naloxone and NARCAN®, basically whether patients received naloxone and NARCAN®, when they came with OUD visits or with ‑‑ prescribed opioid overdose. 
To the emergency department.  
As you can see, the risk dramatically falls, and you can see in ‑‑ the stars, because it pretty much becomes insignificant, this kind of puzzled us on what's going on.  
And it leads us, you know, through further research questions. 
You know, what does explain it?  It looks like people who are Deaf and Hard‑of‑Hearing, don't get naloxone and NARCAN® on time.  
But at the same time, there are a number of limitations to the study, that should be considered; in interpreting the results. 
First, is the accuracy of ICD‑10 codes, identifying all other variables.  For example:  DHH patients might not be coded as such, because they might have ED visits for reasons not related to DHH; for, you know, related ‑‑ being Deaf or Hard‑of‑Hearing.  
The other issue, could be the missing data, for example, we have missing data for income, health insurance, which we use as a covariate, but we address this by conducting multiple invitations and another important limitation is the unit of analysis, is, actually, ED visit records. 
It's not unique‑patient ‑‑ in other words, the patient who had multiple ED visits, would be repeated here, multiple times.  
Llhom Akobirshoev:  And lastly:  
It's across sectional nature of the data doesn't allow us to make causal inference, between our findings. 
So to conclude:  This is....  first study that looked at the OUD‑related ED visits and associated mortality among people who are Deaf and Hard‑of‑Hearing, in the United States ‑‑ we find significant association between being Deaf or Hard‑of‑Hearing. 
And the risk of going to the ED visits for OUD, or for prescribed opioid overdose. 
And sex was moderated for only ‑‑ OUD related ED visits but not for ED visits that involve prescribed opioid over dose, we also find significant association, between DHH status and experience mortality during those visits. 
In this case, sex was not a moderator.  It didn't moderate this relationship.  And another striking finding, was that ‑‑ actually, administering naloxone and NARCAN® during OUD related visits including during prescribed opioid overdose, almost fully explained those disparities, we've shown here. 
And clearly, there is need more research to be done.  
Thank you, and looking forward to your questions.  
[APPLAUSE]

(4:00:35 p.m.)(Withdraws). 
>> Sarah Ruiz:  
Before we kick off the questions, I just have a few things, I felt like the presentations were interesting.  Some of them are ‑‑ were my former grant so I'm familiar with them, but I do think the studies represent the beginning of a conversation, and some of these things have been echoed a lot today about how, definitions of disability matter, and a lot of this is about unraveling some complex mechanisms. 
So, with Monika's presentation, I really like, the tie back to individual and structural factors, makes me think of social model disability; we see a lot of administrative data at HHS and wonder why people are getting treatment and so, I think, thinking about those structural barriers, thinking about things like family stigma, not just individual stigma. 
Are important here.  
And with Eric's presentation, I really enjoyed kind of teasing out, relationship that we've long wondered about, which is if you remove some of the mental health diagnoses, does disability is it still a strong predictor of OUD?  And with those multivariate analyses, it was not.  
And with sally's Compendium of disability rehabilitation research. 
I really like the discussion of solutions in the context of hope; we often hear about resilience and building individual resilience and building resilient communities at ACL. 
And I think some of those solutions in the context of long‑term recovery, both in terms of individual and societal attributes, but also numbs of the existing evidence based intervention like IPS and photo voice, I would encourage you to look photo voice up.  Very intriguing. 
And finally, I do think there's a lot we can unravel with things in administrative data and we talk a lot about disparities among people with disabilities in healthcare settings and with some of the research just presented, I think, accessibility and communication, that is a barrier, looked like that could have been potentially a barrier to timely naloxone administration, so some all very interesting presentations. 
So I will open it up for Q&A!  

