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Ladies and gentlemen, good morning and welcome.  

I appreciate you all turning out on such short notice.  

I'm looking at the clock over my head, it's only a couple minutes past ten.  

That's unprecedented on Capitol Hill, starting only a couple minutes late.  

There was an old Kennedy, President Kennedy, adage, “always hire a room much too small, so people will be crammed in.  

We seem to have accomplished that. Thank you for squeezing in as you have.  

What I will do today is very briefly set the scene: why we are here, what our goals, our aspirations are, what our responsibilities as leaders in the Disability Community are.  

By way of just brief background, many of you know that the National Organization on Disability, immediately following the tragedy of September 11th formed a task force; and several of you in the room were on that task force.  

We worked diligently, and hard, and submitted a report to the President, which in turn was embraced by Governor Ridge, Allen Reich was then president of NOD and I met the Governor, had a swearing-in in the East Room, then had a private meeting with his office in The White House shortly after, the first week, in fact, that he took over his responsibilities there.  

As you all know, we then continued that dialogue with him and his team and with Dan Sutherland, who is still an integral part of the department of Homeland Security, and heads up The Inter‑agency Coordinating Council.  

We did meet, we again being Alan and myself with Governor Ridge in his last day in office.  

And I recall very vividly he talking, and we all, about the inevitability of another disaster, whether man made or natural.  

And then came along madam Katrina, showing the enormous clout of mother nature, And underscoring the challenges that all levels of government have.  

We are not here today, and I want to stress this at the outset, to be part of the blame game.  

There are more than enough folks here in this city pointing fingers at various entities of government and that has permeated, to a degree, across the country.  

Our role is not that.  

Our role is to devise in a measured way, solutions.  

And we are here to better serve first our community of people with disabilities, but by so doing, all Americans.  

Once a hurricane hit, it became almost immediately apparent that people with disabilities were neglected, and, dramatically so.  

What we at NOD then did was to approach the good gentleman on my port quarter here, Governor Hager.  

And we fortuitously had an existing grant from the Department of Education, which had a paragraph in it enabling NOD, the grantee to respond in the event of a tragedy such as Katrina or a disaster of that variety.  

And the Governor and his team were wonderful in making the money from that grant immediately available.  

And they were put to use to assemble and disseminate four teams of experts, cross-trained with disability expertise and emergency preparedness.  

And they were deployed to the three impacted Gulf states, as well as to Houston.  

They were led by Ms. Styron who is the director of our Emergency Preparedness Initiative.  

And you'll be hearing from her very shortly.  

The report that we are unveiling today, and I hope you all got a copy on your way in, sets forth the findings of those teams, and a series of recommendations at the end.  

The one that I think is of the most import to us, in that we have the ability, the responsibility to implement it, is to, again, convene a task force.  

A task force of all key stakeholders with special needs, emergency management experts.  

And we are fortunate to have on the NOD team two gentlemen who can lend credibility, and have pledged to help in the convening process.  

The first is Governor Dick Thornburgh, a founding director of NOD.  

You'll see the quote of him in here, as to his hopes for the task force.  

He was governor of Pennsylvania during the Three Mile Island nuclear disaster.  

And as you know, was instrumental in the drafting of the Americans with Disabilities Act and it's underlying regulations.  

Also, I'm delighted that Tom Ridge has joined our board and he is going to be very actively involved in this process.  

We plan to disseminate the report widely, to the President and his administration, but, as importantly, and indeed likely of more import, to state and local governments.  

And we are hopeful that this report would serve as a blueprint for action.  

The key to it is the involvement of people with disabilities; Involvement in the planning of process.  

And the plans, I hope, will be embraced, not only at all levels of government, but will be implemented in the next disaster that indeed is inevitable, whether man-made or natural.  

The plans will, yes, provide a greater level of safety, quicker recovery for our community, but in so doing, will do just the same for all Americans.  

And that is the combined, underlying goal of what we're setting forth to do today.  

With that, I would like to is introduce the Assistant Secretary John Hager.  

Long time friend, former Lt. Governor of Virginia, and now heading the Education Rehabilitation Services at the Department of Education: Secretary John Hager.  

It's a pleasure to be here and a pleasure to work with NOD as a follow up on the Katrina disaster. I've lad a long history of working with Allen and Mike and NOD.  

Particularly since 911 when they took the lead for the Disability Community in preparing the guide on the special needs of people with disabilities, and on their previous Task Force report, and analysis.  

They've been terrific ever since 9‑11 in working in this arena.  

So it's a natural that it flow into the to the continuing Emergency Preparedness Initiative project that we fund through the RSA, and continue in the after math of Katrina.  

Now, when Katrina happened and shortly after it was obvious that the devastation, and the problems down there, Secretary Spelling said, “children and adult with disabilities face challenges with the loss of their homes and supports for daily living. “ 

Through the department's Office of Special Education and Rehabilitative Services, funding will provide additional assistance to those with disabilities affected by the hurricane, which is another piece of this whole support that we've been trying to promote for people with disabilities affected by the hurricanes in the Gulf Coast.  

Now, the NOD study is one, then we've had several other things that I'd like to briefly review.  

We were able to get $25.9 million in Federal funds for vocational rehabilitation services through the law that passed last week, the Assistance For Individuals With Disabilities Affected By Hurricane Katrina Act of 2005.  

The 25.9 million was administered through the rehabilitation administration.  

We have the acting deputy here.  

The States, in these instances do not have to provide matching funds, which they usually do have to provide.  

These VR services will include training, assistive technology and supports necessary for employment of individuals with disabilities affected by hurricanes Katrina or Rita.  

And indeed, next week, I'll be in Mississippi working with the VR people on the implementation of this funding.  

In addition to that, we assisted adults with disabilities through our Centers For Independent Living.  

And through IL net, the communications network for those centers is located in Houston, Texas.  

