Mid-Atlantic ADA Center
Universal Accessibility, Emergency Preparedness and Disaster Response
December 12th, 2017
***
This text is being provided in a rough draft format. Communication Access Real-time Translation (CART) is provided in order to facilitate communication accessibility and may not be a totally verbatim record of the proceedings.
Please note:* Slides 1-11 provide instructions on accessing the webinar and are not included in the archived recording or transcript.
***
>> Recording started.

>> It is now two o'clock we will begin today's session.  I will turn it over to Claire Stanley.

>> Hello everybody.  Welcome to our webinar today called Gaps Opportunities and Imperatives for the Whole Community, Universal Accessibility, Emergency Preparedness and Disaster Response. 

Next slide.

So, again, good morning and afternoon everybody, depending where you are joining us from today.  Welcome to our webinar on Universal Accessibility, Emergency Preparedness and Disaster Response.  My name is Claire Stanley, I am the training specialist here at the Mid‑Atlantic ADA Center at TransCen, Incorporated we are pleased to be joined by two great experts, Marcie Roth and Melissa Marshall from Portlight Inclusive Disaster Strategies.  Miss Roth established, helped to establish the organization for Inclusive Emergency Management Strategies after working for the U.S. Federal Emergency Management Agency or FEMA for over eight years.  Her organization provides customized tools and technical assistance to anticipate needs for persons with disabilities during disaster situations.  At FEMA she helped to establish the FEMA office for disability integration and coordination building.  She also has a great co‑presenter today Ms. Melissa Marshall.  I will ask Marcie to introduce her.  So, now I am turning the program over to our two great speakers today.
>> MARCIE ROTH: Thank you very much Claire.  I want to do a quick sound check.  Do I sound okay?

>> Yes, you are coming in loud and clear.  Thank you.

>> MARCIE ROTH: Perfect.  Very good.  Thank you everybody, I appreciate the opportunity to join the Mid‑Atlantic ADA Center and all of you to talk about the importance of universal accessibility emergency preparedness and whole community inclusion.  This is a particularly important topic for anyone who is involved in emergency management as well as those of us who are active in disability advocacy services for disability rights.  I want to thank the ‑‑ our host today for the opportunity to be here.  I want to give a particular shout out to one of my long time mentors, Marian Vessels, who I know is on the line today although she is no longer with the center.  She certainly has played a very significant role throughout the years both in the work in Mid‑Atlantic, across the country and in my own growing advocacy and knowledge base.  Also, I want to give a shout out to a number of folks who are on the call today I see we have emergency managers, we have leaders from the National Council on Independent Living.  We have folks local working in the trenches as we speak in current and recent disasters.  We have folks who are along the learning continuum, and so I think this is just a really great mix of people who need to be having a serious conversation about where we are at, where we are going, and what we need to do to get there.

I want to extend apologies for Paul Timmons, who unfortunately ‑‑ who can't be with us today, but it's not unfortunate, it's because he is on the verge of becoming a grandfather for the first time.  And so, he ‑‑ he is otherwise committed at the moment.  Melissa and I will be your speakers today, Paul sends his regards.  And we were quite confident that we can carry his message as well.  Paul has been running Portlight Strategies for over 20 years.  The partnership for inclusive disability strategies is now just about a year old.  We work collaboratively to provide advocacy, community engagement, disability service in support of disability community leaders, and to foster universally designed and inclusive emergency planning, disaster response, relief recovery and mitigation for disaster survivors with all types of access and functional needs.  It's important to us that folks understand that Portlight and the partnership work collaboratively.  And I will talk a little bit more about that in just a moment. 

The collaborative ‑‑ I am hearing beeping, I know it's not I mine.  There we go.

So, the partnership works across all aspects of disability inclusion before, during and after disasters.  And we are deeply committed to being guided by and led by people with disabilities and local community disability organizations who really are the experts on their own emergency preparedness and disaster response and recovery needs.

So, we ‑‑ let me see, I am supposed to tell you what page slides we are on, so forgive me.  
We are now on slide 15.  And our priority areas of focus include:  Community engagement and organizing, advocacy and public policy leadership, training and education, technical assistance and we will be deep diving into each of these as we continue on this afternoon.  In a few minutes, I will introduce Melissa Marshall, but for the moment I will be taking you through the next several slides.

The partnership and Portlight have been especially busy this year because, as you can imagine, with all of the disaster activity, we have been supporting efforts across the country, Texas, Florida, Puerto Rico, Virgin Islands, and certainly California in the Napa wild fires, as now as the wild fires have broken out.  So, Portlight, the focus is almost exclusively on response and relief.

And now we are on slide 17. 
And I want to point out that we see both disasters and the opportunity to recover from disasters as opportunities for accessibility and inclusion.  President Kennedy talked about the collaboration of disaster ‑‑ I'm sorry, of danger and opportunity.  And we always see the very unfortunate circumstances of the disaster as being in alignment with what in Chinese the word crisis, which is composed of characters that really speak to the opportunity that comes with disaster response.

So, next slide.  
I am now going to introduce Melissa Marshall.  Melissa has been with the partnership for the last several months throughout all of the recent disasters.  And Melissa has played a leadership role in establishing and conducting the work of our disaster hotline.  So, let me now turn to Melissa to talk about that work.

>> MELISSA MARSHALL: Thank you Marcie for the introduction.  Sound check.  Can everyone hear me?

>> Yes we can hear you.  Thank you.

>> MELISSA MARSHALL: Wonderful thank you.  It means I am pressing a button.  The hotline was established, I will talk about the dates in a minute.  Right now we are partnering with Trach Mommas of Louisiana and volunteer disaster experts who are staffing the hot line providing information, referral and technical assistance for survivors and service providers.  This also includes distribution of equipment and supplies and we are doing the supplies in collaboration with Trach Mommas and the Pass It On Center and Texas fragile kit.  
I am moving on to slide 18. 

So, the disaster hotline was‑‑

>> I'm sorry, slide 19?

>> We are on slide 19 now?  It says slide 19 where I am.  Yes.

