00:00:55:02 - 00:01:16:22
Narrator
The REAADI for Disasters Act logo. Congressional Briefing on the REAADI for Disasters Act (Real Emergency Access for Aging and Disability Inclusion) and DRMA, The Disaster Relief Medicaid Act. March 30th 2022. A Production of The Partnership for Inclusive Disaster Strategies.

00:01:21:23 - 00:01:44:10
Priya
Hello everybody and welcome to the REAADI for Disasters Act and Disaster Relief Medicaid Act Congressional Briefing. My name is Priya Penner and I'm with The Partnership for Inclusive Disaster Strategies. I use she/ her pronouns. And I'm a brown woman with long, curly black hair. Today I'm wearing a light pink shirt and a gray cardigan.

00:01:44:10 - 00:02:08:09
Priya
I'm first going to get started with a few accessibility and technical support reminders, and then I'm going to pass it off to The Partnership's Co-Executive Directors to get us started. First and foremost, so we're all aware the event is being recorded. The Partnership will use the recording to produce an archived version of the event that includes all of the accessibility features here today.

00:02:08:22 - 00:02:35:21
Priya
We will let you know as soon as that archive is available to be shared. As far as the accessibility features included today we have American Sign Language Interpretation and Communication Access Real-time translation or CART available. A huge thank you to our Access Team for being here today. Our ASL interpreters are Kenya McPheeters and Cynthia Norman. They're already spotlighted so everyone can see them on screen.

00:02:36:04 - 00:03:05:15
Priya
If you can't see them, please let us know either in the chat feature or you can email us at Priya at Disaster Strategies dot org. That's Priya -- p-r-i-y-a -- at Disaster Strategies dot org. CART today is provided by AI media; CART is already embedded in Zoom and you can access it via the CC button and the bottom navigation bar of your zoom screen.

00:03:06:04 - 00:03:30:18
Priya
Click once to show subtitles on Zoom. You can edit the text via the edit settings button next to the CC button. You can also open the CART transcript in a separate window if that's more accessible to you. That link will be put in chat shortly. And with that, thank you all so much for being here. I'm going to turn it over to Shaylin and Germán.

00:03:30:19 - 00:03:57:16
Shaylin
My name is Shaylin Sluzalis alongside Germán Parodi. We are the Co-Executive Directors of The Partnership for Inclusive Disaster Strategies. So give a brief image description of myself. My name is Shaylin. I use she/her pronouns. I'm a younger white woman with long, curly brown hair, wearing a blue, pink and yellow striped shirt and a black sweater over top.

00:03:57:17 - 00:04:06:11
Germán 
My name is Germán Parodi, I use he/el. I'm a brown Puerto Rican man. I'm in my wheelchair today, and

00:04:06:11 - 00:04:13:10
Germán
I'm wearing a light lavender shirt with a gray jacket.

00:04:13:10 - 00:04:22:21
Shaylin
As we mentioned, we are the Co-Executive Directors of The Partnership for Inclusive Disaster Strategies, also known as The Partnership. And for folks that may not be as familiar with us,

00:04:23:04 - 00:04:51:14
Shaylin
We are the only U.S. based disability-led organization with a focused mission of equity for people with disabilities and people with access and functional needs throughout all planning programs, services and procedures before during and after disasters and emergencies. We are your hosts today, and we are all here gathered to highlight two transformative pieces of legislation that will make a meaningful difference for people with disabilities before, during and after disasters and emergencies.

00:04:52:03 - 00:05:15:10
Shaylin
We have a great lineup of speakers today. We'll get to hear from the congressional offices that introduced the bills in August of 2021 from Congressman Langevin's office, from Congressman Panetta's office and from Senator Casey's office and from advocates and people with disabilities from across the country highlighting on why we need Congress to pass these bills in the face of climate crisis.

00:05:15:23 - 00:05:51:21
Shaylin
A bit of background for folks. The REAADI for Disasters Act -- that's R-E-A-A-D-I -- stands for the Real Emergency Access for Aging and Disability Inclusion. REAADI for Disasters Act. That bill number in the House is H.R. 4938 and in the Senate S 2658 REAADI for Disasters Act is a vital piece of legislation that upholds the rights, freedoms and safety of older Americans and disabled Americans before, during and after disasters and emergencies.

00:05:52:15 - 00:06:13:10
Shaylin
The Disaster Relief Medicaid Act, also known as DRMA, is a transformative piece of legislation that allows Medicaid, including CHIP services to follow the person in disasters. That bill number in the House is H.R. 4937 and S 2646 in the Senate.

00:06:13:10 - 00:06:21:23
Germán
This is Germán. We will be shortly being joined by Congressman Langevin as we expect

00:06:23:05 - 00:06:55:07
Germán
We have been working with Senator Casey's office since passing Hurricane Maria in 2017. He has been a great leader in establishing the REAADI for Disasters Act and the Disaster Relief Medicaid Act. Today we are being joined by colleagues, fellow staffers, like Erika Felix from Senator Casey's office. Erika, could you get us started today.

00:06:55:07 - 00:07:23:02
Erika
Thank you so much. I use she/her pronouns and a brief visual description. I am a Caucasian woman with long brown hair, and I'm wearing a dark colored dress with a black shawl over it. So, first of all, thank you so much for inviting Senator Casey to provide comments today. He sends his thanks for your engagement and perseverance to improve emergency preparedness.

00:07:23:12 - 00:07:54:19
Erika
By including people with disabilities and older adults from the start. So he wishes he could be here today, but his schedule did not allow for it. So Senator Casey also greatly appreciates The Partnership with Representatives Langevin and Panetta for their leadership in the House on real emergency access for Aging and Disability Inclusion - REAADI for Disasters Act and the Disaster Relief Medicaid Act.

