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>> The broadcast is starting. 
>> Good afternoon, thank you for joining us for today's webinar titled Disaster 

Preparedness for People with Disabilities.  We will start shortly.  We will give 
attendees few more minutes to log in, and join us.  So we will start in about two 
minutes.  Thanks. 

>> Good afternoon, thank you for joining us for webinar titled Disaster 
Preparedness for People with Disabilities.  I am Lindsay Elliott, social worker for 
United Spinal Association, and I will moderate the presentation.  Today's webinar is one 
of several that United Spinal Cord Association will host.  All of our webinars are 
recorded and archived and can be found on our website, spinalcord.org.  Today's show 
will give us an idea of preparedness.  From the World Trade Center to hurricane center, 
you will learn who does a lot when emergency strikes from government agencies to local 
emergency management personnel to non-profit organizations in your community. And 
we'll look at what works, and what doesn't, and things you can do, to help prepare you 
for your needs, and how we can all work together to make things better.   

Throughout the webinar surveys are conducted with results discussed throughout.  
So we ask for your full preparation and involvement today.  We are pleased to have 
Margi Trapani, Communication and Education director, Center for Independence of the 
Disabled, New York's [CIDNY] as our presenter today. And she is a communication and 
educational programming specialist that worked for a number of non-profits.  Among 
the specialties are media and public presentation planning for advocates and consumers. 
And Ms. Trapani supervised CIDNY's work on preparedness, and prior to the 2011 New 
York lawsuit, was liaison to New York City special needs working group and special 
needs task force.  And she continues to coordinate CIDNY's work.  Closed captioning 
available today.  If you look in the chat section of the window you can log in and get 
closed captioning.  So without further adieux, I would turn the presentation over to 
Margi. 

>> Thank you Lindsay.  And I would like to thank the association for having us 
do this webinar today.  And welcome everybody.  I hope we can make this as 
interactive as possible.  There will be as Lindsay said, some opportunities for you to 
weigh-in, and I hope you will all do that. 

 
I want to do a quick look at how you can hit questions and answers.  Throughout 

this session.  So take a look at the box, and that's how you will be able to reach us. 
 
I want to talk a bit, first of all, about the history of Disaster Preparedness, and 



people with disabilities.  And for the most part we have not been at the table.  Or if we 
have been at the table we have been at the side table.  But we know some things.  We 
know that Disaster Preparedness, and emergency response systems are designed for 
people without disabilities.  Most of the evacuation procedures, most of the sheltering 
procedures, most of the recovery procedures are all assuming a certain amount of ability, 
on the part of the people that have been affected.  That involves, as you can see from the 
national council on disabilities, things like walking, running, driving, hearing, 
responding quickly to instructions, et cetera.  So it means a lot of people in a lot of 
places have been left out.  Or have been confused about what is the right thing to do.  
June Cayos, a person on the westcoast who has done a lot of work on disability, and 
emergency planning, is right when she said that disasters are always inclusive, and 
response and recovery are not.  Unless they are planned for.  And this is a message that, 
I think, everybody that has been involved in disaster and emergency planning, has been 
saying for years.  Certainly since 9/11. 

 
And as Peter Blanic said, in order to plan meaningfully, the people that are going 

to be affected have to be at the table.  There is nobody that knows better what happens 
to people with disabilities than people with disabilities.  In these contexts. So certainly 
over the years we have had a lot of experience with this. 

 
So we are hoping that we can work together, to change the attitude of disaster 

planners, and try to get us at the table.  Just a bit of history for us.  From CIDNY's 
perspective.  We became intimately involved in disaster planning, during the 9/11 event 
when the trade center was destroyed by the planes attacking it.  And CIDNY became the 
lead agency for People with Disabilities in the recovery, and we did a lot of things. We 
did case management.  We work with a lot of the recovery organizations.  Helping 
them understand what people with disabilities would need in terms of accommodations, 
et cetera.  And we did benefits work, with people that were affected by the disaster.  
And we brought information to the community, to seem to OEM.  To other groups about 
what kinds of things they had to plan for people with disabilities. 

