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 [Music by Molly Joyce 00:00 - 00:15]
Nick:
Welcome to Included: The Disability Equity Podcast brought to you by the Johns Hopkins University Disability Health Research Center. This podcast challenges stereotypes of disability by sharing stories, data, and news. Each episode digs deep into topics to offer diverse perspectives and expertise to expand your view of disability. 

Bonnie:
We’re your hosts. I’m Bonnielin Swenor, director of the Johns Hopkins Disability Health Research Center.

Nick:
I’m Nick Reed, assistant professor at Johns Hopkins University Bloomberg School of Public Health. On this episode of Included, our guest is Linda Mastandrea, director of the Office of Disability Integration and Coordination at the Federal Emergency Management Agency, also known as FEMA. Ms. Mastandrea is a disability law and civil rights attorney who has represented people with disabilities who have experienced discrimination in employment, housing, public accommodations, and government services and benefits. 

She’s an expert on inclusive emergency management practices. She’s provided training, consultation, and technical assistance to emergency managers around the nation and served as a disability integration advisor reservist with FEMA. Ms. Mastandrea is also a Paralympian who has won 15 gold and 5 silver medals. 
[Music by Molly Joyce 01:36 - 01:44]
Nick:
Ms. Mastandrea, thank you so much for joining us today.

Ms. Mastandrea:
Thank you for having me here.

Nick:
Let’s start by having you tell us a little bit about the Office of Disability Integration and Coordination at FEMA. What’s the mission of this office?

Ms. Mastandrea:
The mission of the Office of Disability Integration and Coordination is very simple, really. It’s helping people with disabilities before, during, and after disasters. We accomplish that in a variety of workstreams. We have a team at FEMA headquarters that works to influence the development of programs and policy to ensure that the needs of people with disabilities are integrated throughout those processes. Whether it’s on the front end of a new policy development or whether it’s an existing program, we’ll do gap analysis and identify ways to improve the program when it comes to serving people with disabilities.


In the regions, we have 10 federal regions. We have regional disability integration specialists. Those individuals do a lot of work in the community engaging with emergency managers, also with disability organizations around the country, providing training, technical assistance, advice, tools, resources, again, on integrating the needs of people with disabilities into jurisdictions’ emergency operations plans. As well as on the disability stakeholder side, providing advice to those organizations and individuals on personal preparedness for people with disabilities as well as how to better engage with the emergency management community to be active participants in that process.

Finally, we have disability integration advisors. You mentioned, when you introduced me, that I had started out as a disability integration advisor reservist. Those are the folks who go out into the field and who are actively serving people who’ve been impacted by disasters. We have a whole—we call them cadres, teams of people, who go out, and they’re the front line, if you will, of folks who are responding to the needs of people who’ve been immediately impacted by disasters. They are working to make sure people with disabilities get registered appropriately, that they get accommodations that they need. Whether there’s issues with housing, whether they’ve lost personal property, all of those kinds of things to make sure that people with disabilities have access to FEMA’s programs and services to help them recover from the impacts of that disaster. 


That is, in a nutshell, really, what the Office of Disability Integration and Coordination does on a daily basis. 

Bonnie:
Wow. [Laughter] That is not a short list of things to do. I’m just so grateful to have you as our guest to share all of that. I’ll say, I was not fully aware of your office until not too long ago. I’ll say, before we started recording, we were talking about that gap and needing more awareness about offices in the federal government, like yours, that are doing this kind of great work for the disability community. Thank you so much for [laughter] your work and for sharing this. 