00:07:56:06 - 00:08:41:21
Erika
Unprecedented weather, health and human caused disasters make it necessary to have a whole community approach to emergencies. In September, the remnants of Hurricane Ida inflicted damage and destruction in southeastern Pennsylvania. Displacing hundreds from their homes, causing over $100 million in physical damage. But also, and most importantly, causing untold human suffering, whether it is hurricanes, wildfires, tornadoes or the next pandemic, people with disabilities and older adults must have a seat at the planning table to address potential disasters to ensure the safety of people with disabilities.

00:08:41:22 - 00:09:27:05
Erika
And older adults. They must be included in each phase of disaster management. That's preparation, response, recovery and mitigation efforts. That is why Senator Casey introduced the REAADI for Disasters Act S 2658 and REAADI would ensure that people with disabilities and older adults have a voice during each stage of the disaster management process. REAADI would also require that accessible information about planning for disasters is available to everyone, including those with disabilities and it would make sure that shelters and temporary housing are accessible to older adults and people with disabilities.

00:09:28:22 - 00:10:08:14
Erika
We also know that natural disasters whether it's a hurricane or wildfire, do not respect state boundaries, and so neither should our recovery efforts. We need to ensure that if disaster survivors are displaced and moved to another state, that they can continue to access their health care and long term services and supports. That is why Senator Casey introduced the Disaster Relief Medicaid Act S 2646, which would ensure that people eligible for Medicaid who are forced to relocate due to a disaster, are able to continue to access their Medicaid supported services.

00:10:09:22 - 00:10:55:20
Erika
The bill provides support for the state hosting the relief eligible survivor by providing a limited time 100% federal match for displaced survivors and support the state in developing strategies to respond to the influx of out-of-state individuals. We saw the need for this legislation after Hurricane Katrina and after almost every disaster since then, when survivors from affected states relocated throughout the United States, people face barriers to essential care as they have to wait on their new state's Medicaid eligibility list and navigate a new system to ensure people experiencing a disaster do not have to wait for their medical care.

00:10:55:20 - 00:11:30:13
Erika
It is time to pass this commonsense legislation so that disaster survivors can focus on other aspects of recovery, such as relocating, finding schools for their children or rebuilding their homes. I know Senator Casey is grateful for your advocacy and consistent, persistent engagement to get these bills passed so on the Senate side, to move these bills out of their respective Senate committees, we would benefit from having a Republican co-sponsor on the Bills.

00:11:30:24 - 00:11:57:18
Erika
So I'm going to tell you some who sit on the relevant committees. So if you are a constituent in those states, we would encourage you to reach out to them and let them know the need for this. So for REAADI some Republicans that constituents in their state can reach out to include James Lankford of Oklahoma, Mitt Romney of Utah, and Rick Scott of Florida. For DRMA,

00:11:57:19 - 00:12:27:24
Erika
Some Republican senators that constituents can contact include Todd Young of Indiana, Bill Cassidy of Louisiana, John Cornyn of Texas, and Tim Scott of South Carolina. Or reach out to the senators in your own state. Together, we can make real change that help people with disabilities and older adults when disasters strike. Thank you. And I'm going to turn it back to Shaylin and Germán for the next part of our briefing today.

00:12:29:14 - 00:12:53:20
Germán
This is Germán. Thank you so much, Erika. Please extend our ongoing appreciation to Senator Casey and your full staff and colleagues; Michael and others have always been great. And this line up and list gives us a marching orders of who to make sure that they are educated on the need for Disaster Relief Medicaid Act and the REAADI for Disaster Act to pass.

00:12:54:19 - 00:13:04:07
Germán
Going off on the Disaster Relief Medicaid Act we'll call on Seamus McKeon speaking from Congressman Panetta's office. And thank you for introducing it.

00:13:04:07 - 00:13:20:09
Seamus
Hi, everyone. My name is Seamus McKeon, and I am here representing Congressman Jimmy Panetta. First of all, thank you for having me. And please accept the congressman's apologies for being unable to join today. Again, my name is Seamus McKeon.

00:13:20:09 - 00:13:39:23
Seamus
My pronouns are he/him and by way of physical description, I am white with brown hair a brown beard, and I'm wearing a dark blue suit and light blue shirt today. I'd like to start by saying that it is almost become a cliche to show how the pandemic has really just underscored the importance of the work that we are that we want to be doing here in Congress.

00:13:41:01 - 00:14:10:22
Seamus
But with that being said, in the case of the Medicaid program, this dynamic is undeniable. We know that with Medicaid, even seemingly small administrator changes like preventing disenrollment and making it easier to continue care when someone has a life change will have a tremendous impact on the lived experience of the people that we represent. And when people are on extraordinary circumstances like a natural disaster or any other federal emergency maintaining coverage, it becomes almost an impossibility for some people.

00:14:11:10 - 00:14:37:05
Seamus
And finally, we also know that there is no substitute for working directly with the communities we represent. So that federal policy reflects their unique needs and is based on their lived experience. As natural disasters change and increase in magnitude It is no exaggeration to say that common sense legislation like the Disaster Relief Medicare Act in the REAADI for Disasters Act will save lives to speak for the people that we represent in a place like California.

00:14:38:04 - 00:15:02:20
Seamus
We have seen the risk of natural disaster increased dramatically just in our lifetimes, with clear signs that it will possibly continue to increase. And this legislation would allow people who are forced to leave our district because of wildfire, drought, or any other sort of disaster to remain eligible for Medicaid if they have come to California. So this is a situation that we're intimately familiar with and deeply concerned about.

00:15:03:03 - 00:15:31:02
Seamus
We recognize, however, that we are not alone in this need and that natural disasters are occurring at increased rates and severity across the country. In the aftermath, thousands of people are forced to abandon their homes and relocate immediately. One example, of course, is that following Hurricane Katrina, over a million people were evacuated. And so we recognize that there is a need for this legislation and we hope this legislation will keep more people in the United States safe and covered when you think things will happen.