 
When we had a power outage in New York City in 2003, it was sort of a reminder 

those lessons really had not been learned.  People with disabilities were trapped in 
buildings without any help.  And, in fact, in Sydney, we had three staff members who 
used wheel chairs, and we tried to get the fire department and police department to help 
us evacuate our staff members and they told us you are on your own.  So luckily, we 
were able to evacuate people, but we were still left wondering what was happening to 
other people that did not have Evac chairs, and other ways of getting out of their 
buildings.  In 2004 we wrote lessons learned which is a compilation of what happened 
during the World Trade Center disaster. And throughout the next 10 years, we were 
working with all the people that one would think you should work with.  If you wanted 
to make changes.  We worked with New York City office of emergency management.  
FEMA.  A lot of the organizations that were involved in disaster relief.  And one of the 



problems we were pretty much kept away from, central planning.  So when we did the 
training, for cert volunteers, and medical volunteers b we were training people who did 
not have any authority to change the way things were.  We were delighted to train them, 
they are people that do good work in shelters and other sites when emergencies happen.  
But they have no way of setting up, or creating a different way of doing things.  They 
are reactive. 

 
We recruited people with disabilities, to work as part of the cert teams and such, 

and that was terrific; but, again, those people had no authority to change things. 
 
We continued to argue for people with disabilities in the planning.  For New 

York City.  And did not really get far with that.  And then again in 2010, with the huge 
blizzard we had, it was clear that, again, people with disabilities were sort of off the radar 
screen.  We had cases of many people who needed to get out for food or for medication, 
or to see doctors, who could not get out.  Because the curb cuts were never cleared.  Or 
once cleared they were replowed.  And buses, and paratransit could not get to the curb 
to pick up people.  There was no way for people to call anybody to help them out in that 
instance. So they were just lucky, if they happened to live on a block that was cleared. 

 
And when we asked for the OEM to coordinate some response, they said "oh, but 

we don't do that.  We cannot tell the BPW or anyone else what to do." Which left us 
wondering well who is in charge and who could do anything here?  Then, of course, we 
had two hurricanes in two years, that left us, again, wondering who was worried about 
people with disabilities.  We had people trapped during both hurricanes, and in 2011, 
CIDNY, along with others, filed a lawsuit against New York City, because of the lack of 
response.  You know, across the nation, people were witnessing a lot of issues.  
Certainly during Katrina, Rita, and Ike, there were problems with people not being 
evacuated or getting to accessible shelters.  And we have not heard so much about 
the -- what happened in the communities that had tornado outbreaks in the middle of the 
country.  But, certainly, in every other disaster that we have heard about, we know that 
people with disabilities have the greatest difficulty getting out and then getting the help 
they need to recover. 

 
During this time there were lawsuits filed in Oakland and Los Angeles, because 

disability advocates could prove that E-Prep providers were not ready to accommodate 
people with disabilities.  And we knew that nobody representing the disability 
community was involved in the planning.  Both of those lawsuits were won by people 
with disabilities.  And so both areas are, by law, now, required to come up with a plan 
that includes people with disabilities.  And to put people with disabilities on the 
planning teams for that. 

 
So I have talked a lot.  But I would like to know more about what you all have 

experienced?  What kinds of major emergencies or disasters have happened in your 



region?  And from your experience, with those, what are your concerns?  We will give 
you a couple of minutes to answer that question.  And Lindsay will give us a summary 
of what you are saying.  From where I am I cannot tell if there are people from all 
around the country.  But it would be interesting to find out where you are all from and 
what kinds of disasters you have experienced in your regions. 

>>Lindsey: We are getting a lot of people typing in, so take this opportunity to 
type in.  And answer the questions on the screen.  And we will review them in a few 
minutes.  I can start if you would like.  To throw some of the answers out there.  We 
have flooding.  Hello from the northwest territory, one of our concerns is lack of power 
and heat.  Power outages happen often, no arrangements are ever made.  Snow storms, 
power outages, that is coming from Connecticut. 

>>Margi: It is interesting, when we all talk about disasters, and emergencies, it is 
always the big ones we think about.  But smaller ones, like Isolated power outages can 
be a major emergency for People with Disabilities.  If, particularly for people that can't 
get out to get batteries to replace, for their equipment.  For wheel chairs, or C pap or 
other things. 

>>Lindsey: Absolutely.  We have, yeah, people mentioned power outages.  
House fires.  From New York.  Tornadoes, central Illinois.  And shelters being ill 
equipped to handle special sleeping and toiletry needs.  And hurricanes.  Northeast 
Iowa had flooding.  University of Tennessee, we're in evacuation zone for a nuclear 
power plant.  Tornadoes, blizzards, that's in Minnesota.  Tornadoes and flooding. 

