Ellen Spannagel (00:01):
Hello, and welcome to Enabling Commons, a podcast at the McGill Centre for Human Rights & Legal Pluralism. Enabling Commons is a space for dialogue among persons with disabilities and their allies to explore strategies that will transform our environments, our commons, to be meaningfully enabling for all. 
Hello, my name is Ellen Spannagel and this is Enabling Commons. Today, we are very lucky to have Marcie Roth, as our guest. Marcie is the CEO of the World Institute on disability and has served in senior leadership roles for both national and global disability advocacy and public policy organizations for over 25 years. So Marcie, thank you so much for joining me today.
Marcie Roth (00:24):
Thank you so much for having me. I'm excited about this opportunity to speak with you.
Ellen Spannagel (00:28):
Yes, I am also very excited. Before I get into some of the more meat and bones questions, I'm just wondering if you could just tell me a little bit about yourself.
Marcie Roth (00:38):
Sure. I have been working in disability rights, my whole career. I'm a person with a disability, myself, both of my children have disabilities. Most other members of my family have disabilities. And so I've always worked in disability rights, but just about 20 years ago in the immediate days, following the September 11th terrorist attacks, I found myself taking a leadership role in the U S because lots of people with disabilities were in the area around ground zero and were suddenly cut off from a lot of the supports and services that they need in order to maintain their health, their safety, their independence. And so that began a 20 year journey for me in which my focus on disability rights took a much more laser view of what happens for people with disabilities before, during and after disasters. I've been with the world Institute on disability for just a little over a year. I had previously spent almost eight years leading a US government initiative around the federal emergency management agencies, commitment to disability inclusion. I've spent many years now working globally on disability, inclusive disaster risk reduction. Very involved with the development and implementation of the Sendai framework, and currently very involved with the United nations around the humanitarian action initiatives for persons with disabilities and as well, the implementation of the UN disability inclusion strategy. And that's a short version of them of what I've been working
Ellen Spannagel (02:51):
Short, but definitely very hefty, there's a lot there. You have a lot of experience in different areas of disability rights, for sure. But I'm wondering given, I mean, your twenty-five experience, when exactly did you start to include climate change and your work to advance the rights of persons with disabilities? I know you mentioned the Sendai framework, but I'm wondering if you could elaborate a little bit on when you became involved with the intersection of disability and climate change.
Marcie Roth (03:25):
Well, you know, it's interesting because my very earliest involvement in disability rights, I was a high school student and the first earth day was in 1969, 1970. And I found myself working at a glass recycling center. And that was really sort of the first time that I began to think about our global home mother earth and the climate that we are so affected by even something that came into my awareness. Over the years, as more of my focus was on extreme weather and on the issues of migration for people with disabilities who are so often left behind issues around building better after disasters and universal design and the many opportunities to not just meet legal requirements or building standards, but in fact, to create living environments that are equitable, that are, accessible for everyone, that community resilience is really only possible when people with disabilities and everybody else are able to access the environment.
Marcie Roth (04:54):
So it's always been just sort of a natural part of what I do, but it wasn't until climate change, and I'm making air quotes, as I say, this climate change and the sustainable development goals, and the beginning to be aware of both the intersections and the silos between so much of the work going on around me, that I started to really think about where the climate justice work overlays the work in all of these other key areas. And quite honestly I have been alarmed and remain pretty concerned about the fact that everything is still so siloed. And so, as we talk about disabilities, it's especially important that we make sure that we're busting through any of those silos. You know, we have a saying in the disability community, nothing about us without us, and while disability organizations may not contribute massively to reducing the carbon footprint. We certainly, whether it's transportation or, you know, I mean, we could, we'll probably get into more of this in our discussion, but people with disabilities, disability led organizations, local community justice work are all very interwoven and intersectional if we allow them to be.