Certainly, the pandemic, the COVID-19 pandemic, has been an emergency. I’m hoping we can move towards that and ask a bit about the role of your office during the COVID-19 pandemic, to share a little bit about some of the programs or response efforts that your office has engaged in or organized for people with disabilities. 
Ms. Mastandrea:
Sure. FEMA was [unintelligible 05:24] really involved in COVID response, really, from the very beginning, helping to facilitate the set up of ancillary medical facilities. Then when we moved on to testing, vaccination, all of those things. As you can imagine, people with disabilities were part of all of those initiatives and needing to receive those services. As we got deeper into the mission—it was new for us. We have not responded to something that was impacting every single state at the same time ever. It was just the largest thing we had ever been a part of and really, at some times, hard to wrap your hands around just the sheer scale of it and the impact.


That said, I think we managed to really, very successfully, implement some great initiatives to make sure that people with disabilities had access to the services that were being provided. In the testing and vaccination environment, making sure that people with disabilities had access to transportation to get there. Dedicating lanes for paratransit vehicles. When there was, say, a drive-thru facility, dedicating lanes for paratransit vehicles and making provisions so that people could receive the vaccination from their car instead of having to get out if there was no parking and things like that. 


Also, recognizing that people with autism or sensory-related disabilities may have issues coming into a crowded space waiting to get vaccinated or tested. Some of our disability integration advisors created expedited guest processes, they were calling them, to make sure that those individuals were identified, escorted, bumped to the front of the line, and didn’t have that experience of having to wait in that difficult and challenging environment. 


I think what it showed us is that we were able to be creative, to come up with in-the-moment solutions to issues as they arose. That’s really one of the beautiful things about our office. It’s about solving problems. It’s about identifying issues. It’s about helping people. Our staff really shone throughout that whole process and just coming up with these ideas and making them happen. I give them tremendous credit for being under the pressure that everyone was under to try to deliver in this ever-changing landscape and figuring out how to serve people, how to get them there, how to identify who needed what, and to make it happen. I think we really rose to the occasion and provided, I think, a really great service. 

To me, it just showed that when you have a commitment to the mission, when you have a commitment to helping people, and you have some ability to be creative, I think that virtually anything is possible. We showed that. 
Bonnie:
Yeah. I just wanna jump in and say, I also think it’s just such an important a reflection of including people with disabilities in that process, in that decision-making process. It’s clear that’s what you’ve done and what your office has done. To me, that just really illustrates that. 
Ms. Mastandrea:
Absolutely. I think we also—we had the opportunity to engage in some collaborative efforts with some disability organizations as well and host some events where a—Center for Independent Living out in California hosted an event to get people with disabilities vaccinated who, maybe, couldn’t access one in their community or just weren’t comfortable, things like that. We had, in Federal Region 3—I think it might’ve been in Philadelphia or somewhere in Pennsylvania. I don’t wanna say the wrong place. There was a deaf vaccination day. There were sign language interpreters available to facilitate that access for people in that community. There were, again, really, some innovative, creative solutions to make sure that people were comfortable, that they had access, that they could benefit from the programs and services the same as everyone else.

Nick:
Wow. That’s phenomenal. [Laughter] I have a question. This is gonna reveal my naivety when it comes to just how the government works sometimes. As COVID turns into—I’m not gonna use the word “endemic” ’cause that’s still not the right word. As this becomes just something that is apparent in our lives and it’s a regular, reoccurring virus with ebbs and flows, I’m imagining that FEMA—does FEMA hand off aspects of this? Is there a long-term plan that FEMA develops? Is that something that your office does? Curious how this works in the government sector, so maintaining vaccination over time, even.

Ms. Mastandrea:
FEMA is expert at moving people and stuff. That is FEMA’s expertise and providing that in-the-moment assistance. We are not the public health agency. It’s not FEMA’s long-term mission to be responsible for public health initiatives. We have been asked on a few different occasions to assist with various facets of the COVID mission, and so we have done that. On a longer-term basis, the mission won’t, 100 percent, belong to FEMA. We may again be asked to participate in various pieces and parts of it, to coordinate with HHS, Health and Human Services, and other agencies that really have a more primary—and CDC, for example, or the agencies that have a more primarily public health-oriented responsibility.

Nick:
Thank you for indulging that.