>>Margi: So it sounds like we are really covering the gambit here.  Which is 
great.  And so I hear that issue around shelters, when we went to look at the shelters 
during the hurricanes, we went just before Sandy hit and just after.  And it was clear that 
the shelters were not accessible for our folks, and, in fact, most of them did not have 
ramps, most of them did not have accessible bathrooms.  Never mind that cots and 
refrigerators for medications, and never mind trained staff, which is a huge issue for us.  
Is that an issue for other folks? 

>>Lindsey: Yes.  A lot of yes's coming in. 
>>Margi: I think, one of the things I wanted to say about our lawsuit, is the one 

thing that really seemed to hit on.  We are waiting for a decision by the way on that 
lawsuit.  But the one thing that Judge really seemed to understand was that the shelters 
were not accessible, in many ways.  So, you know, we are hoping for a break-thru there.  
We're hoping we can set a precedent.  Obviously this is an issue by law that should be 
taken care of, in any event.  But it would be great to have a court decision that upheld 
the law. 

 
I am going to go ahead a bit.  And talk about what the laws say.  So there are 

three laws really, or four, that cover these issues in section 504 of the rehab act from 73.  
If most of you are probably aware.  Titled two of the ADA. And then there are local 
laws, in New York City, where our Human Rights law is listed here.  Which reiterates 
that no individual with a disability can be excluded or denied benefits and services.  
Et cetera.  Very important to have the city law as well.  Sometimes people respond 



better to a local law than a Federal law.  If you can find out what your local laws say 
that's always helpful.  I think, this next screen just really reiterates what those of us in 
the disability community understand, which is that we have a right to access to 
government programs.  That they can't discriminate.  And that right now, if the 
emergency preparedness in planning, addresses non-disabled people and people without 
disabilities, they are break-in the law.  When we had our court case, Department of 
Justice sat in, for the case, and I picked a quote from their brief to the Judge.  You can 
see that they agree that New York City has failed to plan for People with Disabilities. 

 
So I think, you know, we need to think about who is responsible for what.  And 

how we can affect that.  One of the things we also know, is that there are some things 
that we can do as kids and there are some things that we can't do as individuals.  And 
providing accessible shelters and transportation, providing accessible evacuation and 
services are things that individuals cannot do by themselves.  So we wanted to take a 
look at what happened to people, and where the responsibilities lie. 

 
One of the biggest problems we had during Irene, which was the first hurricane 

that hit.  Was that the information about evacuations was not easily accessible to people 
with disabilities.  For people that were blind.  For people who needed ASL 
interpretation, there was very little information.  As you can see, even upstate where, 
you know, in a smaller arena, a field director had to stay on the phone with colleagues to 
understand what was going on so she could evacuate because she could not use her 
screen reader to get the information that was being sent out over the computer.  And she 
was at work at the time when the flooding started. 

 
So in New York City, the Mayor did not have ASL interpreters when he was on 

TV. So people that were Deaf, had no idea what he was saying.  And also the closed 
captioning was cutoff when they split the screens to show the latest video on the storm, 
which meant that a lot of people got interrupted. 

 
So we took a look at who is responsible for what and what they are required to do 

and we have made some charts.  I am hoping that those of you that are interested will 
download the PowerPoint when the session is over.  I guess it takes a couple of days for 
it to come up on-site.  And so that you can use this information and think through what 
you and your colleagues and your regions may be doing.  But when we look at who is 
responsible for messaging.  We are looking at local city administrations.  Local TV and 
radio.  And state.  So I am hoping that those of you that want to be involved, can find 
pressure points to use to continually ask, are you making these announcements available 
to people with disabilities?  Are you using ASL interpreters.  Are you making the 
closed captioning accessible on TV?  So that people with disabilities can find out what 
is going on.  And can understand what to do.  I think, the other thing for those of us 
with friends and family around us, we can make plans so that we can reach out to each 
other.  During a lead up to emergency.  If we know it is coming.  Obviously.  There 



are disasters we will not know about.  But having a communications plan for yourself 
and for your friends and family, is really a good idea.  I think the worst thing that 
happened to a lot of people during the storms, where they were cutoff.  And did not 
know what was going on.  Did not know when it was safe to go out.  Didn't know 
where recovery sources were. 