Ellen Spannagel (06:34):
Thank you. Thank you so much for elaborating a little bit on that. You brought up the idea of like community resilience and relying on the knowledge of local disability led organizations. I'm wondering if you could tell me a little bit more about that in relation to what you have learned about disaster preparedness and emergency response over the year. So this could be in relation to you know, like the area around grounds zero but also just in general, what have you learned about disaster preparedness and like community resilience among like disability led organizations, but also just persons with disabilities themselves and their communities and what are some of those takeaways that we could apply in the same way to responses to the climate crisis, but even just generally, you know, like in the context of COVID too.
Marcie Roth (07:27):
Good. Yeah. So, you know, having worked for the us federal government throughout the Obama administration and having worked globally with government for many, many years, I have seen a tremendous amount of money invested in what's referred to as preparedness. And we could talk about lots and lots of recent disasters, whether, you know, we're talking about hurricanes or wildfires or tornadoes or cyclones or mudslides, floods, you know, I could go through that whole list of the things that are sort of described as natural disasters. But if you look at what's been happening with all of those, and then you look at COVID all that investment in preparedness hasn't much helped anybody. You know, I said for years that the preparedness initiatives, which, you know, would sort of typically tell people three days of food and water, and you need seven days of your medication and sort of have this whole list and you need a flashlight and you need duct tape and you, you know, and those lists would typically start with something like you need seven days of your medication, or sometimes it would even be more, and at least here in the US, that's not possible for most people.
Marcie Roth (09:05):
If you try to get an extra supply of your medication, your insurance provider, or the federal government, if they are providing your medical insurance, you're not going to get an extra seven days of medication. Right out of the gate, we tell people things that are really not achievable. And then, you know, beyond that, it's hard to imagine that people are going to pay attention to anything else. And then with regard to community preparedness, so very often communities prepare for people with disabilities and not with us. And even more often, in fact, we are not considered at all, whether it's the, including us in exercises, simulations, drills, whatever you call them, you know, they often will use actors or stuffed animals, or people will hang a sign around their neck saying, you know, "I'm deaf," but they're not using real people with real life experiences. Alerts and warnings fail miserably in providing equal access to effective communication that is actionable in a disaster. Information has to be accessible to be actionable.
Marcie Roth (10:27):
And then, you know, whether it's building evacuation or whether it's moving to a safer area, whether it's across town, out of state, what have you, very little is in included in the emergency planning processes and having spent years and years and years trying to embed disability inclusion throughout those practices. I unfortunately know all too well, how ill-prepared local communities are to accommodate people with disabilities in their preparedness. Sheltering is a huge issue. Local shelters are very frequently not accessible to people with disabilities. So you have simply getting in the doors is an issue issue moving around using the bathroom showers meals, you know, I could go on and on. And so for all of that preparedness and all that money spent, our communities are really ill prepared for disasters. Then to take it one step farther in a pandemic in a public health emergency, think about all of those preparedness actions, and none of those really apply. Shutting down the whole world within a very brief period of time, had such a devastating impact on so many people with disabilities. And then, and let me add, you know, there are lots of people who say, "well, you know, COVID-19, who could have seen that coming," well, for those of us who've been working in emergency management, we've been seeing that coming for a very long time. And in fact, I have participated in many projects, programs, initiatives in which we exercised some of those circumstances. And it's very obvious that all that planning has done us no good. To make matters, even more complicated, you know, now you add a concurrent disaster to a public health emergency, and we are here in the U S we've had several catastrophic hurricanes floods, wildfires tornadoes this year that have really forced some very difficult circumstances around how to safely evacuate, how to safely shelter.
Marcie Roth (13:05):
And so to me, much of what has gone into emergency preparedness has really failed to consider the reality for people. And then you take the devastating impact of that on people who have been living in congregate facilities. Here we are 40% of all of the deaths have been in long-term care facilities. Really, even they're being described as nursing homes and long-term care facilities. I don't even think we're counting the people who are in carceral facilities, you know, jails, prisons, criminal justice facilities. We're not counting people in group homes. We're not considering people in other sorts of facilities, such as, you know, detention centers and people in psychiatric hospitals or mental health facilities. You know, I could go on and on. But even if we just stick with that 40% of all of the deaths here in the us, just over the past week, there have been people dying in congregate facilities at a rate of about 300 every hour, which is just a shocking number and going up.