Ms. Mastandrea:
Sure.

Nick:
I guess where this leads me in my line of thinking is we know people with disabilities are a vulnerable population. There’s gaps and barriers in any emergency response. I’m wondering, not necessarily only in the context of COVID even, but is there anything your office could share with us about what are some of these gaps that you’ve identified? Is there anything your office is doing about it? Then, to stick to this long-term idea, FEMA seems to be doing a lot. How do you hand that off and make sure that we maintain thinking about people with disabilities long term, so they don’t suddenly get left aside? Where your office is doing something wonderful and then, “Hey, we hand it off to”—just this becomes a different agency. Perhaps, all of a sudden, we don’t have deaf community vaccination clinics or appropriate accommodations. That’s what always worries me in the back of my mind.
Ms. Mastandrea:
Yeah. I think that the focus of our office really has been—it’s not just a handful of people doing disability work. That’s important, and it’s necessary. What it’s most about is really giving other people the tools and knowledge and expertise they need to be able to serve people with disabilities. Individual with disabilities themselves, arming them with the knowledge that they have, too, so that they can prepare themselves and their families for the impacts of disaster. 

One of the things that I always like to say is that my goal for our office is that someday it doesn’t exist because everybody has the knowledge. Everybody understands that they own a piece of it and that everyone is doing their job, including when it comes to serving people with disabilities. That is not a today or a tomorrow or a next-week or next-year thing. It’s very moon shot-oriented idea or goal. I think that’s what we have to aspire to. It can’t be vested in a handful of people. It just can’t. It doesn’t work that way. 
The best thing that we can do is to share the wealth and to share our knowledge and to educate as many people as we can and to provide tools and resources and training so that people can build their capacity. That emergency managers know, when they have a comm of people with disabilities, they know how to serve them. They know who to talk to. They know how to get at the needs. I think that’s the most important thing that we can do and that we can focus on to really make a difference. 
Bonnie: 
Amazing. Thank you so much for that. I think that perspective [laughter] is actually so critical for the audience to understand the work and the important work you’re doing and to perhaps even better highlight the long-term impact of your office. As a favorite topic here of data, we would be remiss to not have this conversation with you and not talk a little bit about data. I’m curious, in knowing how your office is thinking about or using data to either inform or develop strategies around emergency response for people with disabilities—this discussion of disability data and gaps in disability data is happening a lot, at least in our spheres. [Laughter] I’d love to know your perspective on that. 
Ms. Mastandrea:
I’m gonna tie this back to the last question and thinking about gaps and barriers. When I came into this position four and a half years ago, one of the barriers that we very quickly identified was the lack of data on the impact to people with disabilities, on the impacted population, what the effects were. There was a lot of anecdotes, a lot of news clips, a lot of one-off stories, but we could never get a good understanding of, really, what the actual real-world impacts were to people with disabilities and where they were. Not only what the impacts on them were from the disaster, but then, how did they move through the recovery process? How did they recover and return to their community, if indeed they did? 

We ended up hiring our own data analyst a couple of years ago who set to work on digging into this problem and working with—of course, FEMA has lots of data analysts, but nobody was ever really specifically working on this problem or this issue. Our data analyst started working with other people who love data and figuring out how to get at some of this information. As you may know, from talking to other people working in the disability universe, there’s lots of disability data, but it’s segmented and fragmented and maybe doesn’t tell the complete story or the story that we need. The disability definitions for different agencies are different, so how you capture it is different. All of that combined creates some challenges when we’re trying to understand the scope and really look at what we can do. 


Our data analyst really did a wonderful job of creating a dashboard for us to understand, at the most base level, disability population data from the census and the American Community Survey, which is readily available data. We could plug it down to any street, neighborhood level, which can serve to aid—when we have disaster survivor assistance people going and knocking on doors to register people, we can provide some targeted assistance and say, “Hey, look, we know we have a pocket of people with disabilities over here. Let’s target some door knocking and outreach over here.” That’s the base. 