 
So if you can, and you have a network, it is a great idea to begin to think about 

what is the best way to communicate. 
 
We had enormous evacuation problems.  I don't know if you all heard that.  But 

certainly for all the people that were in high-rises, Hurricane Sandy was a disaster 
beyond what had happened before, as you May have heard.  Elevators were out.  The 
power was out in downtown Manhattan.  With the flooding, all the electricity went out 
in various places around the city.  And when we asked, during the court trial, whether 
the FDNY or anyone else had a plan for high-rise evacuation, the answer was no. 

 
And for people stranded in the building, there was no systematic way to find out 

who was still there.  Who needed help.  And irony of irony is that there is apparently a 
system to recover stranded pets.  So that's very scary for everybody.  There were a lot 
of individuals who volunteered and climbed buildings, climbed 25 flights up to bring 
power bars and water to people.  But there was certainly no systematic attempt by the 
city, until about nine days after the storm, which is way late for anybody that needs 
water, or batteries, or anything else. 

 
So looking at who is responsible, to making sure that there is an evacuation plan, 

we looked at what the localities and local offices of emergency management are required 
to do.  And when you know there is something that is going to happen, you have to have 
a plan.  One of the things we can all do, is check with our employers if we are working 
and find out what the plan is, and if there is no plan, we can help design a plan.  At 
home, if you are living in a multiple person building, then you can talk to your building 
manager and see if they have a plan.  Certainly for power outages, certainly for fire.  
All of those buildings should have a plan.  Many do not. 

 
When you are talking with family, friends, neighbors, I think you want to say, you 

know, what will we do?  Often, what is happening, is you are going to be going to your 
neighbors, or they are going to come to you, to try to work stuff out.  So good to have 
those discussions ahead of time.  But, at the same time, I think, we cannot let the local 
governments off the hook.  And we have to continually ask what is the plan?  How do I 
get help?  Who do I call?  How do I make somebody know I need them?  And the local 
governments are responsible, and if they are having -- if they are sending up evacuation 
plans for the general public, quote unquote, they need to include us.  So we have to be at 
the table saying you have to include us. 

 



There is some Federal responsibility, if there are mass evacuations, the state has to 
call them in.  And so, I think, the other thing you want to do, certainly for people who 
are in nuclear power plant areas, where you know there is a possibility of a mass 
evacuation, you want to ask the state what they are doing and what their connection to 
the Federal Government is.  It is -- it gets more and more complicated as you might 
guess, the more government entities that are involved. And so, I think, asking those 
questions ahead of time and trying to get people to talk to you about this, is a good way 
to go. 

 
Back to shelters, you can see a couple of pictures we took.  This was prior to 

Sandy.  We had people who couldn't get into the shelters, they went to.  Once they were 
in, they did not have accessible bathrooms.  I don't understand why anybody thought 
that was okay.  We did not see accessible cots at any shelters except for the special 
medical needs shelters.  We didn't see staff that was particularly trained to provide 
accommodations for People with Disabilities.  It was a very scary thing. 

 
So in the case of sheltering, this is a local issue for most people.  And so, I think, 

that asking your local city representatives, or your local community representatives, what 
the plans are, is a good way to go.  I think, you know, as best you can, if you know 
where your shelter is, you can try to you know, have your own run at getting to the 
shelter and seeing what it looks like, and understanding where the accessible entrances 
are, before an emergency.  It will make people more comfortable if they know how to 
get there.  And what it will be like inside.  And certainly, those of us who are involved 
in Independent living center work, should be getting together and talking about these 
things.  I think, the more of us that work in groups, and go to our communities, and go 
to our local officials and say "by law you have to do this" , tell me what the plans are, I 
think, the better.  I think we need to put pressure.  We know certain things about 
emergencies.  We have been through them.  We know that unless the stuff is set up 
ahead of time we will not do well. 

 
Here in New York, city, transportation was a huge problem in all of our disasters.  