Marcie Roth (14:32):
And unfortunately, people are still being admitted to these congregate facilities to relieve overcrowding in the hospitals because the hospitals are beyond a hundred percent capacity. And then one of the facts that is overlooked is that all of the debt in these congregate facilities globally, the people who are dying in the congregate facilities are virtually 100% people with disabilities. And people have often, they'll sort of look surprised when I say that. And it's like, "Oh no, you know, they're, they're older people. They're fragile people. They're people who have underlying conditions" and they use all these other words, but those are all words for people with disabilities and nursing homes are not for old people. You don't go to a nursing home because you're old. You go to a nursing home because you have a disability and your community doesn't have the supports and services in place for you to maintain your health, your safety and your independence.
Marcie Roth (15:43):
And that is true globally. Whatever the number is on any particular day, I know that at least 40% of the people who died that day were people with disabilities, who are entitled to civil rights protections in some places. Human rights protections everywhere. And yet there have been absolutely no indications that the rights of people with disabilities have been protected. In fact, we've had to deal with rationing issues. Many people with disabilities have been denied access to people who they choose to provide care and assistance. People who are deaf have been denied sign language, interpreters, so many injustices, and many, many, many people with disabilities have died alone without any support in these congregate facilities. When in fact they had the right to be living in the community and not in these facilities. As the world Institute on disability has been focusing on all of these areas, emergency preparedness, disaster, risk reduction, climate resilience, one thing that we have very clearly learned, I've learned over the many years that I've been working in all of this is that the humanitarian relief that comes to communities in crisis, whether it's because of slow moving disasters, secondary to climate change or rapid onset disasters, maybe climate related, maybe not, in almost every case, local disability led organizations are completely left out of any of the more traditional humanitarian relief resources. And so earlier this year, we started , founded Global Alliance. It's called the Global Alliance for Disaster Resource Acceleration. And it is a collaboration between disability led organizations, corporate and foundation funders, allies, accomplices, who are working together to match the people who have resources like the corporations and the foundations to match them with those local disability led organizations to rapidly respond and support those local communities in their most challenging times. We've held a number of town hall meetings. We've had participants from now 69 countries. Our most recent event was a summit led by young people with disabilities, talking about their role in climate change, climate justice, disability rights, humanitarian action. And we're, we're very excited about the opportunity to match those local folks and the leaders from our communities who are taking all of this forward with corporate and foundation folks who typically don't see their support going directly to the folks on the ground.
Ellen Spannagel (19:27):
Yeah. First of all, thank you so much for providing like a really close to home explanation of everything that's happening right now in the United States, but also talking about how, like, this is not like exceptional to the U S like, this is just from my position, like the same things are happening in Canada and also in the world as well. So I really appreciate you just speaking to your experience and your knowledge about that, but I'm wondering a little bit more about involving like corporate stakeholders and funders. I'm wondering if you could tell me how people have responded to your work so far.
Marcie Roth (20:02):
So for instance we have an amazing relationship with Bristol-Myers Squibb and they actually came to us last week. They are part of our founders circle. And they came to us last week because they operate globally and they operate in Columbia, which was very hard hit by hurricane iota last week. And so we are working together to identify immediate needs and rapidly directing support to those who have been most significantly impacted. So we're working with the organizations that we have relationships with in central America, and they are bringing to the table other corporate folks and foundation folks that they have relationships with. And as of yesterday, they have begun a fundraising initiative with their employees, that the company is matching two to one, all donations from their employees, and this will support the work that we're doing so that our GADRA team, which is, you know, led by the world Institute on disability, the Partnership for Inclusive Disaster Strategies and Inclusiva, we're all working together with each of the roles that we play to identify what are the disability related supplies and equipment that people in this hard hit area need?