FROM THE FLOOR:  

>> Sarah Ruiz:  Far back. 
Q.	Hi,. 
So Eric Lauer, I found your presentation superinteresting (Amy Steinweg) looking at the figure that showed, among opioid users, what percent reported little extra, abuse, person's actual abuse, it was an interesting pattern, and I wondered whether one should read that as, among those with disability due to, say, pain disorders, there are going to be ‑‑ feel a pressure of not to report abuse. 
And probably potentially a bigger deal we were thinking about barriers to treatment ‑‑ from opioid treatment, I would think if someone has a chronic‑pain condition they would be afraid, that once they have officially sought treatment, they're going to be less likely, to get their pain treated through drugs in the future. 
So I guess that's more of a statement.  But I would really be interested to hear your thoughts about ‑‑ people are thinking about that in terms of barriers to recovery, it kind of seems like a big deal, not being in the field.  

A.	Eric Lauer:  That people disabilities would be afraid to do what again?  
Q.	Going off of opioids sounds hard for some of the chronic pain condition, in it on the first place, who was self‑medicating or they have chronic pain, I would think if they sought treatment, there would be this fear of am I going to get pain treatment in the future?  Once I have it ‑‑ I have a documented history of addiction with it?  
You know, what I mean?  What would be the alternative after that? .  Kind of stating, someone is nodding, you can restate, I'm just thinking at the personal level, I haven't read the data or the literature? 
A.	Yeah, I mean, the NISDA doesn't ask people about exactly what you're describing, when you read about anecdotally, that's definitely a concern, that once you're labeled as somebody who is an addict, and making no distinction between dependence and abuse, making no distinction between people who have chronic conditions that require long‑term opioid use. 
Q.	Right.  
A.	That's actually, you know, I didn't get into it, but one of the big limitations, is that, for, you know, use disorder, includes dependence and abuse. 
And so you are making those distinctions and they make a huge difference as you're talking about, in terms of stigma and what we're studying.  
>> Amy Steinweg:  Thank you!  
Q.	You know I think ‑‑ you raise a really good point, and I think that's one of the things we're exploring (Monika Mitra) in our focus groups and interviews with people living with disabilities, or people with disabilities living with opioid use disorders. 
So really to see what are the access barriers to treatment?  

FROM THE FLOOR:  
Q.	Thank you, Catherine, I wanted to respond to your question, a little bit too, and just thinking that I'm ‑‑ right now I've been conducting interviews not at all around pain management or (Lillie Greiman) or opioid use disorder, actually, about housing characteristics. 
But in the interviews, it's all ‑‑ for the folks we're working with disabilities with chronic pain ‑‑ fear of losing a prescription from a thought that a doctor is perceiving that may be misusing or has come up multiple times and I think that is a real ‑‑ like, the thing is ‑‑ you deserve to live without pain. 
But is unable to navigate that system.  
So it just, like, comes out ‑‑ 
A.	Sarah:  Not on this panel, but another one of the grants NIDILRR has funded on this area, they have done some toolkits focused on people with disabilities and how to have conversations with primary care, or if you're seeing a specialist, on pain medication, and continuing that in a very person‑centered way and the types of things you bring, and how you prepare for medical visits. 
So, if anyone's getting personal ‑‑ I'm happy to share those, those links, I think that is something that comes up in our focus groups; and one thing just about the previous comment:  
The goal, I think one of the challenges the gold standard is medication treatment. 
And I think, you know, there is ‑‑ there is some mix messaging we sometimes hear about abstinence versus medication treatment. 
But one ‑‑ you know, some states we've seen have been building innovative models around how employers understand medication treatment. 
And how they can approach employers with an SUD. 
So I think it's making its way through the broad range of community living and participation outcomes of interest with people with disabilities, but I think there, obviously, is still a lot of stigma there.  