We provided an additional $2 million in emergency funding to the CILs in the gulf region, and the areas where the evacuees have been sent.  

So, many of the CILs were designated by FEMA as points of contact for individuals with disabilities.  

And CILs will be the primary source of expertise for rebuilding damaged or destroyed communities with access issues in mind.  

So this increased funding is a big boost to them.  

And, the IL net is this collaborative training and technical assistive project which is run by Lex Frieden, we were able to supplement then with an additional two hundred thousand dollars to distribute disaster related resources and information.  

Then the parent training and information centers located in the four gulf states were also supplemented and coordinated through additional efforts by the Office of Special Education.  

And we're working with the Special Education Directors in the four states.  

Finally, NIDRR through a research grant is gathering research information related to the disaster, and finally, of course, our Emergency Preparedness Initiative, coordinated by NOD with those responding, assessing the delivery of services, and recovery efforts for the nearly 250 thousand men, women and children with disabilities living in the impacted area.  

The four rapid assessment teams, composed of nationally recognized special needs emergency management practitioners were on the ground in Texas, Alabama, Mississippi and Louisiana.  

They have been gathered to include information on disability response efforts, how long term and short term needs were addressed, and where gaps exist.  

We're now at the first stage of the findings, which are being documented in this emergency initiative to rapidly distribute the action items throughout all federal state and local authorities coordinating response and recovery efforts.  

So we're pleased to be part of this million dollar grant to NOD, to work on assessing special needs, and tracking those special needs in the event of disasters like the Katrina situation.  

And then following it through to the new task force Mike has mentioned, so that we not only are supporting and mitigating the current situation, but we're working toward the future to be able to prevent and to prepare for whatever might come affecting our community of people with disabilities.  

So, thank you, Mike for inviting me here today.
 I look forward to hearing the presentation about your great SNAKE effort.

And, I am proud to be part of it.  

Thank you.
>> Hon. Deland:^ we thank you for what you are so diligently doing day in, day out, on behalf of all people with disabilities and hence, all Americans.
 I now have the great privilege of introducing to you a remarkable young lady.  

Hilary Styron, who heads our Emergency Preparedness Initiative.  

She has 15 years experience in the emergency preparedness, disaster related field, and was the head of the teams deployed to those states.  

She has said that nothing in that 15‑year experience, whether it be hurricanes, tornados, whatever, 9‑11, prepared her for what she saw when she arrived on scene.  

By way of very quick backdrop.
 I think you're all aware that there were very few if any people on the ground, whether it was the Red Cross or emergency room doctors or whom ever else, had the experience to deal with people with disabilities.  

And when Hilary and the teams arrived, they stood out for having that unique combination of cross-training.  

Hilary very soon after arrival was taken under the wing of the US Marshals and she will recount, it was that which enabled her, number one, to return happily, safely from what really was, and to a degree is, a battle zone still.  

But also, to have access to places that very few, whether in the media, or whatever component were able to go.  

So, with that, I will turn it over to Hilary and I really commend her for the remarkable job that she has done.
 I have a son in the Marines who was in the first wave in to Baghdad, and the first wave in to Falluja and what he encountered was not dramatically different from what Hilary lived with on the ground first with the teams, and then when she was asked to return by FEMA.  

So with that.  

Hilary.
>> Ms. Styron:^ thank you very much, it's good to see everyone this morning.  

Before I begin with the briefing, I want to acknowledge the volunteers and first responders down on the ground, as well as the law enforcement agencies, and the military who are providing support during this and were down there on the ground during rescue and recovery operations, and are participating in long term recovery.  

This would not be possible with out all of their help while we're trying to deal with the impacted areas and those populations that we’re all responsible for serving.  

And also, you should note, while these assessments were going on and being dealt with in the fields, there was a lot of work going on here in Washington DC and around the country ‑ work going on around the country with the specific organizations and advocates that were coming together on daily, hourly, conference calls trying to determine what they could do, what we could do as a group together in a unified approach to help these populations that weren't being served, or under served and are struggling to get their needs met.  

They've done a tremendous job in trying to move things forward and help the constituents that are impacted in the gulf.  

They need to be commended for that.  

In addition to that, the inter‑agency coordination council that was established after executive order 13347 last year and run with Dan Sutherland’s office out of the Office of Civil Rights and Civil Liberties. They've done a great job as well.  

They've started an incident management team, expanded the scope of their office so they could begin some operational change in the immediate sense so they could have a direct impact on this population getting the needs met that they have.  

They were able to increase the national response registry so that it now includes durable medical goods and assistive technologies.  

Now we just need vendors to populate that.  

That was a significant accomplishment.  

Then also we've been able to have Secretary Chertoff sign off the agreement for a Liaison to go and deal with special needs issues, who is now the liaison down to the principle federal officers location in Baton Rouge and at last check also were going to deal with some Rita issue in Texas.  

Those are really tremendous success stories that are going on in Washington while these assessments were taking place.  

We need not forget about their efforts as well.  

Just some updated statistics for you so you have kind of a snapshot.
 I have some reports here and understand when I give you facts from FEMA that I have published right here, there is not an indicator as to whether or not it includes special needs populations. I'll give you more background on that as to the reason why.  

As of Monday, there were three hundred and twenty‑three people still in special needs shelters throughout Louisiana, and the gulf region.  

And they have been moving patients back in to nursing homes.  

That has decreased population in the shelters.  

So, we're still using kind of a medical model, if you will, to discharge or to transition folks into different housing, they're going back into nursing home situations.  

They estimate that at peek there were about 9600 people in specialty shelters throughout the region.  

It's not as large as I expected.
 I would think the number had been higher had different intake procedures been in place and folks able to recognize what constitutes special needs and disabilities instead of perhaps not being fully aware, and educated in that.  

There are currently three hundred thousand Louisiana residents living in Texas and approximately 47 thousand of those people are in Houston.  