Marcie Roth (22:00):
What are the things that the organizations that serve them need in order to either continue their operations or resume their operations? Because they're the local experts, they're the folks who know what the needs are in their community and what goes wrong so much of the time is that the generosity of humanitarian relief never really quite makes it to the local folks on the ground. And so right now, as we speak, we are shifting that paradigm to address the immediate housing needs, the immediate disability-related needs the healthcare, basic clean water and, and food and building supplies and transportation issues that people with disabilities and the organizations led by people with disabilities are left out of. And surely hurricane iota, and all of those that proceeded it this year, we're very much a result of climate change, but there has been very little justice in terms of the equitable focus on accessibility, on equal access for all of the people impacted by those climate-related disasters.
Marcie Roth (23:39):
Certainly in an atmosphere of COVID, as you can imagine, people with disabilities are in so much more jeopardy. And so whether it's providing the kinds of support that keeps people out of those dangerous congregate facilities, or whether it's just simply getting personal protective equipment, PPE to disaster, impacted people with disabilities and the organizations that are serving them, the wheels of relief move far too slowly. And they fall very far from those small organizations fighting to keep people alive. And so GADRA is a gap filler. That's what we're, that's what we're about. We're not replacing something we're filling the gaps with folks who want to do the next right thing and want to make sure that it's getting to the right people. And then we continue to work with those folks to be ready for the next disaster, the next climate related impact that that community is going to need to deal with.
Marcie Roth (25:00):
One of our sayings is that GADRA is disrupting exclusion and accelerating radical inclusion. It's a focus on eliminating the typical exclusion of those organizations and people with disabilities and accelerating their inclusion in ways that are radical, because we have typically failed miserably in accounting for making room, lifting up leaders to assume those important leadership roles. And it's especially important that as we're talking about all of this, that we both acknowledge and operate from the understanding that we must be centering black and Brown, Indigenous, people of color people who are multiply marginalized at the heart of all that we're doing. The disproportionate impact of all of this is so clearly felt by people with disabilities and especially people of color, multiple marginalized people who live in poverty. And if we don't center our work in disability justice, even the disability work is siloed. We need to center everything that we're doing around the people with lived experience who are so disproportionately excluded.
Ellen Spannagel (26:45):
I really, I really like thinking about it that way. From something you just said, you you're talking about like prioritizing the needs of local communities and about how, like, that's, that's what you're trying to do is bridge that gap to make sure that those needs are prioritized and at the center, what is your message for people who are working in these organizations who are doing work like disability, justice work, climate justice, work, racial justice work as well in relation to the needs of persons with disabilities.
Marcie Roth (27:36):
My overarching message is that we must find ways to support each other and to work collaboratively if we believe nothing about us without us, which we absolutely do, then we need to make sure that disability-led organizations are in a leadership role. You know, there's a lot of organizations that think they're disability-led organizations because they may have a staff leader who has a disability, but we operate from the convention for the rights of persons with disabilities definition which I'll, I'll take a moment and share. WID Defines disability led organizations or disabled persons organizations: "these are representative organizations or groups of persons with disabilities, where persons with disabilities constitute a majority of the overall staff board and volunteers in all levels of the organization and disability led organizations, DPOs , have an understanding of disability in accordance with the social model, which notes that barriers are caused by society rather than by a person's disability."
Marcie Roth (29:09):
And it's particularly important to make that distinction because there are lots of organizations that serve people with disabilities, who many of whom approach disability from more of a medical model, but many organizations who are not intentionally disability-led intentionally governed by people with disabilities. That's one of the important messages from my perspective. If there aren't disability led organizations at your leadership table, and if we're not being accommodated with the accessibility accommodations that we required, then we're really not at your table until we're getting that part right, just like I said earlier about resilience, communities will never be resilient unless the whole community has the accessibility and the accommodations that they need in order to benefit from all of those resilience initiatives.