Then what the next layer of that was overlaying it with individual assistance registration data. Now, what that means is when people have been impacted by a disaster and they register for FEMA assistance, the program they’re registering for is called Individual Assistance. By overlaying who has registered with the census data, then we could more clearly identify people with disabilities because now they’ve registered, self-identified as having a disability. We can understand what disability bucket they belong to, what some of the needs are as a result. 

Then, on top of that, what we learned was that our question, identifying disability, wasn’t really getting us where we wanted to go. As an example, we could say, in whatever town, census data says they have a population of people with disabilities around 25 percent. Then they have a disaster. Then we have the overlay of individual assistance registration data, which is only coming up with two percent people with disabilities registering. There’s a 23 percent gap. 
Now, we know it’s not always gonna be a one for one, that every person with a disability was impacted. You can see there’s likely an issue. That, then, gives us really valuable information to say, “We need to target additional resources here to figure out what’s going on and what the real-world impact is.” What we ended up doing was realizing that the problem was in the question that was asking about disability, how it was phrased. It wasn’t getting at the right—it wasn’t getting good answers. When the question was changed, the yes responses went from a 2.9 percent to a 15 percent. It just dramatically increased, which obviously then tells us, A.) that we’re reaching people better, B.) we understand who we’re reaching, so, C.) we can provide better programs and services that are targeted to their needs. 

That’s a couple of the concrete ways that we’ve used data up until now. We continue to refine what pieces we’re looking at. I mentioned how people move through recovery. We did a study post the 2017 hurricane season and looked at how people with disabilities moved through the FEMA programs and services. That was a really good snapshot of a moment in time. We wanna replicate that to see, particularly with the change in the question, how we can show progression through FEMA programs and services from application to exit on recovery. 
Nick:
Wow. That was a really, really nice example of not only—your office is doing amazing things. I just think from Bonnie and I, as researchers at heart and public health researchers, I think you really hit a nerve with both of us [laughter] that the question matters so much. People get so obsessed with things like analytic methods and things like that, but the very question, the very essence and construct of what you’re measuring in the end made this huge difference. Thank you so much for just sharing that with us. I wanna give a chance for you to tell us and our audience, where can we learn more about the Office of Disability Integration and Coordination and FEMA and any of the programs you described or even some of the output data or something like that? 
Ms. Mastandrea:
Sure. FEMA has a webpage at FEMA.gov. You can find our office listed on the homepage, the Office of Disability Integration and Coordination. It’s under the “About” tab. You got a few steps, unfortunately, to navigate there. You can find out more about our office and what we’re doing right there. 

We also have a really great resource at FEMA for—and this is more aimed at individual and community preparedness for people with disabilities. It’s called ready.gov. You may have heard of it before, perhaps not. Ready.gov/disability is the disability-focused page that provides tips and tools and some social media and things like that aimed at individual and community preparedness for people with disabilities. With our homepage and the ready.gov page, I think it’s a good entre into some resources and tools that can be useful to folks.
Bonnie:
That’s fantastic. We will make sure we link to that on the podcast description and in our dissemination of this. Thank you so much for being our guest and for sharing this information with our audience. It just really is critical information. I think so many of the members of our audience will be so eager to know and learn more about the important work of your office. Thanks for being our guest.

Ms. Mastandrea:
You’re very welcome. I appreciate the opportunity to be here. Thank you. 

Nick:
Thank you for joining us for this episode of Included: The Disability Equity Podcast. Thank you to our Included Podcast team and everyone who made this podcast possible, especially Prateek Gajwani, Curtis Nishimoto, and our guests. Music is by Molly Joyce. 

Bonnie:
This podcast is brought to you by the Johns Hopkins Disability Health Research Center. You can learn more about our work at disabilityhealth.jhu.edu.
[End of Audio]



Page 9 of 9