00:15:31:23 - 00:15:34:20
Seamus
Thank you again so much for having us today. Again to our hosts.

00:15:34:20 - 00:16:02:01
Germán
This is Germán. Thank you, Seamus. And please extend our appreciation to Congressman Panetta. And even with that, our Medicaid on home and community based services and on the Medicaid health care services are crossing state lines, crossing territorial lines through our disaster. It's something that we see again and again throughout the nation and the equitable we are pursuing.

00:16:02:08 - 00:16:20:14
Germán
We need to pass this as the Relief Medicaid Act. And it is something that will support our state budgets in disasters. Thank you so much for your time and for all the efforts. Congressman Panetta. Next, we'll hear from our colleague Amy Nicholas from the National Council on Disability.

00:16:20:14 - 00:16:42:21
Amy
Hi. Good afternoon, everyone. I go by pronouns she/her I am a white woman with long brown hair, wearing glasses and a salmon and white colored dress with a blue blazer.

00:16:43:18 - 00:17:10:04
Amy
And good afternoon, everyone. It is my privilege to be able to speak on behalf of NCD at this briefing. NCD, for those of you who do not know is an independent federal agency. We our mission is to advise the president, Congress and other federal agencies on disability policy. NCD has been very involved in federal policy and programs involving people with disabilities before, during and after disasters.

00:17:10:23 - 00:17:48:24
Amy
In fact, one of our most prescient reports was in April of 2005. It was titled or is titled Saving Lives, including People with Disabilities. And Emergency Planning. Five months after the release of that report, Hurricane Katrina washed ashore and devastated the Gulf Coast and unfortunately, many of our warnings and findings within the report were realized. Since Hurricane Katrina, NCD has produced over six full length reports regarding people with disabilities and the various programs and policies to protect people with disabilities before, during and after disasters.

00:17:49:19 - 00:18:23:18
Amy
Our most recent report was in 2019, and it was titled Preserving our Freedom and the Institutionalization of People with Disabilities During and After Disasters. This report highlighted the dangers of people with disabilities faced with long term involuntary institutionalization. Simply because programs, policies, supports and services were not readily accessible. And these were programs, policy supports and services that by law should have been available and accessible.

00:18:24:23 - 00:18:51:24
Amy
One of the examples in that report is in the aftermath of Hurricane Maria Multiple children with medical needs were evacuated from Puerto Rico to the mainland. Children. The children were covered by Puerto Rico's Medicaid program. When they landed in Florida and made it to the hospital, the parents were told that there was no health insurance. There was no coverage because Puerto Rico issued Medicaid was not portable.

00:18:52:14 - 00:19:17:14
Amy
No state issued Medicaid is portable across state lines of territory and that there was no insurance for them. They were not eligible for Florida Medicaid since they did not reside in the state prior to the disaster. Passage of the Disaster Relief Medicaid Act would make sure that this type of nightmare does not happen again. It's quite simple. I am a person with a disability.

00:19:18:02 - 00:19:38:16
Amy
When Hurricane Sandy battered the East Coast about a decade ago, I ran for the hills. I went back to the Midwest and stayed with my family for fear of power outages and flooding. Luckily, my insurance was portable and I was able to seek medical help when I needed to. A person with a disability should never be faced with a decision to stare down a natural disaster

00:19:38:16 - 00:20:17:00
Amy
barreling towards them so they can continue to receive their much needed medical support. Passage of DRMA would make sure that they don't. NCD recommended in the 2018 report. The Congress requires CMS to establish a process for Medicaid portability among states and territories by passing DRMA. That's exactly what would happen. Pivoting now to the REAADI Act, The Real Emergency Access for Aging and Disability Inclusion Act at the is a combination of multiple recommendations from NCD over the past decade.

00:20:17:24 - 00:20:41:02
Amy
One of the things the Act would do would be to ensure a strong disability in adult or adult older adult voice throughout preparation, response and recovery and mitigation. And create a competitive grant program to ensure that that took place. You're wondering why is that important? Well, people with disabilities are the experts in what they need. Nothing about us without us is the mantra.

00:20:42:03 - 00:21:17:06
Amy
But people without a disability, you know, trying, but they do not have the subject matter expertize to effectively plan and execute emergency management plans for people with disabilities. This is something that has been proven over and over again. With disastrous results. Another thing within the REAADI Act is to include universal design and visibility standards. As well as reasonable modifications, and to direct GAO to review the spending of disaster funds to ensure that they are spent in accordance with the rehab act and the ADA.

00:21:17:23 - 00:21:56:06
Amy
Again, why is this important? Because, believe it or not, in 2022, there are still projects, construction projects going on in states, counties, territories in which public buildings and cities are being rebuilt from disasters without following ADA compliance which blocks people from disabilities from being able to enjoy their own community. And in the end cost entirely more money because they're retrofitting buildings and and plans. In closing, I want to say that all NCD reports can be found on our website at NCD.gov.

00:21:56:19 - 00:22:11:17
Amy
If any of you would like additional information from NCD, please reach out to me. I'm sure German and Shaylin will share my email and NCD would be happy to set up a meeting to discuss. Back to you, Herman and Shaylin.

00:22:11:17 - 00:22:19:21
Shaylin
Thank you so much, Amy. Really appreciate you being here and all of the work that comes from the National Council on Disability.

00:22:20:11 - 00:22:36:00
Shaylin
We shared the resource of the Institutionalization report in the chat for folks and can certainly send further materials afterward for everyone. Thank you again, Amy. With that, we'll be hearing next from Curtis Hill from Disability Rights, North Carolina. Curtis?