When Rita came we had to move folks that had evacuated once and been traumatized, and to evacuate them out again.  

Most of that was successful.  

The long-term housing projects that are going on, their initial target date was to have around five hundred folk in some long term housing situations by yesterday. I'll know later today if we were able to meet that goal.

There are about 4600 travel trailers on the ground at various staging areas in the gulf region.  

They're getting the ground prepped to bring in the trailers,  

Utilities coming in, things like that.  

Then also they're dealing with some price gouging of travel trailer companies and mobile home companies, and some folks that own the land.  

So, are certainly looking at different issues on the ground.  

That's kind of delaying some of the implementation of the housing.  

There are some struggles with HUD and FEMA to get housing set up the way it needs to happen.  

At the peak, in Louisiana shelters there were over 43 thousand individuals.  

And currently there's about 31 thousand people living in shelters in the state of Louisiana.  

That is just within the state itself.  

As you've heard up here previously, we did a very, very rapid special needs assessment.  

The teams were on the ground for 2 days.  

It was not a week.  

It was not 5 hours at each place.  

We had four teams deployed across the gulf region in Louisiana, Mississippi, Alabama and Houston.  

They were on the ground for 2 days where we were able to meet with specialty shelters, community based organizations; it was a very quick in and out.  

And purpose of that was to try to capture the systemic failures that might be occurring and facing the special needs populations, and disabled populations.  

So we had a tool that was give to us before we left, we have an analysis team that was here in Washington that created our tool and we went down and assessed things like sheltering.  

And within those shelters, did they have TTY access? Did they have basic needs? Did they have durable medical goods?  

Were things like that available? What were their stockpiles of food? 

General information.  

Then we were able to ask some interview questions about things like, did the shelter individuals that were responsible for operating that shelter have training prior to establishing the shelter in special needs? Were they given education, were there memorandums of understanding arranged prior to the shelters being established and perhaps disaster plan so that the special needs would be addressed in the event? 

Some of those statistics are rather awe inspiring.  

There's still quite a deficit in the coordination between emergency management and the special needs populations.  

However, I will tell you that the results that we have to put forth to you today, are not really new.  

These are statistics and information and results and issues that we have been talking about for the last decade.  

Pre‑9‑11.  

Pre-Katrina.  

For 25 years we've been dealing with these issues.  

We had a report that came out in April with the National Council on Disability.  

They said the same thing.  

After 9‑11 we had action reports that indicate the same issues that the population faces.  

Now you're going to have more reports coming out of Katrina and Rita that will be echoing sentiments of our colleagues and peers that we've been trying to get changed for years.
 I would submit to you that whatever you hear today or read with regards to this report is available on‑line, if you weren't able to get a copy.  

That you know this is not new.  

In that sense it's newsworthy.  

When does a lesson learned become a lesson you take action with? How much longer does this community have to wait until their needs are effectively addressed in emergency preparedness?

In New Orleans, prior to Katrina happening, there was approximately 23.2% of their entire population by census report standards, designated as disabled or special needs.  

And in one of the counties that was hardest hit in Mississippi, that was 27.2%.  

So that's a pretty large amount of their population, to be needing things addressed differently, or having things coordinated in a different manner.  

That's a significant amount.  

As we can tell, it's impacted the ability to respond and recover in a quicker mode than rather the long-term recovery that we're all going to be impacted by.  

Some highlights, or low‑lights if you will, from the surveys that we did:

36% of the shelters throughout the region that we surveyed, only 36% of them had a special needs expert or special needs individual that had some training in special needs issues and disability issues.  

Out of the shelters that we were able to go to, 54% had no memorandum of understanding in place with service providing agencies prior to these events happening.  

So, if you can imagine, picture, all of the Red Cross shelters and special needs shelters establishing themselves in the middle of weather and impact trying to determine where they're going to get durable medical goods, food, water, electricity etc. They didn't necessarily have that worked out in advance.  

Pre‑planning really could of made a difference here in how things were established and stood up.  

87.5% of the community-based organizations that serve people in the disaster impacted areas and in the region did not know how to link to their emergency management system.  

They didn't know their emergency manager was, they don't know how to access the department of homeland security that's established within each state.  

They didn't know necessarily, other than calling 911 or knowing perhaps their local fire chief was, what is their emergency management system.  

87.5% of the community based organizations.  

Those organizations serve this population and they were struggling with how do they even coordinate the needs and response they feel they need to do for their constituents and client base, they didn't know how to access the coordinated system everybody after FEMA got on the ground.  

So those are pretty significant numbers.  

Now, remember this was a small sampling.  

We didn't go to all 700 shelters, we went to approximately 30 shelters and locations throughout this region.  

It was very, very quick.  

It was a small sampling.  

It did indicate systemic issues that have been around for a while.  

There was major, major client despair in many of these shelters.  

There were poor conditions, lack of space, over crowding.  

Now, I will grant that we had a massive evacuation and maybe that's not normal under regular circumstances of disaster evacuations.  

If there's one shelter of last resort that's still sound, and five thousand people had to go there, that's because they couldn't go to the others that were blown away.  

So, some of the overcrowding was as a direct result of infrastructure collapse because of the events unfolding.  

So, just note that when you think about overcrowding and lack of privacy.  

And if you go in to some of these shelters, many of them have last word Dome.  

The Astrodome, Cajundome.  

If you've ever been in Madison Square Garden, picture that floor completely covered in tents, cots, makeshift air mattress beds and everyone stacked up in nice little rows.  

If there were risers, people were sleeping in them as well.  

The buildings were beyond capacity.  

Even the building still intact suffered infrastructure collapse.  

We all heard the stories, in addition some of these locations they lost power, water, sewer.  

It happens when the systems are overburdened.  

There is a capacity that the structure can support and can't support.  

With duress, impact areas do lose infrastructure.  

Lack of food and water at many of the shelters.  