>> MELISSA MARSHALL: The disaster hotline was launched on August 26, 2017 in response to Hurricane Harvey.  I believe Harvey made landfall on the 25th, we had the hotline on the 26th.  We have responded to over 3,000 calls from Harvey, Irma, Maria and the California wild fires.  It's like the plane being built while we were flying it.  We are working off of sheets, we figured out what we are doing and pulled our team together, it's been a work in progress and really exciting.  I was a little concerned at first who might get referrals to the hotline but that was never ever a problem.  Calls referred to us from FEMA the number one referral, the Red Cross, the media, other organizations, donors sometimes and individuals, so word of mouth happens.  We help someone's mother someone's next‑door neighbor so they give them our number that's how we get referral.  
Now, I am going to Slide 20 right now.

And so what do we do as a hotline for disaster survivors?  We work with team, disabilities and people's access and functional needs and family members.  We give information and referral, technical assistance, and disaster related equipment.  That could mean durable medical equipment like maybe a wheelchair, crutches, walkers, canes, and also consumable medical supplies.  It's everything tracheostomy supplies, but Trach Mommas do other things like things like catheters and other kinds of medical supplies ostomy supplies all kinds of medical equipment they are able to get ahold of and distribute and deliver to people.  
I am going to the next slide which is slide 21.  
Takes me a second to click.  Okay.  And so, the hotline callers needed a variety of things and it depends on first of all the stage of the disaster.  Secondly, what type of disaster and what their circumstances are.  So, we don't get many direct calls from people on the U.S. Virgin Islands Puerto Rico because they didn't have connectivity that came from family members they were able to reach.  Someone would say there is water coming into my house please help me we tell them to call 311, 911 and call later to verify they have in fact been rescued fortunately everyone I called were rescued.  Things like food and water I have nothing to eat there is no water, there is no water supply.  Housing transportation, and again replacement of damage or destroyed equipment like mobility devices.  Assistive technology is something else we can help through the hotline.  If someone communicates through their iPad helping someone get the iPad restored.  Durable medical supplies.  Consumable ‑‑ consumable medical supplies.  We support people to remain in the most integrated setting.  People are sensitive to unnecessary institutionalization.  Support people in staying in the most integrated setting.  Another thing we support people getting students with disabilities back to school with supports in place.  We would have situations where people's IEP or 504 plan is destroyed.  There is a new school but no transportation for students with disabilities or students didn't have a place to go.  We make sure we advocate for students with disabilities to make sure they have their supports in place and can go to school.  
Now I am going to the next slide which is going to be slide 22.
Who are the hotline callers.  It's really interesting when I put this list together I just gave you a list of people that I have spoken to personally on the hotline.  Pretty much every disability that you can imagine.  People physical mobility disability.  Deaf hard of hearing of the blind low vision.  People with mental health conditions everything from people with anxiety issues to schizophrenia.  People with dementia.  That's really important to know when you are thinking about making programs accessible and responses accessible you want to include people with cognitive disabilities like dementia because lots of people call more people who are alone who had dementia there was a substantial number the vast majority of people I talked to had dementia.  Cognitive disabilities like I just said.  Intellectual disabilities.  Autism spectrum.  Learning disabilities.  Chronic health conditions.  Older adults and families with children.  We don't say you have to have a disability to call if there is a member of the family with a disability we encourage people to call us.  People with limited English proficiency who fell into the disability groups or family members who fell into these disability group from Maria we got a number of people on the hotline who are native Spanish speakers that was important to us.  The other access and functional need which is not on the chart with people with limited literacy.  Sometime there is someone on the phone with a learning or intellectual disability or just hadn't received much education in their life who could not read, who could not take down notes.  So, that was something that we had to adapt and work with people at that level and understand that not everybody reads and writes.  And nod everybody owns a pad and paper particularly in disaster services.  
Next slide 23.
So, poverty is a critical issue for many of the hotline calls particularly later in the disaster.  And this includes people with disabilities who are homeless and experience homelessness before the disaster so prior to Hurricane Harvey, taking ‑‑ making landfall they didn't have housing.  They didn't magically get housing once Harvey hit and things got more complicated.  People lost savings due to expenses evacuation.  Or things like security disability ‑‑ security deposits.  People who have difficulty getting accommodations due to service denials.  
Slide 24 now.

I can't say enough about poverty just to talk about the slide that I was just on.  The people I am getting now are the people literally who have nothing in the beginning I talked to people they would be anxious because they have a three‑day food supply now I talk to people I am fine I had a meal because that's how they are accustom to living that's dire issue of poverty.  We continue to receive calls from Harvey, Irma, Maria and the wild fires.  I want to stress this to everyone.  The situation in Puerto Rico, Virgin Islands obviously devastating hit the hardest and high area of need.  I want to say I am still taking calls nearly every day survivors of Hurricane Harvey all of the issues talked about children who aren't getting special education people don't have housing.  People have been made homeless.  There are people who can't live in tent shelters because of their disability.  All of these people are still calling and I think sometimes because it's out of the media out of the sight, out of mind phenomena.  When I talk to people with disaster situations I always mention not to mitigate what is happening in Maria but or in the wild fires we are still getting calls from survivors of Harvey and Irma.  Getting more callers from Harvey than Irma but we still get calls from both of the storms.  I am going to advance now to the next slide.  
Which is slide 24.

I am going to turn it back over to Marcie Roth.

>> MARCIE ROTH: Thank you Melissa.  Her lifelong experience in disability policy and disability rights has served us as a team very well, as Melissa and the other members of our hotline team have been working around the clock receiving calls, providing technical assistance, helping folks to navigate what are incredibly complex and difficult systems and circumstances. 