We have huge population that doesn't use cars.  Public transportation in New York, 
unfortunately, is not as accessible as we would hope.  Many, many people with 
disabilities can't use the Subways.  And the buses are g if you can get on one.  We had a 
consumer that uses a wheelchair that tried to do the right thing and evacuate by bus.  But 
all the buses were too crowded for him and he ended up going back home.  Where he in 
water for two days until somebody came and got him.  So we're very concerned here 
about making transportation accessible to people during emergencies.  And during 
recovery.  I don't know if others of you have the same issues with transportations.  I 
know a lot of the country, people have their own cars and such.  But still, if the water is 
high, that will not be easy for anybody.  So looking at who is responsible for that, again, 
local points of pressure are important.  And it is important to understand what the local 
government thinks it will do.  And if they can't tell you need to keep at them, about what 



they are going to do. 
 
Obviously, in cases like Katrina and others, Federal Government got involved 

late.  But they got involved in providing transportation.  But again, they don't always 
think about us.  So the more we can do to bring these issues up, I think, the better.  So 
back to you guys.  I have been doing a lot of talking again.  I sort of would like to know 
what you have experienced in terms of gaps in planning and response?  Did you have 
problems in your areas about communications, were they accessible?  Did you have 
evacuation issues?  Or sheltering issues?  I heard that before, but what about accessible 
transportation?  Are evacuation routes easy for people to use and to get to?  And then, 
in terms of recovery, housing is a huge issue here.  Do you have that issue?  And what 
about information and services after a disaster are you able to get to things?  So take a 
few minutes, and give us an idea of what the gaps are that you experience.  So Lindsay 
are we getting anything. 

>>Lindsey: We are getting a lot.  We are getting shelter issues, cell towers down.  
They are coming in so fast.  Hold on.  Going so fast.  Yeah, tarps were available.  For 
destroyed roofs but there was no way to know who needed them.  Somebody in Indiana 
saying there is no real public transportation for People with Disabilities.  One large issue 
is the same.  Transportation resources.  In our community, accessible transportation 
was a huge issue after Sandy.  Somebody in Puerto Rico is on telling us that they have 
no real good transportation in Puerto Rico.  No accessible transportation.  For People 
with Disabilities.  Even though we make our efforts.  Public transportation in 
Indianapolis.  You must have a car or know somebody with a car to get anywhere.  No 
gas, water, or power for extended periods of time throughout the community.  One 
negative our shelter is not accessible.  Still two years after a tornado hit.  Also a shelter 
was hit and there was no accessible back up. And still isn't one. 

>> Wow! 
>>Lindsey: A lot of transportation, snow removal, during Hurricane Sandy in 

New York, elevators were out. 
>>Margi: You know it is interesting, and disheartening, and really shows us 

though, a pathway to go, that so many of us are experiencing the same things across the 
country.  You know, we always assume, I guess, wrongly, that less urban areas are 
probably better you situated to deal with some of these issues.  But if you don't have the 
infrastructure, if you are in a region where you have not been planned for, clearly, it 
doesn't matter whether you are in an urban region or a Suburban region or rural region.  
You are experience I go the same problems.  So I am fascinated.  I really, really 
appreciate feedback.  I think, we're getting a real idea of where we need to go next in 
terms of putting the pressure on and getting together to make sure our voices are heard.  
So I want to give you an idea of some of the gaps that people in New York City 
experienced.  And like you all, you know, we had people that used oxygen and could not 
get generators or battery, or other supplies.  We had besides Joyce, we had another 
couple who relied on batteries, for their oxygen machine.  They were lucky enough to 
have a group of people in their neighborhood who were running up to their apartment 



daily bringing fresh batteries.  And that was really a wonderful thing to have happen.  
But they were coordinating that themselves, and truly the city should have made it 
possible for them to have either a generator, or plenty of batteries, so that they did not 
have to worry every day whether somebody was going to get to them.  We had people 
who were trapped, as you can see, in their public housing, apartments, for days, without 
power or water or heat.  And as you know, Sandy happened during a time when the 
temperature was diving.  You know, in October.  So people were cold. 

 
We did a survey of about 900 people affected by Sandy.  Who we knew about.  

These were folks that had contacted us either as consumers, or as people who had come 
to us for information and referral well, before the storm.  And so we had people on the 
phone with them, right after the storm, and they told us about all of the problems, and 
many of these problems are going to be familiar to all of you.  The need for health 
services, the need for power sources, and the lack of transportation, elevators not 
working.  And after the storm it was really so frightening, and disappointing because 
people had trouble getting debris removed from around their houses.  So they could get 
out and get help.  And we still have continual problems with doable medical equipment 
damaged and being replaced.  Ramps.  Mold.  You can see it.  And we are still having 
to go and demand those services.  So clearly, recovery doesn't include us. 