00:22:36:00 - 00:22:47:10
Curtis
Good afternoon, y'all. I'm with Disability Rights, North Carolina, and we produced a storm after the storm report after Hurricane Florence.

00:22:48:00 - 00:23:11:22
Curtis
In that report we did, we detailed the sheltering situation that was going on in North Carolina and how people with disabilities were treated and then exposed and gave us an idea and a lens into really seeing with our access authority what situations were going on in sheltering and how the shelter situation was ill equipped to deal with people with disabilities in general.

00:23:12:05 - 00:23:48:03
Curtis
And so we understand that that is a very important component of the work that we do to try to support people with disabilities during disasters. We also recognized in that report how on up how they were, how their interests were not even discussed in the planning processes, how they would have inaccessible shelters, how the shelters staff were not trauma informed, and how that exacerbated the challenges that they were already experiencing.

00:23:48:09 - 00:24:22:18
Curtis
So we we really highlighted that as an organization by going to a variety of different shelters throughout the state of North Carolina. And that brought our attention to that storm system. Systematic changes has to occur. Those systems in North Carolina, we've been working with the state to try to make sure and establish in past teams and those type of things to help people recover from a disaster during the sheltering process, to be able to identify the resources and things that they need to be successful.

00:24:23:00 - 00:24:56:18
Curtis
We've also through that work, we've also realized that there is also an issue with the recovery process and how people with disabilities are not really having a place at the conversation. Because if you think about it, you always see this cross-section of race, disability and poverty together. And how is it that people with disabilities homes are the ones that are always flooding? As you know, in 2018 we had Hurricane Florence but also in 2016 North Carolina experienced Hurricane Matthew.

00:24:57:01 - 00:25:22:15
Curtis
Therefore we were duly impacted by the impacts of. We were trying to recover one disaster when we were faced with another. So that brings to you and all of us how tenuous those situations are and how people really need to be at that at the local level and at the FEMA level really thinking about how do we build back communities better and we need to have people with disabilities at the table.

00:25:22:21 - 00:25:55:04
Curtis
And I am so sorry. I did not give my description. So I am an African-American male with a box haircut and a full beard and a mustache, and I have a green shirt on. I'm so sorry to not do that. So but but that is critical for us as we're thinking about about about the work that we're doing is as workers, and as community partners and bringing the community in to those deep conversations, because when we're gone, they're still there.

00:25:55:04 - 00:26:28:19
Curtis
And how do we transform communities that is equitable for everyone? Also, the lifting of the Medicaid portability. Medicaid affordability is essential in order because you never know where a hurricane is going to hit or a natural disaster will happen and where folks have to relocate during those particular times. And as you all know and are well aware how important it is to make sure we have quality health care throughout and may at least have some standards for what care looks like and I should be able to receive the same service in North Carolina.

00:26:29:00 - 00:26:53:22
Curtis
Then I might be in one my partner when I'm in Virginia, South Carolina or even Georgia. I should be able to go to those states or even California if I have to relocate there. So we're trying to make sure that people are able to have the same continuity of services that might affect them during the disaster. We think that is a very important bill because of the stories and the folks and the individuals and how they've been impacted by the natural disaster.

00:26:54:03 - 00:27:15:03
Curtis
And so we want to really lift up for you all so you can understand the importance of this conversation and how it's transformative and community and how and we learned this from the community is not something that we didn't know. It's something that we learn from the community. And that's critical that we want to have a seat at the table as we're moving forward.

00:27:15:11 - 00:27:40:11
Curtis
That we're working with national emergency managers and those kinds of things. And we currently have conversations at the local level and all those type of things, but we've built some national standards need to be in place in order to have some bigger conversations about FEMA. How do you interact with folks with disabilities? Because all of us are at one level or have a type of disability, so we need to not have it in that manner.

00:27:40:11 - 00:27:47:04
Curtis
We should be open to everybody because I believe if it's accessible for a person with a disability it is accessible for all. Thank you.

00:27:47:04 - 00:28:06:07
Germán
This is Germán. Thank you, Curtis. You know you well. Explain the need for REAADI for disasters and having a disability and disasters, training and technical assistance, research focused for the impacts that are coming for you.

00:28:06:07 - 00:28:33:18
Germán
You live in not North Carolina and explain some of the issues in the area. Seamus explained some of the issues in in the West Coast. Next to hear from Carrissa Johnson joining us from Kentucky from the western part that recently in December got impacted by the Quad State tornado and some of the impacts that rural America lives disasters is not something that lives on our borders.

00:28:34:14 - 00:28:50:20
Germán
They don't respect state border lines. And with the climate crisis that we are certainly coming into and experiencing, we need a nationwide approach and implementing the rural necessity for persons with disabilities living in these terms integral. Carrissa?

00:28:50:20 - 00:29:03:02
Carrissa
Thank you. I couldn't have said it better myself. My name is Carrissa Johnson. The satellite office manager of the Center for Accessible Living in Murray, Kentucky.

00:29:04:00 - 00:29:32:12
Carrissa
We are a satellite office out of Louisville. And as they said, I serve the current region that was affected by the tornadoes of December 10th. Most specifically Mayfield, which happens to be my hometown as well. I am a white female, younger with brown, pink and blue hair, and I'm wearing a buffalo check, black and white dress.

00:29:34:16 - 00:30:03:12
Carrissa
Appreciated being approached to be able to speak on that because rural experiences are so different to people in bigger cities and I'm thrilled to actually give a personal account of that in regards to the Medicaid Act. I'm currently working with two consumers right now. One moved from the state of California to follow her parents due to COVID 19.