New Speaker (30:23):
So my question is how are disability led organizations being held up? What is it that folks are doing to center, disability led organizations and the people in them. What's working? Supporting these organizations rather than funding organizations that are disability service organizations or organizations that have a very important mission, but that are not the organizations led by people with lived experience intentionally. If funders are really committed to bonafide inclusion of people with disabilities as leaders, not offering a place at the table or not being authentic about offering that place at the table, you know, sort of like, um, well, " I would very much like to participate, but, uh, I might be a person who needs a sign language interpreter in order to participate. Oh, well, we don't have a budget for that. Or maybe we can find somebody to donate those services." Those are examples of miserably failing to be authentic in wanting to include people with disabilities. Oftentimes we need some people with disabilities, but we're not really talking about people with intellectual disabilities or psychosocial disabilities. We're not really serious about people who don't speak English. Those are some of the things that really can't be afterthoughts. They can't be nice to have, they need to be legitimate elements of an organization's commitment to disability inclusion. And also with regard to, you know, siloing, we have so many people who are working in climate justice, environmental justice, and the sustainable development goals and the convention on the rights of persons with disabilities. I mean, I could go on and on public health emergencies versus, you know, extreme weather emergencies. I mean, there's all these silos with a very laser focus. And unfortunately for people with disabilities and disability led organizations, it's very hard to be at all of those tables and having to convince everyone that accessibility is an imperative. And yet if we're not at those tables, accessibility falls right off the priority list. I believe there needs to be sort of a core set of values, principles, standards, that are not just words but words into action without exceptions.
Ellen Spannagel (30:25):
As you were saying, like, this has obviously been a trying a couple of months, I don't have the words. But I'm wondering just in terms of your own like self care and also like your own like vision for like moving forward and like keeping going, what is, what is something that is at the forefront of your mind during this period in relation to disability justice.
Marcie Roth (30:47):
I'm happy to actually go personal because this has been an amazing time. It has been, you know the genocide of people with disabilities in congregate facilities somebody the other day called it heard eugenics, which I thought was another interesting way of using herd immunity. So first and foremost, I have been devastated by the lack of focus on our siblings in those congregate facilities. You know, even today as COVID is absolutely out of control, it's not too late for the people who have not yet been impacted by the failures of our systems. For me, the part of all of this that has absolutely been the hardest has been the lack of care, lack of attention, lack of importance, lack of humanity, towards people with disabilities in facilities. The failures to improve home and community based services, to keep people out of facilities, devastating.
Marcie Roth (32:32):
The fact that we've had to argue about the rationing of care - that rationing of care should never be predicated on what someone's perception is of the value of someone else and denying people, the supports and services that they need. I mean, it's just, all of that has been incredibly disheartening. So self-care for me, you know, as a person who, you know, I have a lot of chronic pain and I also have a lot of stamina issues at times. And so for me, working from home and not being constantly on planes has actually been wonderful. It has made it possible for the World Institute on Disability to operate more broadly. And, you know, we were able, we're very fortunate. We were able to very seamlessly move our operations from a lot of in-person to totally remote operations. Many, many, many people are not fortunate in that way.
Marcie Roth (34:00):
And while many people with disabilities have lost their jobs, we are confident that savvy companies are really in a position to hire lots more people with disabilities because of the accommodations that become more readily available. So we are very hopeful that multiply marginalized people with disabilities, rather than being excluded, in fact, this is a time when great opportunities lie ahead. So my parting statement to all of us is, you know, I appreciate the buzz around building back better. I would strongly encourage that we're building forward better. We do not want to go back. We want to move forward. So let's, let's build forward better from here.
Ellen Spannagel (35:07):
Yeah. I really like that. Building forward together. So I just wanted to give you like a super heartfelt thank you from the bottom of my heart for taking the time to talk to me today and yeah, just for sharing all of your knowledge. It's yeah, you, you have such an interesting perspective as your position as CEO and then also your experience so...
Marcie Roth (35:48):
Yeah. Thank you. And, and I'd love to keep talking.

Ellen Spannagel
Thank you for listening to Enabling Commons. Stay tuned for our next episode and take care.