 
We're doing disaster case management through the Catholic charities at this point.  

One of the groups that they have contracted with.  And we are seeing all kinds of 
long-term issues that we know came up after the World Trade Center, after a snow 
storm.  It goes on and on. 

 
So we need to continue to work to change things.  And I want to know if you 

guys have any good tips for us?  And for all of us.  What we can share with each other 
about the best way to prepare for emergencies.  Whether you have been able to build 
networks that have worked for you.  And whether you have gotten involved with your 
local state or Federal organizations for emergency preparedness? 

>>Lindsey: We are getting some responses to these questions.  So I will continue 
to read them off as they come in.  Our city has been -- have put in a list to join the local 
fire & rescue squad.  So they will have a list of where we are located and can come get 
us if something happens.  Not sure how effective it will be but they are aware we need 
assistance.  People are suggesting to move stuff out of basements, where there is a lot of 
flooding and move it up to attics or higher levels or higher stories.  I have asked my 
family to give me contacts, information to other family members or be extended families 
in the area to call out to them in different states.  If I need help.  Emergency phone 
numbers.  Get your county to put together a special needs form.  So they can have it on 
file for evacuation. 

>>Margi: I want to ask a question about that.  I know people are beginning to 
talk about lists, and evacuation forms and that sort of thing.  I have a concern though, 
we have a concern here accident which is several fold.  If you are on a list, are you sure 



that you are going to get a response?  And do you know who is responding?  And then, 
also, are you always home?  I mean, the other question I have about lists, are people go 
out to see friends, they go out to doctors, they go out to work, they go out to school 
events, all kinds of things. And you May not be home during an emergency.  So, I 
guess, I wonder with registries and lists and such, you know, I can understand it is sort of 
one more thing you can do.  But I wonder how reliable that is?  Does anybody have any 
experience? 

>>Lindsey: Somebody from Florida wrote in saying all 30,000 people with 
disabilities have to have a written disaster plan updated every year.  I am not sure if it 
is -- how follow through is, but it sounds like annually there. 

>>Margi: The people themselves? 
>>Lindsey: Yeah.  They have to have it updated each year. And you know, 

disaster plan. 
>>Margi: Interesting.  And does the state have to tell all the 30,000 people what 

their plan is?  Anyway.  Good stuff. 
>>Lindsey: Waiting for a response. 
>>Margi: Okay.  Great stuff guys.  Well there are things that we can do, as 

individuals, to make sure that we are as prepared as we can be.  There is tons of 
literature on that.  Almost all of the state organizations like the state OEMs and other 
groups, have developed guides, certainly, in New York City, there are city guides for 
what to do in the case of each of the different types of disasters or emergencies.  And it 
is good to know what the thinking is on this.  I think, you have to think about whether 
whatever people are suggesting, suits your needs, and you know, think carefully about 
what it is you individually need.  We have put together a resource list for all of you that 
will be on the website.  After the presentation.  And that gives you a way in.  Gives 
you some of the sites that are available.  I think, all of us know that we can do a lot 
individually to understand what our needs will be, and make some plans for that.  June 
Cayos that has done a lot of work on this, will tell you the most important thing she 
thinks needs to be done is develop a network so you have people you can call on.  She 
also says she has more equipment in her scooter than most people have in their home.  
Which is true.  I have seen it.  And so her disaster plan goes with her wherever she 
goes.  I think, it is important, you know, to get your documents together.  To have 
copies of those.  To have copies of your medication.  Because when a disaster strikes, 
you May not remember because you're sort of in shock.  Or you are anxious.  And 
certainly, everybody should be doing stuff like that.  To make sure that they can hand 
over a list to emergency personnel to say this is what I need.  These are the kind of 
things that I have to be concerned about.  So those are good things to do.  I think, as 
individuals.  But then we talked about this.  There are things that we cannot affect 
individually.  And for those issues, I think, we need to begin to work together, either 
through our state networks or national networks, through the Independent living centers 
in your areas, or other voluntary organizations, who will work on this kind of thing, and 
put some pressure on our local representatives, on people from the state, to say we need a 
plan, we need a plan that is affective for us and we need to be at the table when the plan 



is being developed.  Nobody knows what is going to be good for People with 
Disabilities any better than people with disabilities know.  I think we have to be the ones 
to say, this is how it can work for us. 