Even a week after, 2 weeks after.  

We hit the ground on September 12th for these SNAKE team assessments, that's almost 2 weeks after the impact.  

There was still food, water, basic needs ‑ 2 weeks later some areas were unreachable, folk s didn't know at the shelters what was needed because they don't have the background in the special needs environment.  

They didn't know what a person with a disability is ‑ define that for them.  

Define disability.  

What does that mean? What if it's hidden?  

The most under served population was the deaf and hard of hearing community.  

And I'm starting to get statistics on deaths related to Katrina and individuals that were deaf and hard of hearing and were not able to seek medical triage, or seek access to areas because they didn't have the technology or interpretation or captioning or their screens to access appropriate care in a timely fashion.  

So, that's a huge issue.  

That population has suffered tremendously.  

Less than 30% of the shelters that we visited had sign language interpreting available.  

80% had no TTY access.  

Very few had access to open captioning on their TV screens.  

There's an in consistent use of an interpreter on TV by officials.  

There's been inconsistency broadcasting messages, and truncated messages throughout this.  

And I would just submit that not only in the evacuate announcements: “it's coming, get out” announcement in the emergency, but in the long term recovery phase of this as well, these messages need to be captioned so all populations can access this information.  

We need to have accessible information throughout the entire life cycle of a disaster.  

Let me go over some of the major issues that we found in the research I'll just give you some salient points to that, certainly take questions and answers after this.  

Disability and activity limitations and the aging issues were addressed in the medical model throughout this region.  

Folks that may have been living in independent living centers, living at home, doing for themselves very; well because of this issue, they were triaged through a system as a medical model.  

Whether they had a current medical need as a result of this disaster or not, because they had a disability they were moved through a triage process using the medical model.  

So we surged the hospitals so that the newly disabled and newly injured and individuals needing critical care perhaps had delayed care, or perhaps conflict for resources.  

As I mentioned earlier when you're transitioning these folk in the long term or intermediate housing, instead of going back in to independent living situations they're being transferred to nursing homes.  

That's where they'll be until there's discharge planning in place and accessible housing made available to these individuals.  

There's been a loss of independence for a large population in the gulf region.  

And individuals that were evacuated out of the region and in other states throughout the country are probably having the same heartburn issues right now.  

If they were transferred to a center, and then they moved to a nursing home, if there's not accessible housing in these communities we've evacuated to across the country, they will remain in nursing homes or hospitals.  

In case of those with disability and advocacy organizations, you're spending your own money and budget on Katrina and Rita response, 

The same in gulf region, there's a tremendous fiscal impact to these organizations that do advocacy, perhaps they barely have an operating budget Monday through Friday, 9‑5, now they're open 24/7.  

They're trying to find their constituents and clients and taken right out of the operating budget.  

Are they eligible for FEMA reimbursement? No.  

So how are we going to be re constituting their budgets so that they can continue serving the population that they're responsible for, that they have a mission to deal with and take care of and to help and assist in these areas when their funds and resources have been depleted.  

Also, it's worth mentioning that, you know, the New Orleans specifically, a lot of the independent living centers are completely destroyed.  

Just consider New Orleans to use a term, ground Zero,  there's nothing left, now it's being rebuilt.  

In this immediate aftermath there's no infrastructure, so the independent living centers are gone.  

That's why folks in nursing homes are not going back to transitional housing.  

But, the advocacy organizations themselves and, the advocates that are out there on the ground trying to find clients have lost their own offices, have lost their own houses.  

And they're still trying to get out there and access these shelters and find the folks they take care of and help.  

They're struggling with locating a lot of these folks, they're dispersed all over the country.  

The tracking mechanisms of where folks were being moved and evacuated to, there were some Systemic issues as well and not being as organized as it should have been.  

There also seems to be an inconsistency as to who has ownership of disability issues and special needs populations.  

When I asked this question specifically in the state I was assessing, nobody raised their hand.
 I asked five different logical places and no one claimed ownership of disability related issues for the state, which meant anything coordinated out to the state levels was fragmented, not standardized, not coordinated across the board.  

When FEMA came in to set up joint operations they were struggling how to determine how to access this population best, and how to get the information in to the areas, and to the people that need it the most.  

One of the recommendations that we've made in this report, seconds the creation of the PFO, the Principle Federal Officer, a liaison to that individual, wherever that group is going to be located, be it in the forward command area or perhaps in a joint field office in a more secure location. We'd like to see a liaison as a permanent part of their structure to deal with special needs and disability related issues.  

The inter‑agency coordination council was able to push that through for this disaster, for Katrina and Rita, the acting director of FEMA were able to get somebody down there.  

We're hoping after our report, and our information that it's a qualified person with emergency management operation experience and special needs background and experience, who will go on the ground and be deployed as part of these team so these needs are addressed at the front end in the immediate aftermath.  

Not two, three, four weeks later.  

One of my most frustrating experiencing in the emergency operations center in New Orleans was constantly being told “no” by officials trying to coordinate response and recovery.  

“No, we don't need to worry about interpretation.”  

“No, we're not doing TTY.”  

“No, Hilary, that's not what we're here to address.”  

Correct me if I'm wrong, this is a population you're serving.  

And if you're not addressing their need in an accessible way, they are not able to know what they need to do for themselves.  

It was very, very frustrating, there was a lack of coordination and acknowledgment from the response community all the way up through the systems as to how to deal with these issues best.

It was delay in the getting it coordinated.  

And to this day there, are still fragmented efforts going on.  

And that is something that needs to change.  

The disaster recovery centers, there's about 27 of them established throughout the gulf region right now, I cannot tell you if they are fully accessible. I can tell you that home bound individuals that need home health care, or have activity restrictions are not able to go to these locations because there's no accessible transportation.  