Q.	I have a question, for llhom Akobirshoev.  I was a little bit confused about the different rates of naloxone administration, and ‑‑ just in terms of if you're getting to that point, I'm not sure that communication factored into that.  As ‑‑ as you arrive at the emergency room. 
And I was wondering if there was some other explanatory variable, like, who brought you to the emergency or something?  Where that communication breaks down?  Just surprised at that (Catherine Ipsen)? 
A.	In some way we are, this discussion, actually, we kind of started with model one, adjusted for sociodemographic hospital characteristic and sat down with our colleagues, in behavioral health and said hey, why not ‑‑ you know, to include psychiatric disorder?  You know, as a confounding variable.  We did this and came back and said hey, what about ‑‑ because the rate of, you know, experience of mortality was very high, in Deaf and Hard‑of‑Hearing. 
So they actually suggested, what about the naloxone?  It could be because of the communication breakdown. 
And I just ‑‑ you know, created a variable, because there is haptic codes where you can clearly see the naloxone and NARCAN®. 
And then when ‑‑ put it in the model, it actually explained, pretty much, you couldn't see a statistical difference, you know, ‑‑ differences in terms of experiencing mortality, between the two groups. 
But what you're saying, this is something, you know, in our future, exploration, what's going on; and what you're saying, whether they had been brought, how they had been brought to ED, there's not ‑‑ I can't recall if there's such a variable, there's a disposition variable, where it says, whether the ‑‑ admitted to the hospital, or discharged.  After treatment.  But if you know of any variables, in such. 
Q.	No.  It just ‑‑ I was just ‑‑ it just was confusing to me, and I was trying to explain, in my own mind what could account for that (Catherine Ipsen)? 
>> Sarah Ruiz (taking the mic) :  When NIDILRR did our ‑‑ file on abuse disorder and people with disabilities, one of the themes, across, individuals and stakeholder organizations was that people with disabilities were being withheld evidence‑based treatment, because of their disability that physicians were actually saying to them, "I don't know if this is appropriate for you.  I need to look into this." 
And so part of the resources that actually that Brandeis produced is geared towards clinicians to, you know, have an evidence review panel who says there's no contraindications, they look through, but there are ‑‑ there were a lot of accounts of people being withheld treatment, on the basis of disability; that's part of why we made an investment in this area, it was very concerning to us.  

>> Thank you. 
>> Dr. Monika Mitra:  This study we conducted is actually a follow‑up.  There's a paper published by mike McKee in the university of Michigan medical school and his colleagues [[phonetic]]. 
It's very similar to what Eric has led on ‑‑ really focused on people, who identify as being Deaf or Hard‑of‑Hearing, from one of the ACS questions. 
So you have the self‑reported data; using a self‑reported ACS screener, significant disparities in OUD and you look at the same thing follow up with the ED visits. 
Catherine, you're right, we don't know, what's the reason, and I think that's one of the parts of our ‑‑ end roads project, is doing, you know, focus groups with people who are Deaf and Hard‑of‑Hearing, and maybe that will help us understand.  
>> Eric Lauer:  I also ‑‑ I also think part of what you're running up against is this idea of needing an advocate, when you are meeting with a provider. 

Q.	Well, in an ER visit, yes? 
A.	Sorry, having an advocate, when you're going to the ER, and you have a number of comorbidities, what somebody will hear, when you talk is very different.  
And that's been my personal experience. 
Is that whether I'm going to a regular appointment, or I've been in the ER, having somebody ‑‑ having my wife there, the number of people who just don't listen to you. 
Once they look at your medical file is profound, so I think that's part of what you may be identifying.  

>>.  We have another question back here and this is our last question. 
Q.	Daniel Davis from ACL again:  
Just I think this might be a pretty good wrap‑up question for you.  
Based on ‑‑ based on what you have found, what do you think, are the next things, that ‑‑ the next thing or things that need to be understood ‑‑ understood about this crisis and how ‑‑ and how it is playing out in this population?  