 
So I would love to see us keep this conversation going.  I talked with Dave 

Weylin who trains first responders in the state of New York.  It is a relatively new 
project.  And he reiterates what we have seen here in the city, that emergency response 
is really done at the local level first.  So connecting to your local representatives, your 
local first responders, is a very good place to start.  I think, that the more we can be at 
the table, in meetings, in discussions, the more we can bring it up in town meetings.  
The more -- particularly after a emergency or a disaster that has just happened.  The 
better we believe.  And, I think, Dave is right.  Most of the responses to our needs, after 
an emergency, are reactive responses.  Oh, you need transportation?  Oh, we should do 
something about that.  We will see if we can get you an ambulance.  Or, oh, you are 
stuck in a building.  We will try to get somebody up to you.  That's too late.  It is not 
enough.  So, I think, we need to work hard at bringing these issues up as often as we 
can.  Certainly before the emergency happens. 

 
So for individuals, I think, the other thing that is really important is to know your 

rights.  Know what the law says, so that you can make an effective argument about the 
need for governments, local, state and national, to respond to our needs.  And as much 
as we can do to create our own plans, I think, we really need to know what the plans are, 
for the things that we cannot affect.  And then, again, I think, we need, as a community, 
to begin to work with our friends, our families, our colleagues, our community, and make 
ourselves known and heard.  The other thing I wanted to say, is that if emergency 
responders don't understand that there will be a lot more people with disabilities after a 
disaster then there were before, they are making a big mistake.  And they need to 
understand, from those of us that have been coping all of our lives, or for a large part of 
our lives, with the world that is not accessible to us, they need to learn from us, and they 
need to learn how they can help people with disabilities. 

 
So as you can hear, I am lobbying for more active disability community.  And 

hoping that we can all stay together.  After this session, Lindsay and I, will be putting 
together a summary of your responses, and questions that you have, and we will get back 
to you about all of that material.  But if you have any questions right now, please, let us 
know and we will see if we can answer some of them. 

>>Lindsey: You have some.  So I will start.  Because we have 10 minutes for 
questions.  But we have certainly a lot of information that you guys have, you know, 
sent in and we will make sure to compile all of those.  Compile the information and get 
back to people. 

 
Let's start.  Integrated social media, Facebook, Twitter to push out information 

that the disability community can access during an emergency? 



>>Margi: We have done that.  We have used Facebook, Twitter, yes.  And it has 
worked quite well.  It has been a Boone for people that are Deaf.  I don't think that the 
disaster relief agencies have done as good of a job as using social media as they should.  
At least I haven't seen it.  I am aware of.  CIDNY and other organizations are getting 
messages out but I am not aware of, for example, OEM, or any of the other city agencies, 
sending stuff out via social media. 

>>Lindsey: Okay.  Is there a standard format for preparing an emergency 
preparedness plan for persons with developmental or intellectual disabilities? 

>>Margi: There is a lot of information on some of the sites, and I am sorry I don't 
have the resource sheet in front of me.  We do have a listing for that kind of thing, in the 
resource sheet.  So as soon as that is up, I apologize, I should have that in front of me 
but I don't.  There are forms though that have been developed.  I know the 
developmental be disability community has been very active in this and they do really 
good job.  So, I think, some of your national organizations probably have that 
information on their sites. 

>>Lindsey: Okay.  Is there a coalition of disability groups right now working on 
on dealing with all of these issues? 

>>Margi: I think, that the coalitions have been working at state levels, certainly in 
New York, New York state's organization for Independent living centers has been 
working on this.  But, I think, what hasn't been happening as much as it might.  Is real 
local coordination, so that the locals can feed up to the state, and get more specific 
information going around.  But I would check with your state organizations, if you can. 

>>Lindsey: Okay.  Somebody is asking, what happens when power goes out for 
people that depend on electricity?  People with dietary restrictions or medicine that is 
require refrigeration? 