They're being told on the phone that they have to report in person and we're trying to work with FEMA and the disaster recovery centers to get teams that can go out and deal with recovery issues for the individual assistance programs. As long as that is not happening, there is another population that is not having their needs addressed for this recovery.  

They're not getting their paper work filled out, it's not getting put in through system for reimbursement and approval of funds from FEMA.  

So the home bound in this instance: they're at a home if they've been able to find transitional long term housing, they aren't able to access the recovery process like they need to be.  

And also the individual who were perhaps in independent living centers are now in nursing homes and have to use that system for at least shelter and their medical needs. They're still not able to transport themselves out to these disaster recovery centers and get their needs met and start their process of recovery.  

So, it's very, very frustrating in that regard.  

The emergency information needs to be available in an accessible format.  

We found, by far, in almost every shelter we went to, lack of accessible emergency preparedness and emergency management information.  

If it was “we have established a deaf area in this part of the center”, while there was nobody there with an interpreter to announce that the deaf individuals could go over to this area of the room and have their needs met.  

When they would broadcast over the PA or a bull horn, most often, usually National Guard telling people where they need to stand and line and what they need to do.  

That was not done with an interpreter.  

There certainly wasn't C.A.R.T. available to anyone. We were lucky to have our technology here today.  

But two, three, plus weeks out from the event, these were not available.  

They certainly were not available in the immediate aftermath of this impact.  

And even in two or 3 weeks later, there was a deficit in accessible technology to provide emergency information.  

The service coordination for assistive needs and your daily care needs was lacking, it seemed, in the whole region.  

Was it well coordinated throughout the local area itself? And then once you move that up to state coordination it got even more gray. And when we brought in our federal partners it was really gray.  

And who's on first, and who's responsible for durable medical goods? And who's providing vaccination? And who’s doing medical care? And it was very hard to to capture who's responsible for this and how are you getting this information out. If I need daily living assistance, personal hygiene care, maybe I had a personal care attendant prior to Katrina,  

How do I go about getting another personal care attendant?  

How do I access the system and I remain somewhat independent in how do I do that? That information was not coordinated through the three levels of government on the ground and certainly the first responder community and our medical core teams that were down there, they weren't aware of how to access these systems either on a local standpoint, because they're not locals, they came in from all over the country to volunteer.  

And they didn't have access to the information.  

It wasn't put together in coordinated areas.  

There wasn't a manual if you stood at the Red Cross center in Louisiana, there wasn't a resource manual they could open up and say “oh, this is who we need to call for durable medical goods, this is who we need to call for different health care needs.”  

One of the nursing running the shelters said “it would be nice if I didn't have to spend 12, 13, 14 hours a day going through yellow pages and trying to find out that business is no longer in operation because it's flooded and that business is in Alaska.”  

So, you know, the volunteers that come from all over the country, god bless them, they wanted to do everything they could, but they had to take time to determine what resources were available to help this population. So that is why the change in the national response registry is significant.  

Now, we just need the vendors to populate that and look at it in regional context as well when we have these issues.  

Accessible transportation; prior to Katrina in the New Orleans area there was very little transportation.  

There's not a Metro system that we have here, that we take for granted, as difficult as Metro can be, every day.  

There, it was not transportation available.  

They didn't have a large cab company.  

They don't have a subway, their bus population was destroyed or is now inoperable.  

When you are bringing folks back in to the area and they're doing reentry, or they're sheltering location there is wasn't enough transportation to move people around to their physical therapy appointments, perhaps they had speech therapy, there were a lot of long term daily living needs that were not able to be met because there was not accessible transportation.  

Cross training is another important issue.  

Emergency managers, I will say this because I've been one, must integrate themselves in to the special needs and disability populations.  

They have got to start including this population, the advocacy organizations, and disability leadership in their preparedness planning ahead of these events.  

The pre‑planning that Arlington County experienced for the Pentagon response, between Pentagon fire and all of Arlington county responders and the Pentagon itself went a long way in that response being as coordinated as it could be under the circumstances.

But they had done work together in advance.  

And if 87.5% of disability related organizations and community based organizations ‑ 87.  5% don't know who their emergency managers, perhaps we can see why that would infer this population is having some fragments associated with how they're getting their needs met.  

The emergency management community is not stepping outside traditional box of who they work with they need to get outside the box and look at nontraditional partners. I guarantee you those community-based organizations and advocacy organizations are going to become first responders in the event of an incident like this.  

It's happened long before Katrina.  

So pre‑planning will help mitigate some of these issues from occurring in the future.  

The converse of that is, disability organizations and advocacy organizations and the population, to the extent that they are able, must become educated consumers.  

We're not passive consumers.  

We argue about health care all the time, and accessible transportation, and housing and we're lobbyists, we're protesting the Supreme Court today.  

Nobody's protesting about the lack of emergency preparedness planning for them within their own communities.  

Nobody stood up to their emergency manager and said “why are you not incorporating me in to your plans?” That type of movement needs to happen throughout state and local government.  

And they need to be educated, the disability populations need to be involved in the training, need to be involved in the planning.  

Need to understand what the system really is about.  

What it means when you have weather coming over your house and you're still dialing 911 or you're using your personal alert and wondering why no firefighter is coming to your house.  

When weather is coming over us, we're in lock down mode.  

We're not going out for anyone, disabled or not.  

And there was a break down in perception and reality with this community.  

Late evacuation, not evacuating and taking care of their needs ahead of this weather coming in has caused a lot of people so much catastrophic grief, but also not understanding how the 911 system or the emergency response system and responders work during emergency operations. That lack of knowledge and perception difference caused some issues for folks.  

So they need to take an active role in their life safety.  

The advocacy organizations really need to start reaching out to their emergency management leadership.  

And if you don't know who your emergency managers are, call me.
 I should probably not say that out loud, but call me, I will hunt them down and find them.
 I can tell you I have a list, it's by parish, state, local.
 I can tell you for any area of the country who your emergency managers are.  