I am going to spend a few minutes talking about some specific examples of what we have seen and we share this information with you in part certainly because you know we have an important story to tell about the work that we have been doing.  But the story that really is ‑‑ that underlies all of this is that local disability community leaders have been at the fore consistently throughout all of the work that we have been doing.  And the partnership and Portlight invest in these local organizations, and their work and what we are doing is supporting them as they get their ‑‑ back re‑establishing the work that they are doing, and providing that local leadership that is so vitally important.  So, during Hurricane Harvey, because of the unbelievable devastation and the immediate need for rescue, we found ourselves partnering with the Cajun Navy most of the disability organizations weren't functions or functioning minimally, because the impact that they had sustained as well because of the impact that their staff had sustained.  So, in working with the Cajun Navy, we were able to provide the kind of immediate rescue support that so many people with disabilities and older adults needed this included several hundred people in nursing homes, who needed assistance to evacuate.  Some of the stories that you are familiar with some of which you may not be.  We literally through the night for at least a week we were getting phone calls constantly from folks who were trapped, who were trying to reach 911 who were trying to get some sort of assistance to get out of the situation that they were in where flood waters were rising.  It was pretty harrowing.  I put up some pictures there is another aspect of the work that we were doing.  And I share all of this, again, because it's important for you all to be thinking about how you are going to deal with these sorts of circumstances if in your community you experience some extreme weather or some sort of very unexpected impact.  Or even if something you planned very carefully for, you may find that you have to come up with creative solutions.  So I put up three pictures.  These are pictures of a helicopter he very clearly lowering a bag of something.  A flag bag with a strap.  It's being lowered to a woman.  And the back story is that there were a number of children in Texas who use a particular kind of epilepsy medication to help them to keep their seizures at a minimum.  These were families who attempted to get prescription refills before Hurricane Harvey hit they were unsuccessful getting refills of the medication.  Several families found themselves without the medication that their children needed and so the families themselves they creatively started to share amongst themselves who has a couple of extra doses of this particular medication, one family had three extra doses they were able to get them to another family.  Another family had just a couple, they were willing to share them.  There was one family out in the Beaumont, Texas area you might remember Beaumont was hit later than everyone else.  Even though they lived in an area not flooded all of the roads leading to their house were impassable.  They were unable to get medication delivered from the mail order company that had that medication, and so you ultimately we were able to facilitate one family who had some extra medication in San Antonio who brought that medication to the Cajun Navy and then they airlifted the medication and literally lowered the medication into the back yard of this particular family.  By this point your child had gone a couple of days without his medication.  The circumstances were quite dire.  And the family was able to get the medication, and he ultimately did quite well.

The Cajun Navy as well assisted in getting both specialized formula for infants in the NICU who didn't have the formulas that they needed for several days.  And as well, for individuals with feeding tubes who needed, again, a particular kind of nourishment, and we were able to get that delivered.  So, you know, these are ‑‑ these are circumstances that I think we would all have been surprised to find ourselves having to navigate.  And yet I ask you all to think about what happens for people who are cutoff who do need some very specific assistance in order to maintain their health or safety and their independence.  And you know, what are the resources that we all can collaboratively bring to bear when something very unexpected happens. 
I am now going to the next slide, 
So the last slide was August, this slide is September.  And I put up three pictures here.  These are pictures of our wonderful team the Trach Mommas of Louisiana.  These are two moms of young children who both have tracheotomies.  And they have collaborated to start what is now a national initiative to collect and distribute consumable medical supplies.  So these three pictures shows boxes of supplies that are headed out to the disaster impacted areas.  And those boxes are then being loaded by the National Guard on to trucks.  And then I have a very lovely picture of our Trach Mommas with soldiers who are bringing this assistance.  Their work and the work of the Pass It On Center.  And the work of a number of state organizations, and independent living centers, and folks who are active with ADC and UCED we will have you come together for many months now to collect and distribute the stuff that makes it possible for people with disabilities to continue to live in the community and to maintain their health or safety and that independence.  We have been able to establish a database that has been very helpful in identifying what those needs are, matching them and getting them distributed and those resources are being brought to folks in all of the disaster impacted states as we speak.  
In the next slide, 
I am showing you ‑‑ this is now October, and this is a picture of a number of people who as a part of our Portlight deployment team were deployed into Puerto Rico.  We also had a team led by Todd Holloway from the NCIL emergency management working group and we put those on the ground in both Puerto Rico and the U.S. Virgin Islands not because we wanted to replace those local disability organizations, but because they were having a very difficult time just, you know, dealing with their own immediate needs and so, we sent folks in to assist both those organizations to re‑establish themselves, and as well to help the organizations to reach out to many, many people who were in very dire immediate need.  So, this is a picture of our team.  We are proud that our team deployed active ADAPT members who were quite comfortable with the austere environments they were deploying into and they did amazing work across the islands in both Puerto Rico and in the U.S. Virgin Islands identifying folks and providing sometimes really basic supports like food and water and then working with local organizations to get more services and supports back in place.

I am now assuming that we can make it work I am going to show you a very brief video of the team in Puerto Rico.  And I am going to click on this and we will see what happens.

>> Marcie unfortunately the video will not play in the webinar platform those on for those of you who are on the platform, you have the link provided on the slide and for those who are listening on the conference line, you can access the link by printing out the slides which are posted at ADA info.org.  
And we are currently on slide 28.  
Marcie you can continue.

>> MARCIE ROTH: Okay.  During this time, we also had the opportunity ‑‑ for Paul Timmons to testify at the special committee on aging.  And Paul was able to talk about both the impact on older adults, and the impact on people with disabilities in the ‑‑ at that point very recent and very current disasters.  Paul made a number of recommendations, and those recommendations have been amplified by the National Council on Independent Living in our letter that went out very recently.  Those recommendations include a relief fund for independent living centers.  And other consumer‑controlled organizations.  Including a very large sum of money that would enable those local organizations to support their communities in meeting their obligations to provide physical programs and communication access.  We established a National Center for ex cleanse in inclusive disability and aging emergency management.  We have asked for directives and resources to the U.S. Department of Justice for monitoring and enforcement of disaster funds.  We will be talking a little bit more in a few minutes about civil rights compliance.  We have also recommended grant funds for qualified and experienced statewide access and functional needs coordinators for all states and territories.  This would be similar to the roles that Christy and Vance play in Mississippi and California we want to see that position in every state.  There has been a call for establishing an American independence corps which is similar to FEMA Corps.  Which would be a ‑‑ which would be a year‑round resource in states for disability inclusive preparedness.  One of the recommendations that we made were very ‑‑ we are very hopeful it's currently in HR4460 which is to exempt the cost of disability‑related repairs and replacement from the FEMA grant ceiling.  Many of you know that currently the maximum amount of funding that a household can get is $33,300 for disaster if eligible.  Disability expenses could easily cost that much or more which, unfortunately, would mean that people with disabilities wouldn't be able to repair their home or have access to the resources that other families who don't have disability expenses would.  We are hoping that that exemption will actually survive the current passage of HR4460.  Then finally recommended that FEMA and the Administration on Community Living coordinate a disability‑led government and nongovernmental and private effort for planning, preparation and implementation of the recommendations that we have made.  And we look very much forward to discussing all of this in much greater detail and working together with disability organizations and emergency management and other stakeholders to be able to move forward from recommendations into action.