00:30:03:22 - 00:30:35:21
Carrissa
She moved here recently and had no idea her Medicaid services were going to be cut. She's been denied for Kentucky Medicaid three times now, and I'm currently working to get that appeal with her. But she's losing her therapy services right now. And because of her disabilities, her health is declining. So that's how important this stuff is. Also, working with a older gentleman who is on waiver services in Pennsylvania.

00:30:36:11 - 00:31:01:16
Carrissa
He moved to move with his brother after his parents passed away from COVID And for about six months did not receive his waiver services. So unfortunately, the care he was receiving, as well as the social-ness he was receiving he's backslided and is afraid to go out of his house. And that's one of the services that we are trying to work with him on.

00:31:01:24 - 00:31:45:12
Carrissa
So that is very important in regards to the tornado of December 10th. We contacted our consumer base immediately the ones with disabilities that we knew lived in the area. And we've had a few individuals contact us. The needs that we were receiving were more of being displaced due to housing and that housing that they're displaced who may or may not be accessible so they've lost even small things such as shower benches, grab bars, ramps to get into temporary housing you think of FEMA trailer trailers.

00:31:45:19 - 00:32:12:02
Carrissa
Well, that's not accessible to an individual with a disability. So I actually approached the city of Mayfield and brainstorming some of this stuff, and they told me that they have not received any inquiries about these type of issues. I can only draw one conclusion as an individual with the disability, and that conclusion is drawn because of personal experience.

00:32:12:14 - 00:32:41:16
Carrissa
Individuals in rural areas, because we know that we have not been included in the planning process, we tend to rely on family members, friends, neighbors, anybody else to help us get by when it comes to natural disaster and I did the same thing in an ice storm in 2009. I lost my power, I lost my heat. I was not able to charge my chair.

00:32:41:16 - 00:33:06:16
Carrissa
I was not able to get my medicine. And we stayed. I stayed in my apartment with my husband for three days like that until a family member was able to come rescue. Why? Because the shelters in this area are typically churches and other religious organizations that aren't accessible for individuals with disabilities or don't think of things like pressure relief, which is vital.

00:33:07:08 - 00:33:37:03
Carrissa
So I don't turn to those things in. The same can be said for our consumers. And there's got to be more individuals out there currently that are like that. We did get some calls about some shelters needing a pressure relief pad or needing ... there is not significant options to charge their equipment, and their solution was to chain power cords to be able to charge that equipment.

00:33:37:10 - 00:33:56:08
Carrissa
Well, that doesn't work with wheelchair power. Unfortunately, that could cause another disaster. When that tornado happened, I lost power in the first thing I did was fled to a larger city so that I was able to get the services I need. So that's why these services are vitally important.

00:33:58:16 - 00:34:02:04
Carrissa
I appreciate the time and attention to be able to talk and I'll turn it back over.

00:34:02:04 - 00:34:21:05
Shaylin
Thank you so much, Carrissa. Really appreciate you sharing not only consumers in your area, but your personal experiences as well and really highlighting the disproportionate impact that our community faces time and time again during disasters and emergencies. Thank you so much for your advocacy and being here.

00:34:21:21 - 00:34:59:06
Germán
This piece is about legislation. Just begin laying the groundwork not only during major disaster or initial declare disaster but the need to have a focus on localized disasters. And also, Curtis explained earlier the ongoing and recurring disasters. This is something that we need to begin mitigating now and including people with disabilities throughout planning processes, exercises, response and recovery mitigation will be essential.

00:34:59:09 - 00:35:28:11
Germán
Otherwise, we will be left behind. We cannot allow that to happen. Thank you so much, Teresa. Next, we'll hear from Susan Prokop, the national advocacy director with the Paralyzed Veterans of America, invoked with us since the beginning of the drafting of these pieces of legislation and great support throughout. Thank you so much, Susan.

00:35:28:20 - 00:36:03:08
Susan
Thanks Germán and Shaylin. Good afternoon, everyone. I'm Susan Prokop, National Advocacy Director for Paralyzed Veterans of America. I have my pronouns of she her, and I am a Caucasian woman of a certain age. With blondish silver hair. And I'm wearing a royal blue suit with a yellow and blue scarf. PVA is the nation's only congressionally chartered veterans service organization solely dedicated to representing veterans with spinal cord injuries or disorders.

00:36:03:17 - 00:36:47:15
Susan
And we are pleased to support the REAADI for Disasters Act and the Disaster Relief Medicaid Act. Like millions of other people with significant disabilities, PVA members experience many of the failures of our nation's emergency management systems during and after natural disasters in the past 20 years or so in the wake of Hurricane Katrina. 24 of our Louisiana members spent months living in makeshift shelters and tents because local authorities and FEMA failed to provide adequate, accessible trailers mobile homes and other housing for persons displaced by the storm.

00:36:48:08 - 00:37:31:00
Susan
PVA members in Texas encountered inaccessible restrooms in the shelters during Hurricane Harvey, and in California, PVA members lost their homes to the wildfires, then had to deal with excessive red tape trying to get assistance. After Hurricane Maria hit Puerto Rico, in its role as part of the National Response Framework, the VA hospital there opened its doors to medically vulnerable patients on the island, and the Spinal Cord Injury Center tried to accommodate anyone in need of its facilities.

00:37:31:17 - 00:38:36:05
Susan
However, poor coordination between the VA and other disaster response agencies left many disabled veterans without any assistance in the aftermath of the hurricane. Had the REAADI for Disasters Act passed, the national Commission might have stepped in to examine what happened to veterans and others with disabilities during these and many other disasters that have occurred since its introduction. The training and technical assistance provided under the bill might have helped states, territories and localities involved and support the community of veterans and others with disabilities during the times of disasters. PVA believes it's particularly important that federal funds are spent in compliance with laws such as the ADA and the Rehab Act, and provisions of the bill would direct

00:38:36:05 - 00:39:09:13
Susan
a review of disaster funding for that purpose and the grant program it envisioned in REAADI could foster best practices for greater inclusion of veterans and other people with disabilities in disaster preparation, response and recovery. Now, because of the nature of the VA health care system, PVA members don't lose access to important health care services in the event they have to relocate temporarily to another state in the wake of the disaster.