That's public domain information.  

You need to look outside the traditional box who we, in disability organizations generally work with.  

We have to change these statistics.  

We have to change how these plans are dealt with for the future.  

This population has suffered tremendously and to know that perhaps it could have been mitigated or reduced is very frustrating for me to have to go down and observe the ‑ just this aftermath of the weather and houses being down 5 blocks or completely obliterated, or durable medical goods lost in the water and contaminated and victims not having their needs met.  

This is very frustrating to someone like me, it tells me my program needs to be more aggressive.  

It's also a comment on the disability organizations on the ground to reach out, be aggressive and not be passive consumers in this environment.
 I'm hoping with Katrina and it's impact being felt nationally that this tide will change and perhaps we can change some of these lives.  

And folks that were impacted can now become advocates and become involved, volunteer.  

And know who your emergency manager is.  

Your emergency manager is not 911.  

Did you know that? That is not your emergency manager.  

The other thing we figured out of here, when we did our surveys, the delay in medical goods and stockpile of equipment, if it's wheelchairs, manual wheelchairs, special electric wheelchairs, or if it’s general, if it's the private hygiene things you might need, those goods were delayed in getting to folks as well as the pharmaceutical needs, there was some delay in that.  

If the pharmaceuticals that were needed did not come off of national stockpile, that takes a few days to parcel out.  

Then special medical needs, perhaps unique prescriptions that you might have may not be able to be met.  

One of the suggestions we've made in this report is a durable medical goods stockpile be created.  

If it's modeled off of the strategic is stockpile, fine, as long as it's done.  

To the degree that it's monitored, the inventory is controlled, there's a robust resource available to responders and individuals at the state and local level so that perhaps it's dispatched regionally.  

But it can be a very, very controlled way of doing it.  

It's just a matter of getting these stockpiles available instead of five people calling five hundred places looking for wheelchairs at the same time and maybe not knowing where the greatest need of wheelchairs is, but having a good faith effort. Not, “I have somebody at XYZ shelter and they're telling me, we need wheelchairs.”  

Kind of vague in what kind, how many and are you the only one in your area that needs these wheelchairs maybe we should have a stockpile that comes, available, when the feds are moving in their resource, that this now becomes part of the stockpiles that are brought in.  

Not just the food and water, we need to go beyond food and water.  

We need to look beyond your daily staples, include those as well but have these durable medical good in stockpile capacity.   

One of the last issues that we have.  

It's a long term policy issue, and also an immediate need.  

Accessible housing.  

There was little accessible housing pre‑Katrina.  

Now there's even less available.  

As fast as it can be built people are moving in to them.  

We need to look at taking the universal design engineers and disability design engineers that know the compliance regulations and know engineering to work with the FEMA contractors or state and local contractors for the housing need so that as they're developing housing areas, they are incorporating accessible housing in to this.  

When I went to the joint field office in Baton Rouge, and was looking on the wall at their nicely plotted shelter population map so they can have an idea, perhaps in Louisiana of how many folks were going to need new homes, there were some dots missing.
 I said, “gee, where is this shelter, where is that shelter” because there were five hundred people there that were special needs.  

They didn't know at the federal level that the state had designated special need shelters, so they weren't including that population in to their housing census to think about accessible housing when they were deploying these trailers and mobile homes and new construction or modifying buildings that existed.  

That hadn't been included; it's included now.  

But, 3 weeks later, instead of it being on the table when you're starting your discussions.  

At all of these locations this type of stuff should be at the front end.  

We shouldn't have to be engineered out or reengineered 5 days later, 2 weeks later 6 months later.  

How long will it take individuals with disabilities and special needs to have their recovery needs met? And it's going to take a longer time for that if folks that are responsible for coordinating the rescue efforts and the response efforts don't know what those needs are and don't know the population numbers that exist.  

How are you going to plan for that if you don't know these folks exist. I'm reviewing some situation reports from the gulf region and in some, there are special needs designated report sections.  

In most there aren't.  

And some of the most significantly disaster impacted areas there's no reference to special needs populations.  

There's no reference to disabled anything.  

Other than, their infrastructure is disabled.  

So, if the situation reports are not acknowledging these needs, the planning process will not happen effectively and it will take that much longer.
 I can guarantee you that.  

When I was in the emergency operations center in New Orleans, it was not my mandate to operate as an emergency support function, that's not why I was down there.  

Since I was the only one in a room of 150 people of trying to do emergency support functions, I was the only one that knew emergency management operations and special needs issues.  

And I was only there for a week.  

So, when I left on Sunday, on Monday, the phone was ringing, why aren't you here, there's nobody here to help us with this.  

Until you ask for one and make it happen, there won't be.  

Under EMAC, the emergency management agreement commission or assistance commission, I'm not sure on the acronym, sorry, we were rotating teams, we rotated teams down in to the command center.  

And it just so happened while I was there, the team from Northern Virginia was staffing the EOC, so I thought this will be lock, stock and barrel, they know what to do, they know they know they know.  

Well, under EMAC there isn't a designated individual that deals with special needs.  

So I started to ask the officials when the EMAC agreements are established they perhaps need to revisit the staffing needs so when they're on the ground helping local response there is a special needs expert there.  

And not having that is just going to disable their response to coin a phrase.  

The longer this is not addressed effectively, it does impact these populations and to a degree it will impact all populations.  

911 was re‑established last week in the New Orleans area.  

Not all zip codes have it.  

Not all zip codes have portable water, they have it for fire fighting needs.  

That's about it.  

We're bringing populations back in that don't have full electricity, don't have full accessible communications. Do they know not to drink the water? Do they know where to go for medical care? Because many, many, many of the hospitals in New Orleans Parish are not operational.  

They're being transported out of their neighborhoods in to other areas and having their medical care needs address.  