And in the next slide 
I have shown a picture of colleagues that I have been working with from across the globe on disability inclusive disaster score reduction, public policy.  
Slide 32, 
We have been very active in global disability inclusive disaster risk reduction.  The United Nations send out framework for disaster risk reduction which is a framework for the work of the global community, 2015 to 2030.  Notes that children and adults with disabilities are two to four times more likely to be injured or die in a disaster due to a lack of planning, accessibility and accommodation, and they point out very astutely most are not due to diagnostic labels or medical conditions.

Again, this is because of a lack of planning and not because of a particular disability or because of a particular medical condition.

In the next slide 
we go on to talk about the Sendai Framework not only persons with disabilities disproportionately affected by disasters but as well, so important, that people with disabilities knowledge and leadership skills are essential for building resilient inclusive and equitable societies.  So, the United Nations recognizes that we not only need to be planning for people with disabilities but that we need to be planning with people with disabilities and that those of us who are knowledgeable need to be in leadership roles in local communities in our states across our country and globally. 
The next slide which is slide number 34, 
in the Sendai Framework again they recognize that it's imperative that government engages with and includes relevant stakeholders ‑‑ there is a long list of people who are considered stakeholders, people with disabilities are included in that list.  It's also important that women, children and youth, poor people, migrants indigenous people, volunteers the community of practitioners and older persons all need to be involved in the design and implementation of policies, plans, and standards.  So, this is a global effort currently underway 2015 to 2030.  I had the great opportunity just last week to be in Beijing China where work is underway to turn these words into action.  And here in the U.S., there are a small group of us who are contributed to the global effort and I would invite any of you who are interested in being more involved in this to let me know.  Because there is plenty of room at the table.  I am now going to turn it back over to Melissa.  The global efforts are exciting and important.  But I also want to make sure that we spend a couple of minutes talking about what the law requires here in the U.S. and why that is so critically important to the work that we are doing.  So, Melissa?

>> MELISSA MARSHALL: Okay.  I am assuming people can hear me?

>> Yes.

>> MELISSA MARSHALL: Thank you.  I wanted to make sure I did it right.  There are many federal laws that are applicable to people with disabilities in disaster situations.  What we have is a long list of looks like 12 laws I am not going to read through them all but you have them in accessible formats.  Starting with the Civil Rights Act of 1964.  The Architectural Barriers Act of 1968.  The Rehabilitation Act the Fair Housing Act of course the ADA some disaster specific laws like post‑Katrina Emergency Management Reform Act and 21st Century Act of 2010, those are some of the lawsuit I could, would and have spend five days talking about those laws but you are being spared that today.  
I am going to go to the next slide which is going to be slide 36. 
And slide 36 talks about the Rehabilitation Act which is somewhat the most relevant law that we will deal with here.  Probably ‑‑ you probably know The Rehab Act protects the civil rights of people with disabilities and prohibits discrimination on the basis of disability by the federal government by federal contractors and by recipients of federal financial assistance.  I want to remind people this still applies before, during or after disasters.  So, an entity doesn't get to say:  Oh, someone's right under the Rehabilitation Act was suspended it was a crisis emergency disaster.  That's we why we include disasters, we need to think about it ahead of time.  Any sub recipient is required to make the program accessible and usable to individuals with disabilities.  Its protections apply to all of the programs and businesses that they receive and any federal funds that they receive.  So, if you get any amount of federal funds, it must be done in a way that provides communication accessibility, physically accessible all of those kinds of things.  Again, it applies to all of the elements of physical and architectural and programmatic access and communication accessibility in activities conducted or funded by the federal government.  So, when money is being given to a state government, local government entity to an organization, it then must comply that money ‑‑ that organization rather must comply with the Rehabilitation Act and provide program access equally effective communication, physical access, nondiscrimination.  Again, I just want to stress, because we say this over and over and over we do a lot of national calls and local calls this applies before the disaster, during the disaster, and after the disaster the Rehabilitation Act and all of the other federal laws are still in play.  And I am going to turn it back over to Marcie with that.

>> MARCIE ROTH: Thank you Melissa.

>> You are welcome, Marcie.

>> MARCIE ROTH: I am going to go back one slide for just a moment I want to talk very specifically about for example the Individual with Disabilities Education Act.  In a disaster it is especially important that students with disabilities have the opportunity to return to school with their peers, with all of the supports and services that are included in the IEP or included in their 504 plan.  Solidly in place so that they can get on with their education just like all of the other students.  It is extremely important that in all of these laws, that people with disabilities have an equal opportunity to benefit from the emergency programs and services.  It's what the law requires, and it is also very important business practice for our communities the goal of the community after a disaster is to restart its economic engine that is what is going to truly make it possible for people to recover from the disasters.  And too often we overlooked the needs that people with disabilities have in order to be able to begin to recover just like everybody else.  So, that means accessible transportation, that means that temporary housing needs to provide equal access.  That means that for people who have been relocated that their ability to continue to use the services and supports that make it possible for them to go to work are in place.  That means that people with leave shelters, go home, and that local resources are open and functioning and accessible so that they can get to the grocery store like everybody else.  People who are unable to utilize the services in their community are people who unfortunately end up longer term in shelters, and as we have seen consistently in the recent disasters, many people end up in inappropriately institutionalized.  And we have seen this in every state and territory in each of the recent disasters.