00:39:09:24 - 00:39:39:19
Susan
In this respect, these veterans are more fortunate than the millions of people with disabilities who depend on Medicaid, long term services and supports to remain independent and avoid institutionalization when disasters force them from their homes. Of course, PVA family members and spouses may be among those that Americans that do rely on Medicaid and who are at risk under these circumstances.

00:39:40:04 - 00:40:14:10
Susan
The Disaster Relief Medicaid Act would ensure that they are able to continue to access their Medicaid supported services in emergency evacuations. REAADI and DRMA set out the means to support a well-designed emergency preparedness, disaster response and recovery system to ensure the safety, well-being, accessibility, rights and dignity of people with disabilities, older adults and others with access and functional needs that are impacted by disasters.

00:40:14:18 - 00:40:30:18
Susan
It's way past time for this legislation to pass and PVA applauds those members of Congress who recognize its value and hope that action will be taken on REAADI and DRMA during this Congress and so now back to you, Shaylin and Germán, thanks much.

00:40:30:18 - 00:40:40:22
Germán
Thank you so much, Susan. And all that VA that the work needed throughout the country,

00:40:41:02 - 00:41:08:19
Germán
sectorally for all people with disabilities to enhance our emergency management and our health care provisions is necessary. And being personally in Puerto Rico, while a veteran was able to, you know, was receiving his dialysis and eventually his wife, who also needed dialysis, was not able to receive it and in the case, was able to receive it at the VA, was in part for the work that we were all doing.

00:41:08:19 - 00:41:46:07
Germán
So thank you so much. A promising examples we need to replicate throughout the country. And as you well said, following this, we've put materials on the chat and more can be found at REAADI dot com. But how to contact your congresspeople from an individual organizational basis to export their support and to sign on as co-sponsors for REAADI and the Disaster Relief Medicaid Act. These bills would you know would also do a lot of work as Curtis was stating for people who are multiply marginalized.

00:41:47:14 - 00:41:53:10
Germán
Speaking a little bit more on this, next, we'll hear from Maria Palacios from SINS Invalid. Thank you, Maria.

00:41:53:10 - 00:42:14:19
Maria
Thank you so much. When I started this, thank you for this opportunity. Again, my name is Maria Palacios. I use she/her pronouns. I am a disabled light skin brown woman of indigenous ancestry. I have long, dark brown hair and brown eyes.

00:42:15:10 - 00:42:45:03
Maria
I am right now wearing a light blue, long sleeved top, which has a great pattern of a flower on one side are lined with small, shiny beads. I am also wearing white headphones which rest over my head. Today I am representing Sins Invalid. We are a disability justice, performance art and movement building organization whose focus is centralized on the stories of survival from the most marginalized communities.

00:42:45:24 - 00:43:17:24
Maria
The lives of Brown, poor, queer or undocumented disabled people who exist at every single intersection of life and do so in the midst of oppression in the midst of enable this world that seems to have no problem believing that disabled lives are not worth saving. As a disabled Latina living in Texas, I have experience and witnessed the drastic circumstances faced by disabled people during and after a disaster.

00:43:19:09 - 00:43:48:16
Maria
When disaster strikes, the lives of disabled people face greater dangers and bigger obstacles. In a world that glorifies non-disabled ness. Those who are viewed as broken are the ones society leaves behind. Disabled people by especially brown and indigent, as disabled people are always the first ones to be discarded, abandoned and left to die. Disabled people live in danger.

00:43:49:12 - 00:44:18:12
Maria
We live in danger of poverty. We live in danger of ignorance. We live in danger of the systematic oppression and ablest practices that to this day. 32 years after the ADA continue to keep disabled people down and forced to live in danger we always live in danger, but especially so as it relates to surviving a disaster, because surviving a disaster may mean losing our mobility aids during evacuation.

00:44:19:03 - 00:44:47:12
Maria
It could mean losing our ability to communicate. It could mean being displaced from the home that was especially designed for our independence. It means we could lose our independence and be left to rot in some institution while desperately trying to validate our humanity. To the doctors, the social workers, the politicians, and all the non-disabled who think being disabled means we should have no reason to live but we do live.

00:44:48:03 - 00:45:21:23
Maria
We exist in the peripheral vision of the non-disabled experience. We live on the sidelines of the storylines invented by a society that constantly tries to get rid of us. We live aware of the realization that fighting for our right to exist is something we must do. Even without the threat of a disaster, disabled people live knowing how able-ism can casually throw away our perfectly livable disabled lives because it is easier to let us die than believe there's real meaning to our existence.

00:45:22:22 - 00:45:59:22
Maria
That's why, to those of us existing and surviving in our brown disabled bodies, to us, disability justice must simply become a way of life. Sharing our stories of oppression and survival is how we keep each other alive. Part of the foundation of disability justice is the understanding that all bodies are worthy and all bodies are valuable. When we connect the dots of our human experience, we all come back to the same place of wholeness and humanity, able to recognize all beings and all bodies as necessary and essential.

00:46:00:20 - 00:46:38:04
Maria
The world needs disabled people and disabled people need each other. Part of our strength is the recognition of this. The interdependence of our humanity is what saves our lives. Disability justice recognizes that wholeness must be defined outside the context of ableist body notions and expectations of non-disabled productivity. There cannot be real justice without disability justice as disabled people exist at every intersection of life and disability as the only minority group anyone can join at any given time.