A.	Monika Mitra:  How many hours do we have?  
[LAUGHTER] Monika Mitra:  I think there's sort of this multiprong approach.  ‑‑ one is for ‑‑ you know, for providers to understand, and there's more research to be done, on the effectiveness; and that ‑‑ medication treatment is ‑‑ is an appropriate treatment for people with complex conditions. 
And I think, the ‑‑ the issue of ‑‑ for people with disabilities, to remove the stigma ‑‑ and to be able to access treatment:  To understand and facilitate what the treatment options are; and also, I think, the issue of stigma that we have and I think that's a larger societal issue. 
Monika Mitra:  
And I think the one thing, that we always try to do, is that sort of what is it for one ‑‑ one segment of people with disabilities?  For example people who are Deaf and Hard‑of‑Hearing, the needs might be very different for them, than people with intellectual and developmental disabilities, so I think there needs to be a fuller understanding of what the barriers are for different populations. 
That's a start to the response.  

>> Sally Rogers:  Are we out of questions? .  Is our time out. 
>> If anyone else wants to respond, feel free. 
>> Sally Rogers:  Oh, I just mention a couple of things that I think are relevant.  That is that we don't think that individuals with psychiatric disabilities, self‑report their substance use very accurately.  So it's just something to think about. 
The other thing, is they have complications, because they have so many prescribed medications. 
And also, the other thing that we're seeing a lot of ‑‑ and this is more anecdotal than anything is a huge rise in the use of marijuana among our college‑age mental health folks and while we think of it as a somewhat benign substance because it's legal, for many people, it is getting them into a lot of difficulty. 
If they had a preexisting psychiatric condition, they may be worsening it. 
And we find it really significant, actually,. 
So I wanted to mention those few things.  Did you have anything?  
>> Llhom Akobirshoev:  No. 
[APPLAUSE]

>> Mr. Wittenburg:  
(Passing microphone). 
>> Andrew Houtenville:  Thank you, again, to the panel, you guys are dismissed.  David Wittenburg is going to try to do something interactive on the computer screen. 
As in previous years, Dave is going to come and just try to summarize, what we've heard today.  
If you haven't heard Dave speak, other than this morning, he does a great job of summarizing kind of the take‑away moments, from today.  
And so, let's see if he can get the PowerPoint working. 

>> David Wittenburg:  
So I am taking a risk here.  I've seen the massive success, with slides up here, and, as some of my mentors have told me:  
Either be a good role model, or horrible example, so I will fall into one of these two buckets for this last one!  Hopefully, this will work, and we're going to try to do something a little interactive, we're going to do it, if nothing else you'll learn a new tool, at the end of this. 
It is ‑‑ if you have a phone or a laptop, I'm going to tell you pull that out!  Actually, I want you to use, the laptop, we're going to go to a Web site call Menti. 
Go to Menti.com, and use the code 550561. 
You will get a question for this. 
And as you're typing this question ‑‑ part of that ‑‑ what ‑‑ our team wants to do today, is to get your feedback. 
And this is part of the things that Kim and Megan were really urging us at the beginning of the day, is how do you use this information?  And how can we help?  
And the question that we have up here ‑‑ and this is the experiment that we're running is what are the outcomes that are most of interest to me?  And we're going to create a word cloud, and I'm hoping the people online can also be interactive, and join the word cloud. 
And we'll talk about this word cloud hopefully as more and more people start entering the data. 
>> So nothing precludes people ‑‑ this isn't wi‑fi, this is over the Internet. 
>> David Wittenburg:  This is over the Internet, yes. 
>> Andrew Houtenville:  People online can do it. 
>> David Wittenburg:  And I hope our online colleagues will start entering data and the word cloud, will begin to appear. 
And part of the reason we want to do this is we've heard a lot today, about the different panels, our opening panel told us about the Compendium. 
And different outcomes from the Compendium.  
Prevalence. 
Employment, poverty, health insurance ‑‑ our federal panel:  Talked about multiple sources of data, as a matter of fact, there was ‑‑ as you listened to the sources you almost began to wonder, how do I ‑‑ how do I harness this information?  Things like:  Workforce development. 
Early detection, autism prevalence ‑‑ and our rural section, we heard, man, that is, like, quite the word clutter!  