People with disabilities have a right to be in the most integrated setting they have a right to receive the services and supports that make it possible for them to equally recover from emergencies and disasters.  And it really falls to each one of us to make sure that these various laws that are in place are in fact being monitored and enforced.  And that people have a true opportunity to enjoy that equal access.  Now I will bounce ahead

>> Marcie, if I may, because I neglected to talk about education for students with disabilities.  Again, there is attendee ‑‑ everybody wants to get children back to school right away, which is how it should be.  But sometimes it's seen as permissible to allow students with disabilities to wait.  That means they are not getting an education and the parents aren't getting back to work.  So that is just something to keep in mind about how to preserve IEPs, how to save them in the clouds.  We need to think about that in times like now.  Turning it back to you, Marcie.

>> MARCIE ROTH: I am now going to talk about a new rule you may be familiar with, some of you may not.  This is a new centers for Medicare Medicaid rule to establish national emergency preparedness requirements to provide adequate planning for both natural and manmade disasters and coordination with federal, state, tribal, regional and local emergency preparedness systems.  If this is unfamiliar to you, the regulations were published in September 2016, they went into effect in November of 2016.  And the requirements were all expected to be implemented by November of 2017.  So last month, these preparedness obligations apply to 17 types of provider and supplier sectors.  And it's a condition of participation and a condition of coverage for these healthcare provider entities these include nursing home, habilitation center, dialysis centers intermediate care facilities for individuals with intellectual developmental disabilities.  And in fact failure to comply may result in the citation for noncompliance and as well loss of Medicare or Medicaid reimbursement.  I have recently had the opportunity to deliver some training to providers of these services, happy to discuss this further.  I know that this rule has come as a surprise to some people but it is fully in place, and is expected to be implemented as such.  There were folks who requested a waiver or delay and that was denied.  So, again happy to discuss this further with folks. 

Next slide the – 
We talk very specifically about the legal obligations associated with the use of every federal dollar to provide equal access to individuals with disabilities.  We want to make sure that we are clear that these benefits are not just for people with disabilities but in fact for the whole community which includes a much larger group of ‑‑ group of individuals with access and functional needs.  And when you look at people with disabilities who have those legal protections, individuals with access and functional needs who may not have the protections but who have the same means and communities that have the same opportunities to meet those needs, and these are going to be of benefit to the whole community.  Melissa is going to talk for a moment about access and functional needs and I will turn it back over to you Melissa.

>> MELISSA MARSHALL: Okay.  Just making sure I hit the talk button.  Who are people with access and functional needs.  I think it's important to understand that people with disabilities are a subset of people with access and functional needs.  So, not every within with an access appeared functional need is somebody with a disability but everyone with a disability has an access and functional need.  There are children and adults with physical mobility sensory intellectual developmental, cognitive, psychiatric mental or other disability.  Older adults.  People with temporary health conditions who are not considered somebody with a disability but have a cemetery health condition.  Women in late stages of pregnancy.  People with limited English proficiency, low literacy or additional communication needs.  People with very low incomes.  People who don't have access to transportation.  And people experiencing homelessness.  And others.  What I would like you to notice the huge overlap.  When I think of people with disabilities, many people with disabilities are older adults.  People with disabilities are also people with very low being income.  These kinds of things overlap.  So it's not an either or what kind of access or functional need.  So, what we are looking at is the large block of people who have access needs, and functional needs and who are some of those people.  And we want to make services and planning and response accessible to all of those people.  Okay?

I am going to the next slide.  I am turning it back over to Marcie.

>> MARCIE ROTH: Thank you Melissa.

>> Before we continue, we are currently on slide 41.

>> 

>> MARCIE ROTH: Thank you very much.  Yes, we are at slide 41 National Preparedness Goal.  The National Preparedness Goal was ‑‑ required to be developed under the post‑Katrina Emergency Management Reform Act of 2006.  The goal was updated in 2014, and I am going to call attention to a few elements of the preparedness goal and the National Preparedness System for which the goal is the driver.  By providing the necessary knowledge and skills we seek to enable the whole community to contribute to and benefit from national preparedness, whole community contributors include children, older adults, individuals with disabilities, and others with being a says and functional needs, those from religious, racial, and ethnically diverse backgrounds, people with limited English proficiency and owners of animals including household pets and service animals.  
And I will go on to the next slide. 
There we go.  And I want to make a very important point.  Oftentimes we hear people say, well, it's a disaster, you can't expect us to comply with all of the rules and laws in the middle of the disaster.  We will get back to that when we can.  But in fact, in National Preparedness Goal it says right there at the very beginning I believe on the first page:  Given the scope and magnitude of a catastrophic incident, waivers, exceptions and exemptions to policy regulations and laws may be available in order to save and sustain life, and to protect property and environment.  However, any such waivers, exceptions and exemptions must be consistent with laws that preserve human and civil rights and protect individuals with disabilities and others with access and functional needs.

Which is a another way of saying there are no waivers to civil rights protection even in a disaster.  So, I wanted to be very, very clear that it is not an option to say, it's too hard right now.  And that is a planning imperative.  That's a preparedness imperative that local communities may need help with.  That's an imperative that disability organizations need to be at the table and helping their communities to be able to plan for those obligations for equal access before, during and after disasters.  And then, the frameworks which came from the National Preparedness Goal and the National Preparedness System says.  All activities in support of the National Preparedness Goal must be consistent with all pertinent statutes and policies particularly those involving privacy and civil and human rights such as the Americans with Disabilities Act of 1990, Rehabilitation Act of 1973 and Civil Rights Act of 1964.  So, there is no ambiguity in this.  This is not implied.  This is very specific.  And we have an obligation to provide the technical assistance, the guidance and the monitoring and enforcement, encouragement to our local communities to help them to get this right. 