There's a lot of work that needs to be done on the ground.
 I would just encourage all of you in this room if you're with an advocacy organization or with a policy change organization or both, that we look at this no longer in saccharine terms, no longer soft paw it, this has to change.
 I would hate to think, next hurricane season that we haven't made a different.  

Because you can count on the weather, they've been concentrating on threat assessments and weapons of mass destruction, we needed to do that.  

We need also not to lose sight of all hazard approaches, the weather comes daily.  

And it just can completely wipe out your infrastructure and population. So we need to be sure that go in to consideration when we're making these plans.
 I think that's more than enough.  

If you have any questions or anything we'll be happy.
>> Hon. Deland: thank you for the overview and the commitment and passion that you bring to this issue and set forth the challenges that confront us as we launch in to this task force and next phase.  

Questions?
>> Speaker:^ what can we do immediately to assist you because ‑ this is the first time too that I heard ‑ it sounded like more of a crisis than anything.  

In terms of legislation that could be introduced? Because this is going to require funding and, I don't know who can go on the floor of Congress and say they're not going to fund special needs.  

But what can we do?
>> Hon. Deland:^ governor, would you like to respond to that?
>> John Hager:^ I think before you came we covered a list of several arenas that we eave been participating with.  

The parent training centers, CILs, Voc rehab, subsequent funding that passed in a bill last Thursday.
 I don't know that there's an immediate answer other than the many efforts that are humanitarian type efforts that have taken place.  

What we're trying to do here is take an overview and translate that in to a plan for the future, not only to mitigate what's happened down there, but to prevent and prepare for another disaster  

So, I'm not aware of anything from a special education standpoint, it's all been proposed on the Hill.
 I'm not aware of any additional things that aren't in play right now.
>> The information we're getting too from news reports, faxes and e‑mails have basic health care needs.  

Because people don't have health insurance.  

The Congressional black caucus is looking at proposals

>> Medicaid is very important.
>> Ms. Styron:^ Medicaid is very important in this issue.  

It was one of our findings, Medicaid is established and a part of some of these special systems and needs that are already in place.  

So, one of the issues was this mental health crisis that's unfolding with a lot of the individuals.  

So perhaps an expansion in what Medicaid is able to cover or an increase in funds. Medication is one of the biggest struggles that this population is having right now, if they can blissfully find a prescription if they lost their medication, they don't have the money to pay the co‑pay because there's no source of income. They're not able to access systems for funding or, the funding that they may have had on their private savings accounts is completely gone. That's also what's happening with some of the housing issues.  

Medicaid is very, very important to this community, and try to increase that funding.  

But, to date, two million dollars in housing assistance has been approved throughout Katrina and Rita issues but only 4.  5 million of that is with Katrina.  

A lot of that has to do with accessing the system and knowing who to call and being able to start that paperwork process.  

If you're here with congressional delegates, you should understand that the budgets need to change and shift so they can address this in a long term sense.  

This isn't something you can say “for FY '05‑06, this is all you're getting,” this is going to impact for several years to come and have that community to have their needs met in the long term sense.  

So there's a billion dollars going out right now in aid.  

And I don't know when that number is going to be enough or is it ever enough? So if you're looking at what things can change legislatively, you know, certainly an increased funding for housing and the assistive technologies and being sure if we're giving grant money out or giving money to state with match, without match, things like that, and individuals and entities that we're really doing something that's value added and these services are really helping the populations and it is being done down at the local level and rebuilding these communities and also at the state level so that their needs systemically and system‑wide are being addressed instead of a part of the population getting money over here when it perhaps impacted a larger region.  

We just to have be sure money is being allocated ‑‑ 

>> Construction of special needs housing?
>> Well, houses that would be accessible.
>> Thank you.
>> Thanks, Lee Page with PVA.  

Hilary, I was wondering, that was a great overview, first of all.  

And I totally commend NOD and what you all have done.  

I was wondering, you see on the news so much about how everyone had to leave their pets behind and stuff like that.  

I was wondering, when you took a tour of the shelters, whatever places you were in, what was the status on service animals? Or lack there of, and did any make it through and if so, were people with disabilities able to have them with them?
>> Ms. Styron:^ there was inconsistency with that, as I'm sure you probably heard.  

Service animals were separated from the individuals that needed them.  

Some have not yet been re‑established or married back up with their partners.  

And some were.  

There was a variable and it depended on how soon.  

It seemed to depend on how quickly folks evacuated, did they have access to transportation individually or with their own support network?  

If they became dependent upon rescue, perhaps, or public transportation to evacuate them that seems to be where a lot of the break down of having service animals remain together, that seemed to be where it happened most often.  

That is a significant struggle.  

That might be your key to independence.
 I didn't personally hear, and I didn't read any of the results that indicated service animals were denied entry.
 I know domestic pets had been denied entry.  

pets have been denied entry, and livestock.  

Some folks showed up with livestock.  

There's an issue as well.  

Service animals is a big issue as you know.  

There's inconsistency in that.  

It is definitely something that needs to be looked at in a greater sense and some sort of policies implemented.  

When rescuers are saying “this animal is equal to XYZ weight of a human child.”  

They're making these decisions, again, the rescuers may not know what the real need ‑ this isn't a pet, they're not understanding that.  

So there's some lost in translation issues that we need to be able to address with them.
>> John:^ Mike, John and then Hilary.  

Mike and John, both of you talked about working with government agencies is there any effort being made with private industry as they put back power, as they build homes, as they bring in telecommunication systems? And question to you, Hilary, what do you need in terms of assistive technology in 
>> Hon. Deland:^ well, first as to private industry, that is one of the things that we are obviously going to have to address with the task force and there will be representatives from the private sector on it.  

Just as the Red Cross and other such entities.  

The Red Cross, for example, I think you all have heard has raised a billion dollars, which is wonderful.  

Of that billion dollars there is comparatively little getting channeled to the people in the Disability Community.  