[LAUGHTER] 
>> David Wittenburg:  I'm failing Andrew, usually it looks much better than this. 
I will ‑‑ I will see if I can take a picture of this ‑‑ is it ‑‑ coming better on your screen. 
>> It's only on that screen. 
>> David Wittenburg:  Only on that screen, so I've created a mess up here. 
>> Moments there is. 
>> David Wittenburg:  A lot of outcome information, I probably could have ran multiple choice or check' boxes but I wanted to be cute with the word cloud, if this were working right, usually it works quite well, some of the key words, are very hard to see ‑‑ are employment, engagement. 
Social determinants. 
Treatment. 
Compendium!  
So we're doing this, in part, because we want to think about the things that we need to interact, with you‑all, on in terms of what data should we be focusing on?  And not only what data should we be focusing on, how we should be thinking about cutting the data and supporting you?  Because what was the price of the service you were offered Kim when people call you how much does it cost. 
>> It's free!  
>> David Wittenburg:  As an economist, that's a pretty good bargain!  
>> Andrew Houtenville:  It's coming up there. 
>> David Wittenburg:  It's starting to come up a little bit better. 
So anyways!  This is little experiment, Mentimeter is a great way, if you ever have a meeting and you want to pause a meeting and see what people are retaining, you can write multiple‑choice questions. 
A good way to actually have questions up here, a fantastic way, to get people to participate, particularly, if they're more introverted. 
There are downsides, if technology is not accessible, it can be a problem. 
But you can do some pretty cool stuff with this. 
And these word clouds, this is kind of nice gimmick, but there are some other things you can do with multiple choice. 
You can put up questions, and one of the things that I wanted to encourage ‑‑ in using this little tool ‑‑ and I have no investment source in mentimeter, I don't even have a subscription, this is free.  Just like your service account. 
It is something that allows for more immediate data collection and interaction. 
And I started the day by making the point, that we are moving the producers of the data and the users of the data, closer and closer together. 
And I think we're seeing a lot of that, in the Panels, we're seeing more and more data sources. 
More and more uses. 
And I think, the next step, for all of us, as a Disability Community, is to figure out, better ways, to interact. 
And look at that!  Employment has been knocked off by opioid!  
So, anyways... with that note I do want to thank my colleagues at UNH and turn it over to Andrew to close out.  
>> Dr. Andrew Houtenville:  Thank you, Dave. 
You know, of course, this also has some degree of bias, right?  
So selection bias. 
You‑all stayed here for the opioid, so that's not surprising. 
A lot of people, that are involved in our project, are economists.  That's not surprising.  A lot of people are, you know, health ‑‑ healthcare people; so health shows in there. 
But it is quite an interesting display.  
Thanks, Dave, that's cool.  Thanks, everybody for showing up, thank you for our federal panel, our NIDILRR partners who helped out throughout the day. 
We do this every year. 
And, you know, if you have ideas, for panels, or collaborations, we would be happy to hear about it, and I think, the movement for the Compendium and all of our other things is to try to partner up with other people, who are the specialists in those topic areas, because we can keep producing statistics until the cows come home, but to be able to work with people like the folks at rural, RRTC and Brandeis or the specialists in ‑‑ that specific topic content, is really kind of where we see the stats RRTC going and all of our products, just to try to be more collaborative with other NIDILRR‑funded researchers and the community as a whole. 
But the big ‑‑ what's ‑‑ oh, ‑‑ not employment is now trending. 
[LAUGHTER] 
>> Very funny. 
>> Not Andrew, what is that?  

[LAUGHTER] 
>> Talks too much?  (Andrew Houtenville), anyway... 
[LAUGHTER] so in any event, you know, we want to show, to reach out to everybody, and collaborate, and we also want to hear from you and how you use our data so that we can, as Kim, said improve on things we do and also show the impact of our work, to NIDILRR, and NIDILRR's community. 
So, with that, thank you, very much, everybody travel safe, and happy Valentine's Day.  If you are such a person that participates in those things.  
[APPLAUSE]

(Proceedings concluded at 4:24:09 p.m.)