00:46:38:10 - 00:47:08:00
Maria
And that is also the only minority group everyone will eventually join. Through the aging process, eventually everyone will be disabled. We have to stop leaving disabled people behind. It is mind boggling to realize that in 2022, disabled people continue to have to slay dragons in order to acquire human rights in order to not be denied access to life, in order to simply be seen.

00:47:08:00 - 00:47:39:07
Maria
Please understand that as important and as crucial as these proposed legislation is, we are not asking for anything extra. We are not asking for anything special. Disability rights are always human rights, and there is no justice without disability justice to many disabled people. REAADI and DRMA would mean the difference between life and death. It could mean being able to access life sustaining equipment or life saving medication instead of having to die from a treatable condition.

00:47:40:03 - 00:48:06:11
Maria
It means not having to live in so much fear of ending up forgotten and institutionalized. REAADI and DRMA also means we will have disabled people sitting at the decision making table and the preparedness, evacuation and recovery process before, during and after a disaster. It means we will have disabled people leading the way to inclusive disaster planning. It means our voices will have a better chance of being heard.

00:48:06:20 - 00:48:33:21
Maria
It means nothing about us without us. This is not charity This is not something you must do for the poor or disabled. Broken people. Collective liberation must include all of us. It must include the shared experience of our humanity and the understanding of our right to exist. Nobody left behind. Nobody left behind. Nobody left behind. Thank you so much.

00:48:36:20 - 00:49:11:24
Germán
Muchas gracias, Maria. I think you've left us all speechless and filled with power and emotion. And passion for the necessity to pass these bills. Next up, we are being joined by Congressman Langevin who has been magnificent support throughout the last five years in getting the Real Emergency Access for Aging and Disability Inclusion REAADI for Disasters Act and the Disaster Relief Medicaid Act in Congress.

00:49:11:24 - 00:49:19:08
Germán
And we know that with your support, we will get it passed this year. Congressman Langevin?

00:49:19:08 - 00:49:42:20
Congressman Langevin
Thank you very much. Good afternoon. My apologies that votes and other meetings kept me from getting onto the Zoom earlier, but I just want to say what a beautiful speech the person who just spoke before me just gave, what a moving, powerful speech and congratulations on great remarks.

00:49:43:02 - 00:50:04:20
Congressman Langevin
You spoke for many people. I wanted to say, just say good afternoon. I want to recognize Shaylin and Germán for that, which is nice introduction and for how we get today. It's great to see so many people here to learn more about this important issue and expanding and strengthening the rights of people with disabilities to create a more open and inclusive society.

00:50:05:21 - 00:50:30:22
Congressman Langevin
I mentioned I'm Congressman Langevin and I proudly represent the Second Congressional District in Rhode Island. A seat that I've held now going on 22 years. Before we get started, I just want to begin by thanking The Partnership for Inclusive Disaster Strategies for organizing this briefing and bringing together so many just great minds to help us better understand the need for inclusive disaster relief.

00:50:31:24 - 00:51:00:04
Congressman Langevin
I have to say I've worked closely with The Partnership for several years, and I really do commend them for their work to make people with disabilities and older adults a forethought rather than and an afterthought in disaster management. Just so, so important that we think about the needs of people with disabilities ahead of time in the planning stages and before the disasters happen, rather than during the disaster, trying to figure this out on the fly or after the fact.

00:51:00:17 - 00:51:37:02
Congressman Langevin
Yet the organization really does even more than that. Disaster strikes. The Partnership burns the candle at both ends to offer support to impacted communities to make sure that that needs are met for as many people as possible. And let me just say, I greatly admire their work, and I think it's very, very is very impressive. But, you know, I'd like to make something very clear, and that's supporting people with disabilities and older adults before, during and after disasters should not fall onto organizations like The Partnership.

00:51:37:11 - 00:52:05:12
Congressman Langevin
This is the government's responsibility primarily. And we need to we need to retool, refocus and make sure that we're pressuring government and putting policies that make sure that that is the needs of people with disabilities. That government is meeting those needs, you know, time and time again. Preventable tragedies happen because of failures and disaster management at the federal, state and the local and local levels.

00:52:06:09 - 00:52:33:08
Congressman Langevin
The status quo is unacceptable. And without intervention more people with disabilities and older adults will suffer unnecessarily when disasters strike. That's why we urgently need to pass legislation like the REAADI for Disasters Act and the Disaster Relief Medicaid Act. So the REAADI for Disasters Act would give people with disabilities and older adults a seat at the table when planning is taking place.

00:52:33:15 - 00:53:20:16
Congressman Langevin
It would promote the development of inclusive disaster preparedness, response, recovery and mitigation plans. The Disaster Relief Medicaid Act would ensure that relocated disaster survivors who rely on Medicaid waivers for critical life sustaining services, maintain access to that coverage even when they're relocating to states with more restrictive Medicaid programs. Is really an important distinction. If someone is evacuated to one state to another and they have the support to place in one state, but it's not nearly guaranteed, this is so state centric that those those same programs that support will be in existence, in existence and accessible at another state.

00:53:20:16 - 00:53:47:18
Congressman Langevin
We need to we need to make that seamless so that when someone with disability receive Medicaid services relocated to another area, that they still maintain the current level of support. So I'm so proud to lead the REAADI for Disasters Act with Representative Jimmy Panetta. And Chris Smith and to co-lead the Disaster Relief Medicaid Act with Representative Panetta, great colleagues, bipartisan and really important effort.

00:53:48:03 - 00:54:08:02
Congressman Langevin
I'm also very grateful that Senator Bob Casey's leadership on both of these bills in the Senate. Bob's a good friend and we applaud his leadership in the Senate. We really need to get these bills over the finish line. And I appreciate all of your support. It's how we can make this difference and make this happen together.