Similarly, the Presidents Bush and Clinton Katrina fund chase raised a hundred million dollars.  

And the Presidents and their staffs are focused tenaciously on trying to channel those moneys to the people that really really need it.  

And that is a real underlying question that unfortunately is not going to help many people in dire need right now with Katrina, but with a next round, that's what we're going to address and do it in a systematic overview way.
>> John Hager:^ John, private industry, of course what they provide is jobs.  

And the quickest way to get recovery moving is to provide employment and consistency to individuals whether they have disabilities or not.  

And so, I think that, that's the key is getting an economy back on the ground.  

As far as assistive technology goes, one of the things we're working on very hard is, what we call recycling programs.  

Programs where assistive technology gets from those who have to those who need.  

And you take it to through a process of sanitizing and sizing and try to reuse much of the equipment that either gets discarded or displaced along the way.  

So we're very focused on trying to expand the availability of assistive technology to people who need it.
>> Hon. Deland:^ any other questions or comments.
>> Hilary, when you made your first trip down and started going around to the evacuation sites.  

How cooperative were the people running the evacuation centers in allowing you in or giving you information?
>> Ms. Styron:^ I believe most of the teams had ‑ I wouldn't say easy access, but they were well received.  

There was some resistance with the Red Cross shelters.
 I would submit that was due in large part to the volume of clients they were trying to serve.  

And also the atmosphere within those locations.  

Some of the Red Cross shelters were very large domes, you know, like the Cajun dome type situation.  

And they were hesitant to let us in primarily because of the violent air that was just around.  

There was a large community in a small area and they were traumatized.  

So there was some violence in a lot of these shelters.  

Some aspect when we had resistance to go in these shelters, it was primarily for our own safety though that might not have been completely articulated.  

Certainly observed, and some of the teams observed erupting issues that law enforcement had to intercede on.
 I certainly did.  

And, for the most part we were received with open arms because folks wanted to find out, if they weren't addressing a need, what do they need to do and how can they change it.  

Almost every single one of us wanted to strap on a stethoscope and blood pressure cup and run around with a stretcher and help these folks, you just felt compelled to help them.
 I think the access went as well as it did under the circumstances.  

There were a lot of shelter operations, the faith based community stood up ‑ put up independent shelters the all over the place.  

They did a tremendous amount of work in all of these regions, they really helped this community.  

They should be commended as well.
 I know we talk about the Red Cross shelters, but there are state designated shelters, there are independent faith based shelters, for the most part they were able to access these areas and get the information they needed.  

There were a few instances they were not. There were circumstances that per precipitated that, I think.  


>> Hon. Deland.  

One final question, then we should adjourn formally and I think Hilary and I and perhaps the governor could stay and respond to individual questions.
>> I'm Carl from the Disability Preparedness Center here in Washington.  

And from our research and your research and everyone's it's very apparent the national capitol region is not prepared for a catastrophic event like we're talking about here today.  

Some things you learned from your visit and assessment that might be helpful in terms of being prepared here in the Washington area.
>> I agree with you Carl.  

And I know at your conference last week, we were able to skim the surface on some of these issues and see how we're coordinating things in the region.  

When I talk to senior policy group members and other member in the community, we need to look at who's coordinating the efforts for the special needs population.
 I know that when we've asked for designee from Virginia, Maryland and DC, sometimes there's a hem haw as to who is going to represent that population.  

We need a clearly designated agent within each state domain, and DC being federal state and local at the same time.  

We need designation and ownership so they're accountable for how they're coordinating and also how they're requiring the coordination to go down.  

It works both ways, from the local up, to the top down.  

That needs to be more clearly defined as well as the resources available to the responders, but then also to the public as well.  

More community‑based training is also needed, I think you would agree with that.  

There's a population that's not getting this information.  

And this was seen in Katrina and Rita, there's a population that will always not get the information.
 I know that.  

We won't have a hundred percent, but we need to be doing a better job in reaching the folks that always fall through the cracks.  

Why aren't we reaching them in a more aggressive way.  

And to the degree that the materials are available in accessible format.  

That really needs to be something that's changed so here in the region, they have very similar things they need to address that we found down in the gulf region. There's no part of the country, I think that is immune to that.
>> John Hager:^ I'd like to add to that, everything's relative in this world.  

National capitol region is far better repaired than most urban region in the country.  

In some respect the correlation of the health departments are well advanced over other areas.  

Some of what Hilary says is true.  

There are basics that still require additional attention and more efforts.  

And, as I say, it is relative as to how much, how well you can be prepared.  

And I hope a lot of progress does get made.  

But, in some respects, we're far better off than other areas.
>> I really would like to ask this question so this group could hear it as a whole.  

Because it's something that we've dealt with for a long time, and Hilary you touched on it in the beginning.  

And that is that there's a paucity of data available when we look at what is the impact on population, it's the population in general not populations of people with disabilities or special needs.  

The only time we can get data like that is with the fire and then we're only getting people over 65 and children 5 and under and then some socioeconomic issues.  

So we're not getting this data.  

We've struggled with this for a very long time.  

That's something that needs to be changed.  

When data is brought in, people with special needs or disabilities need to be identified.  

Instead of just lumped in to the population as a whole.
>> John Hager:^ good observation, NIDRR does have a project where they're trying to gather data.  

One of the impediments is the pro have a sit issues.  

This allows certain tracking type information.
>> Well, I didn't mean registries.
 I meant when there is a disaster or a fire or something of that ilk, and data is being gathered.  

Even observational could be put in there.  

Now there is ‑ not just paucity‑‑ 

>> Hon. Deland:^ well, I thank you all for your interest.  

And I trust that you all will stay engaged with us in this issue the challenges that have been set forth abound and it's our responsibility to address them, meet them, so that we all, this community and all Americans are better prepared in the future.  

Thank you very much.


[APPLAUSE].

Ended at 11:20.