Another of the frameworks which is the National Disaster Recovery Framework talks about many so of the ways to do that.  It talks about involving disability organizations.  It specifically refers to independent living organizations protection and advocacy organizations, disability agencies in recovery planning, and recovery committee types.  It talks about integrating disability and access and functional needs considerations into housing, economic and workplace development, healthcare, child care, transportation and infrastructure strategies.  Again, these are very important imperatives for the nation's commitment to disaster recovery.  So, it's not just that there are laws, it's not just that it's the right thing to do.  It is also that this makes a strong business case for the whole community to be able to get back to its pre‑disaster or in many cases the new normal after a disaster. 

The next slide which is slide 45, 
I do want to point out there is a specific area in the National Disaster Recovery Framework that talks about the role of the nonprofit sector.  It specifically calls out a number of groups, it calls out the kind of work that needs to be involved.  And I highlighted this in yellow it talks about housing repair and construction that meets accessibility and universal design standards.  We are going to talk a little bit more about this in a few minutes. 

But first I am going to talk just for a moment or two about community resilience.  There is a lot of buzz around the words "community resilience" this is pretty commonly defined at the ability to anticipate risk when I am packet and bounce back rapidly through survival adaptability, evolution, and growth in the face of turbulent change.  
And the next slide, slide number 47:  
I want to point out that community resilience is only achievable with a full commitment to universal design for equal access and whole community inclusion.  Unfortunately, most of the community resilience initiatives that are currently underway and for which a tremendous amount of public money is being invested seem to have a rather shocking absence of language and directives around accessibility, around equal access, physical access, program access, effective commune cake ‑‑ effective communication access.  There is again in HR4460 there is language that would offer the opportunity to define resilience in the coming I think the next two years.  It will be imperative that disability organizations and emergency management work together to make sure that resilience and the investments in resilience line up with both the legal obligations and that whole community universal design imperative.  
The next slide, 
We talk just a little bit about the definition of universal design.  This is something that is probably fairly well‑known to most of the folks on this phone.

But you know very simply, we are not looking for specialized approaches, if in fact we approach this from a special needs or a vulnerability perspective we are going to list the ‑‑ we are going to miss the opportunity for whole community inclusive practice.  And so, the universal design model is a model that really lends itself they effectively to the preparedness strategies, throughout response, and in recovery and mitigation. 

Next slide 
I am just going to point out some gaps that we are observing and these gaps include short falls in data inadequate indicators for as egg ‑‑ assessing implementation, a number of environmental, communication and institutional barriers, the fact that people with disabilities continue to be disproportionately impacted.  And this is not only for people with disabilities, this includes communities that experience poverty, people who are discriminated against, and it is imperative in all of this that we are mindful of both the data and the areas in which data is not being effectively collected and utilized.  And now as we get close to the end, it gives you all an opportunity to ask questions.  There we go.  Just wanted to call out Stevie Wonder I put a picture of him up and last year he made a wonderful statement in which he said:  We need to make every single thing accessible to every single person with a disability.

I think that's a fabulous call for universal design, and couldn't possibly have been said better by anyone than Stevie Wonder himself.  FEMA is committed to universal accessibility in fact I put up a press release from Orlando, Florida which is where I happen to be today from October 2nd, and FEMA is talking about the recovery process and in their press release they said very specifically I highlight:  Universal accessibility is a priority.  We have an opportunity to support FEMA as they invest in community recovery to make sure that universal accessibility is not only in ‑‑ in those very important words but is carried through words to action. 

We believe very strongly and I put a picture of a universally designed walkway, making accommodations is reactive.  Universal design is proactive in emergencies and disasters, that proactive approach is good, smart practice for the whole community.  
So, now, on slide 53 
We have many opportunities for universal design, embracing equal access, physical access, program access, effective communication access, reasonable accommodation, modification, and whole community engagement.  Not planning for us but simply with us.  Those opportunities can be seen throughout the entire disaster cycle beginning with preparedness individual and community throughout training and exercises, and notification and response throughout evacuations, search and rescue, health maintenance, people aren't given the opportunity to maintain their health, they will in fact disproportionately need medical care at a time when access to medical care is especially difficult and limited.  We need to be sure that we are focusing on transportation, temporary housing, and then throughout both recovery and mitigation.

And there are a number of great examples, I am showing a FEMA disaster recovery center picture right now that shows a variety of effective communication access tools that are in place in those disaster recovery centers.  And now I am going to show two slides from the Virginia emergency management folks, the Virginia Department of Emergency Management.  In which they provide very specific instructions to reporters and photo journalists about making sure that the interpreter is visible on screen at all times.  This is a wonderful practice that we would encourage folks in other states to follow Virginia's lead.  
In the next slide, 
They give very specific examples of what TV stations are required to do.  And again, kudos to Virginia department of emergency management providing very specific examples of how to provide that equal access.  We want people to have the kind of information that makes it possible for them to take action if information is not actionable it's not achievable.  And so, the need for people to be able to have actionable instructions during emergencies so that they can take personal protective measures and help their neighbors and their community.  In summary, I am actually going to talk about money in a moment, but I want to summarize some of what I have previously been talking about.  We have observed essentially three important promises practices those include:  Universal accessibility which is baked in throughout preparedness, response and recovery, not as an afterthought not as an annex.  Two, people with disabilities are at the table playing a real and not tokenized role.  And three, that qualified people with disabilities serve in leadership roles.  Again, not adds tokens but in bonafide leadership roles.  So, how do we pay for all of this?  Well, the Homeland Security grant program supplemental resources have provided some guidance about examples of allowable use of Homeland Security funds.  These include:  Funding for inclusive meeting practices, which would include interpreters and captioning and materials in alternate formats.  This includes acquiring warning and notification systems gap analysis providing training.  Evaluating potential shelter locations.  Leadership development.  And these examples have been around since 2011, and they still stand today. 