00:54:09:02 - 00:54:30:13
Congressman Langevin
I'll leave it to today's presenters to fill you in on the specific details of these bills in more detail. But after today's event, if you have any questions or would like to sign on as a as a co-sponsor of the House version of the REAADI for Disaster Act, please don't hesitate to contact my office. We're in this together.

00:54:30:20 - 00:54:52:05
Congressman Langevin
And the more we can collaborate and and push members and educate members of staff about the importance of these bills, we can get more and more co-sponsors. And when we get to the House and Senate floor respectively, that we want to get to the president's desk ASAP. So with that, I just want to thank everyone for again, for attending the briefing and Shaylin and Germán.

00:54:52:15 - 00:54:56:10
Congressman Langevin
I'll turn it back over to you. Thank you.

00:54:56:10 - 00:55:26:22
Germán
Muchas gracias, Congressman Langevin for your ongoing support throughout all these years. And we cannot thank you enough for leaving us with these pieces of legislation that need to be passed so our community with disabilities throughout the country are ready, prepared and not left behind. Next, we'll hear briefly from our colleague from Florida, Chris Littlewood, with the State Independent Living Council.

00:55:26:22 - 00:55:33:17
Chris
Well, thank you, everybody.

00:55:34:11 - 00:56:04:19
Chris
My name is Chris Littlewood. Pronouns, he and him I'm a white male with short, black and gray hair wearing glasses and a light colored shirt and dark plaid tie. I'm representing as the Council Member of the State of Florida for Independent Living and also work for St Petersburg College and the Center for Public Safety Innovation. I'm a self advocate for people with disabilities both professionally and on a very personal level.

00:56:05:01 - 00:56:37:12
Chris
With PATH. I'm very hard of hearing, although I'm speaking using my voice, my understanding of communication is almost entirely visual with the hearing world. Both my parents also have or had significant disabilities, and I've lived in Florida my entire adult life. And I've watched and experienced firsthand the effects of more frequent disasters and how information and services are shared with Floridians and throughout the country.

00:56:39:03 - 00:57:09:07
Chris
With federal disability legislation like the ADA and others. The country has made great strides in improving the rights of both community through inclusion and access. Unfortunately, consistency and significant improvements still need to be made. These two bills certainly can help address that. I have family and great friends with and without disabilities around the country who have experiences, the challenges of life for emergencies and disasters.

00:57:10:09 - 00:57:16:10
Chris
I would like to express my support and I thank everybody for their hard work on these two bills.

00:57:18:11 - 00:57:57:09
Chris
Currently, there are some problems that I'm really hoping that these bills are able to address, and I know they will with some of the things that are in them. First of all, the inconsistency of ASL interpreters on emergency broadcast at the federal, state and local level. One very specific example that comes to mind is Hurricane Michael. The Florida governor spoke outside of Bay County Emergency Management about response and recovery, and there were no interpreters on the broadcast.

00:57:57:20 - 00:58:31:10
Chris
The interpreters were there at the same location. There was just some miscommunication or poor coordination between the media of the governor's office. And no one specific person is to blame, certainly. But things need to happen so that the interpreters are on the screen so visual communication can happen for people that are Deaf or hard of hearing. One thing about the deaf and hard of hearing community is they may often look at an emergency broadcast.

00:58:31:16 - 00:58:55:16
Chris
And if we do not see an interpreter on the screen, we think it's not as important. That's because in the past we've been set up to see if an interpreter is on the screen. That means something's really happening or imminent. This is critical and the consistency needs to be addressed, and the REAADI bill is certainly positioned to do that.

00:58:57:08 - 00:59:43:22
Chris
Another issue which already other countries have already mentioned a lot about is transportation and services in emergencies across county and state lines for people with disabilities. DARMA will certainly address that and make that happen more seamlessly. In the past, people after a disaster have been left with no way home; dropped off in another county very far from home with no transportation and no services, services that they had before the emergency. Getting the services to follow the people with disabilities and then having transportation back home when it's possible needs to be part of any plan.

00:59:44:13 - 01:00:25:16
Chris
Obviously, on Dharma addresses at the most critical time of a person's life and the services necessary for independence cannot be taken away. The DRMA advocates for benefits to travel with the person across county and state lines and continuity of services from home state to hosting state means avoiding the need for people to use institutions; and you've already heard people talk about people that have moved from Puerto Rico to Florida or from North Florida into Georgia, Alabama, and other states, and they lost their service.

01:00:26:01 - 01:00:42:14
Chris
That needs to not happen. There has been problems with people moving across state lines during Hurricane Maria, Michael and other storms for the last several years. So hopefully these bills will address some of these issues. Thank you.

01:00:45:12 - 01:01:22:13
Marcie
Hello, everybody. I'm Marcie Roth from the World Institute on Disability. We have a hard stop right now, so I am not going to go into my introduction. I apologize for that. But the bottom line is this is a call to action right now today, moving forward. We have got to get these bills passed as Representative Langevin's final months.

01:01:23:15 - 01:01:49:18
Marcie
Serving as he has so wonderfully well. Let's make sure that we get this done on behalf of The Partnership for Inclusive Disaster Strategies and all of the people who are working so hard. Please call your members call your congressional delegation and let's get this done. Thank you very much.

01:01:55:01 - 01:02:18:24
Shaylin
This is Shaylin. Thank you so much, Marcie. Thank you to all of our speakers and thank you to everyone who joined us. We had over 150 people in participation today and truly thankful for everyone's ongoing advocacy and work on these vital pieces of legislation. And a special thank you to our ASL interpreters, Cynthia Norman and Kenya McPheeters.

01:02:19:06 - 01:02:28:16
Shaylin
Thank you all again for joining us. We will be in touch with more information on these pieces of legislation. And please don't hesitate to reach out at any time. Stay safe and take care
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