>>Margi: Well, unfortunately as we learned in New York City, here, people are 
pretty much on their own.  And the people that have done the best are people that have 
friends and neighbors that know they are there, and have been able to get stuff to them.  
We're hoping that the New York City council, and the results of the lawsuit, will put 
pressure on the city to have a better response for people that are trapped.  It has been a 
difficult situation, each of the voluntary organizations, try to get to their folks.  But there 
are a lot of people that are not connected, as you know, to groups.  So they are pretty 
much at the mercy of neighbors.  One of the things we learned in Sandy is that if you 
have recovery materials, and information on the ground and people cannot get to you, it 
doesn't do you much good.  So we're trying to urge the city to have a door-to-door 
search plan in place for the next go around.  But, again, the people that did the best had 
their network set up so that they knew neighbors would check on them and they knew 
that they could get help if they needed it. 

>>Lindsey: Great.  Somebody is asking is there a way we can all stay connected 
and continue this conversation and share the best practices? 

>>Margi: We would love to do that.  Let me explore that, and, I think, that would 
be terrific.  I would really like to see us do as much as we can to share information, and 
come up with maybe some policy that we could promote in our areas. 



>>Lindsey: People are giving a lot of tips like show up at the local hospitals.  
Emergency management agencies, they do conduct drills and exercises, and if you show 
up and make them talk to you, you know, make them know you are there, in the 
community, it is important. 

>>Margi: Very important.  We certainly did that here.  Unfortunately for us, 
some of the folks that showed up were turned away from the exercises.  One woman that 
is the head of one of the local SILs center for Independent living.  She happens to be 
Deaf.  She was turned away from the exercise.  And told she was not appropriate.  We 
had folks take part in our exercises, and when they had questions or concerns that they 
brought up, they were told not now, we're not going to deal with you now. 

 
So I don't want to discourage anybody.  I think it is a great idea.  I think the 

more we are there, the harder it is for people to turn us away.  And, I think, that you 
know, the more that they are used to having to deal with us, the more that they will. 

>>Lindsey: We will do one last question.  Why were the people in high-rises and 
power chairs still in their residents.  It seems educating these people sooner to get out, 
you know, would have been able to evacuate the buildings.  Cannot just be the 
government's responsibility? 

>>Margi: Well, some of that is sort of true.  What happened during Sandy was 
that the Mayor took a long time to order the evacuation.  And a lot of people that were 
in public housing didn't know where to go.  And were frightened.  The other thing that 
happened, was that public housing shut down their elevators quickly.  And accessible 
transportation was shut down about an hour after the evacuation was called.  So people 
didn't really know what they could do, I think, to a large degree.  And the other thing 
was that many, many people were caught because of the power outage below 14th street.  
It was not directly the storm, but people were doing fine in their apartments during the 
storm and then, I guess, of it the next day there was the explosion at the power plant, on 
14th street.  And lower Manhattan was in the dark.  Which meant no elevators and no 
way to get out. 

>>Lindsey: Very informative and thank you on behalf of unite spinal cord 
industry for that presentation.  Definitely so much information sent in.  So make sure to 
get that to you. And for folks, you know, if we were not able to get to your question we 
will be following up with you.  You know, at a later day a lost you have been asking 
about the PowerPoint and presentation.  Again, it is recorded.  And archived on our 
website, which is www.spinalcord.org.  You can download the PowerPoint, also there 
will be a transcript of the whole presentation and also a recorded, you know, video where 
you can listen to it again at a later date. 

>>Margi: Our resources sheet will be going up as well.  So you will have a way 
to get to some of the websites that can help.  I wanted to thank you guys.  This has been 
really exciting, and I do want to find a way for all of us to stay in touch.  So we will be 
in touch with you as soon as we can. 

>>Lindsey: Thank you so much. And to let everybody know.  New mobility 
magazine, which is a publication of unite spinal association, regularly does cover 



emergency preparedness for wheelchair users, so check your e-mails for a link.  To new 
mobility story on creative ways that some wheelchair users did survive super storm 
Sandy.  Thank you for the presentation. And our next webinar is on July 25.  At 3:00 
eastern standard time.  And it is titled ADA and civil rights.  If you would like to sign 
up, and get preregistered for it.  You can do so on our website.  Www.spinalcord.org.  
Thank you all so much. And thank you Margi for that webinar. 

>>Margi: My pleasure. 
[concluded] 
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