Melissa talked earlier about the obligation with the use of every federal dollar to provide physical access, program access, and effective communication access.  You will see in slide number 60 that in 2016 FEMA spent over $10 billion on grants.  This was over seven and a half billion in disaster grants and an additional two and a half billion in public assistance and hazard mitigation grants.  So everyone of the $10 billion needs to include physical access, program access, effective communication access.  We need to be working together to make sure that those resources are in fact being utilized in compliance with the obligations of the Rehabilitation Act.  Over the last ten years ending in 2015 there were awards given to states for recovery, almost $5 billion.  Preparedness well over $2 billion.  Recovery for individual assistance, almost one and a half billion.  A billion in mitigation as well as $700 million in preparedness and $102 million ‑‑ that's the spread of how that has been spent consistently each year from 2005 to 2015.  And in 2017 the Homeland Security grant program offered $1,037,000,000 in that grant funding.  And it's imperative that accessibility and inclusion be baked into the use of those funds.  Melissa is going to wrap up with some of the ways that the partnership can be of assistance moving forward we will open it up for questions.  Back to Melissa.

>> MELISSA MARSHALL: Thank you Marcie.  Can people hear me?  I am on the phone because I lost audio during the calls.  Am I clear?

>> We can hear you just fine.

>> We can hear you.

>> MELISSA MARSHALL: I am going to go with that.  It's great.  I couldn't hear you.  The partnerships Inclusive Disaster Strategies can help you.

>> MARCIE ROTH: Actually Melissa, you need to get a little closer.

>> MELISSA MARSHALL: How is this?  Much better?

>> Much better.

>> MELISSA MARSHALL: Okay.  I wanted to look at some of the ways for partnerships with helping. ‑‑ with help you.  We can, you know do gap analysis work looking at where the gaps are in your plan, because you might have done a great job on effective communication not as good a job on physical access or there might be gaps we look at where the gaps are in your plan.  We can also look at your strategic action planning.  We can work with you on whole community engagement and do testing and exercises.  Testing and exercises are a place where we can see what breaks it gives you the opportunity to break things and that's in the exercise we like when things break in exercises that's what they are for so it doesn't happen during disaster.  We can do training on compliance and implementation throughout the preparedness the response the relief the recovery and mitigation.  We also do consulting on achieving and maintaining equal access and full inclusion throughout emergency preparedness during the disaster response during the recovery.  And also during mitigation.  So, we can help you in all of those areas to see if you are full inclusive with people with disabilities or if there are things to be more inclusive and comply in better ways for people with disabilities.  Those are few of the different kinds of things we do.  Are we going to go to questions Marcie?  Or did we want to go to the next slide I was on slide 63 if we go to 64 that's the closing slide.  
It's one of the closing slides our contact information.  And I am going to send this ‑‑ okay.  Thank you.  That's the contact information for the partnerships including disaster strategies the con packet information for Portlight Inclusive Disaster Strategies and Marcie's contact information.  
The next slide which has the requests for certification.  And that's ‑‑

>> This is ‑‑ I apologize, this is Claire, I am going to jump in now.  We have ‑‑

>> Please.

>> ‑‑ a good chunk of time now to take questions.  So I am going to go ahead and jump in with questions, and feel free Melissa and Marcie to go ahead and take turns answering or whoever wants to jump in.  I would also just like to remind our listeners that you still have time to submit questions you can either send them in via that chat box on blackboard or you can E‑mail them as well to ADAtraining.transcen.org.  Feel free to continue to ask questions.  I will jump in with first question you talk about grants you can get, regarding those grants are they available year round?  Are they designated times of the year?  How does that work?  What does it look like?

>> MELISSA MARSHALL: I am going to let Marcie take that question.

>> MARCIE ROTH: Sorry, I thought I had unmuted myself.  That is a great question.  And in fact, these are grants that come to the states each year, the states identify what their priorities are.  And organizations need to be working with your state, your SAA which is your state administrative agency.  And that's going to vary from state to state you need to be working with them to help them to understand what the obligations are for meeting those accessibility requirements and then to offer the assistance that you all can provide in making that possible.  In some states they had tremendous success other states are in the education process, but these are resources that come to your state every year.

>> Great.  Thank you so much for answering that Marcie.  Our next question has to do with monitoring of the enforcement of our compliance with the Rehabilitation Act.  As it relates specifically to emergency preparedness, who is in charge of that compliance, and where do you go when compliance isn't being met in that kind of thing.

>> MARCIE ROTH: Great question.  Melissa, do you want to talk about monitoring and enforcement?

>> MELISSA MARSHALL: Okay.  The Rehabilitation Act and the ADA are complaint driven or complaint driven processes it's not monitoring enforcement periodically the Department of Justice comes in around ADA and look for compliance in those areas.  But most lease it's the complaint driven process not a monitoring process.  What I think has to happen is people's abilities have to monitor compliance themselves.  Okay did we do the things that we said we are going to do in our self evaluation and transition plan.  What are the gaps, gap analysis I was talking about what is missing what needs to be done what do we have to do where are we in compliance and how do we do that?  A lot of that is going to be monitoring ourselves in the community because the 504 process the Rehabilitation Act process the ADA processes are all client driven processes.  Does it answer it, Marcie? 

>> MARCIE ROTH: Yes.  Thank you, Melissa.

>> MELISSA MARSHALL: Thank you.

>> Question?

>> Go ahead

>> Great.  Thank you.  Our next question is coming from an organization that talks about the fact that they have fire alarms that have both the visual and auditory lights and sounds flashing but specifically they don't have accessible or I should say auditory tornado alarms they want to know legally is that required?  Do they have to have visual and auditory tornado warnings?

>> MARCIE ROTH: This is Marcie I am not a lawyer, so I am not going to give a legal opinion on this.  What I will say is that people with disabilities need to have equal access to actionable information, and certainly in a place where tornadoes are potentially an issue which is large swath of the country there needs to be a way that people with disabilities can equally access the information that they need in order to be able to protect themselves.  And their family.  Melissa, do you have anything to add?

>> MELISSA MARSHALL: This is Melissa, I am a lawyer, and I am not giving legal advice but education.  I concur with Marcie.  I was saying that people with disabilities specifically people with hearing disabilities have the right to equality effective communication.  So, that would be around all kinds of alarms even those not specifically delineated in the ADA regulation or the 504 documentation regulation.  I would say that.  They also have (inaudible) have the equal opportunity to participate and benefit on a number of lines they have the right to that kind of thing.  That's really important in parts of the country where tornadoes are something that happens frequently.  Or infrequently if you have the alarms, if it happens frequently enough to have tornado alarms, they should be accessible to people with hearing disabilities.

>> Great.  Thank you, Melissa.  Claire again.  Going back to grants, seems like a popular topic, you talked about state specific grants this person wants to know are grants available for local governments as well?

>> MARCIE ROTH: This is Marcie.  And the answer is:  Yes.  There are some grant funds made available for local communities from the federal government, those are pretty small number, and you might want to talk to your congressional delegation about any experience that you might have about the fact that there aren't more funds available directly to community organization.  I also want to point out that in addition to the Homeland Security grant funds, there are many, many other resources for grant funding.

I want you to think about all of the businesses in your community, many of which have a corporate office, and many of those local entities sponsor a number of community activities on a regular basis.  You have an opportunity to educate them about the fact that in a disaster, their ability to get started again to get back to work is going to depend on the ability of their workers, people with disabilities, parents of children with disabilities, sons and daughters of adults with disabilities.  Their workers are going to need to be able to navigate the preparedness response and recovery short falls in order to be able to get back to work.  And so, we have seen a number of whether it's groceries restaurants, pharmacy, other local entities that support local communities that are part of larger corporate systems who when properly educated about what is in it for them, are going to support good local disability inclusive preparedness initiatives.  There are many opportunities, community foundations as well.  And you know, local entities that are committed to emergency preparedness, whether they have any sort of corporate background or not, you know, you will need to be creative.  Really encourage people to share successes so folks in other communities can learn from them.  But whether it's federal funding, public funding in your state, private funding, corporate foundations there is quite a bit of resource out there.  Let me also point out for example, in New York City, after Hurricane Sandy, $32 billion in funding came into New York City was invested in things like new housing, new schools, transportation infrastructure.  Community centers.  Hospitals.  All of those dollars, again, need to comply and those are not annual grant funds.  Those are disaster funds.  And those are a huge opportunity for building back better.  So, in the places where there have been disasters this year, there will likely be new housing being developed or substantially repaired.  There will likely be investments made in community infrastructure.  Investments made in schools.  Investment made in transportation systems.  You all need to be at those tables helping the folks in your community to understand universal design and the opportunity to build back better and why that is so good, not just for people with disabilities, but why it's also good for people with access and functional needs, older adults, people who have temporary mobility disability et cetera, et cetera.

>> Great.  Thank you, Marcie.  Another person asks:  Are there efforts to provide more "Community Emergency Response Teams" or CERT training that includes persons with disabilities?

>> MARCIE ROTH: This is Marcie.  As a proud member of my Community Emergency Response Team since 2006 I am a huge fan of CERT, which is the acronym for Community Emergency Response Team.  And I would ask you all to reach out to the folks in your communities who run those programs, and either make sure that people with disabilities are actively participating in those CERT training courses, or if they are trying to do something separate or if they are excluding people with disabilities this is an opportunity to educate them about how they can be more inclusive.  And there are some great models out thereof how CERT teams have both done a great job of including people with disabilities, and a number of CERT teams that are led by people with disabilities have really helped the rest of the team to wrap their heads around how to provide equal access.

>> Thank you I have time for about one more question.  One of the last questions ask about the unfortunate rise of active shooter issues a lot of places have active shooter trainings have you addressed inclusions of persons with disabilities when it comes it this kind of disaster training?

>> MARCIE ROTH: So, again, this is Marcie, this is a great question and it's something that we have struggled with quite a bit.  There are some trainings ‑‑ there are some trainings out there that don't adequately address people with disabilities.  There are some active shooter training packages that purport to address include of people with disabilities.  The actual active shooter event is probably not the time to expect people to be utilizing their ‑‑

>> (inaudible)

>> Please continue, Marcie.

>> MARCIE ROTH: Oh, I have been talking all this time on mute, I apologize.  So, let me try that again.  There are ‑‑ this has been quite a controversial discussion.  The middle of an active shooter event is probably not a time where we are going to see the best examples of disability inclusive practice unless folks have done an adequate job of engaging the whole community in exercises and planning.  And where people are having honest conversations with each other about how to assist each other in active shooter situation.  So, for instance, I have some friends who are deaf with whom I have had this conversation.  And you know, some of them have said:  You can grab me and drag me and you don't have to stop and try to explain to me what is going on, just take me with you, get me out of there.  I have had other friends who said:  You know, all of that training, somebody comes up and tries to get me to take action by grabbing me is not going to get a good result.  So ‑‑

>> Great.  Thank you so much Marcie.  I am sorry to cut in.  We are at the end of our time.  It sounds like Marcie and Melissa have some great information so their contact information was on that slide so I encourage everybody to reach out to both them and us with follow‑up questions.  This concludes today's webinar.  We realize that again many of you may still have questions.  So please contact us here at the Mid‑Atlantic ADA Center and or Marcie and Melissa can also answer your questions from Portlight.  We really want to thank Marcie and Melissa for their time today.  And all of the great knowledge that they have.  We think everybody can agree that everyone's learned a lot today.  A reminder the digital recording of today's session will be available and also the written transcript in a while so please keep an eye out for those.  At the conclusion of this webinar you will receive an E‑mail with the link to an online session survey, so please take the time to go through that we greatly appreciate it.  In order to receive your certificate of participation you need to send that into us by tomorrow.  Wednesday December 13 by close of business, and the pass code that you need to turn in, in order to get your certificate is the pass code is:  No one left behind.  Again that's "no one left behind."

Again I want to thank Marcie and Melissa so much for participating today and again feel free to contact us and or Portlight for further information and to answer any of your questions.  Thank you and we hope that you will participate in our next webinar.

>> Thank you for having us.

>> Recording stopped.

>> Thank you.

>> Thank you ladies.

>> Thank you so much.

>> MARCIE ROTH: Thank you take care you all.

>> MELISSA MARSHALL: Thank you.

>> Yes, thank you so much.

>> Bye‑bye.

(End of session.)    
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