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>> Bill? 

>> Bill:  Yeah.  

>> You ready? 

>> Bill:  Yeah.  

>> Lindsey:  Bill, you can go ahead and start.  

>> Bill:  Hello and welcome to the webinar to learn more 

about United Spinal and National Spinal Cord Injury 

Association, the membership and chapters arm of United 

Spinal Association.  President and CEO Paul Tobin runs the 

United Spinal Association, NASH which is the national 

spinal cord organization.  Myself, I'm in the United 

Spinal Association's resource center taking phone and 

e-mail inquiries.  

 



Lindsey Elliott, our social worker fields inquiries on 

benefits, housing, and she runs the peer mentoring program, 

coordinating 170 peer mentoring support groups across the 

country. 

 

Nick LiBassi, director of special projects is coordinating 

our chapters, as well as other programs within National 

Spinal Cord Injury Association and our parent group United 

Spinal Association.  Nick?  

>> Nick:  You want to just touch on this one slide here for 

the questions? 

>> Bill:  Yes.  For anyone who would have a question during 

the presentation, you should have available to you this 

question box where you can type in your question and we will 

answer your question at the end of the presentation. 

>> Nick:  Thanks, Bill.  This is Nick everyone.  I want to 

thank all of you for joining.  We have a pretty large crowd 

so we'll take questions at the end.  I'm going to do a good 

size chunk of the presentation and I'm going to come in and 

explain some of the stuff he does in the resource center 

as well as I'm going to have Lindsey speak to the support 

groups that she runs.  Again, thank you for joining us 

today.  We'll start the program. 

 



NSCIA is the parent company of the United Spinal 

Association.  It's the membership division of United 

Spinal Association.  All of you are here today because you 

are hospital members and you have joined our hospital 

membership program under NSCIA.  Our mission statement is 

really to improve the quality of life for all people living 

with spinal cord injury or disease and we delineate that 

throughout the presentation SCI/D because it's not 

specific to spinal cord injuries, it's diseases of the 

spinal cord or neuromuscular.  What we do this program and 

services is essentially how we meet the goals of our mission 

statement.  One of the main goals is to have individuals 

with spinal cord injury achieve their highest potential, 

whether it's integration back into the community, 

volunteerism and things of that nature. 

 

The focus of this webinar, as Bill stated, is really to 

provide the hospital members, you guys with the basic 

structure of United Spinal and try to explain some of the 

programs that we offer and how that goes towards fulfilling 

our mission statement. 

 

A little bit about us.  Our organization was founded 

in 1948 and it was founded by individuals with final cord 



injury.  Until this point it is a consumer run nonprofit 

501 (c)(3).  We helped author the title two of the ADA.  

This is a really large section of the ADA and it's really 

the civil rights section, which is pretty important.  We 

have over 60 years of policy experience both locally and 

nationally and this is important as you'll see when we get 

into some of the policy slides that I have.  We have over 

40,000 members nationally and that includes people with 

spinal cord injury, health care professionals like 

yourself, anyone generally that is interested or has some 

type of interest in spinal -- in our community. 

 

We have chapters nationwide.  I'll touch on that as we go 

through the presentation.  We have over 170.  The number 

changes and fluctuates quite often but we have over 170 

support groups that are peer to peer.  Lindsey will explain 

a little bit more about that.  We have over 100 hospitals 

throughout the country including all of the model spinal 

cord centers as well as many of the cart to cart spinal cord 

organizations.  Bill is going to go into our resource 

center but on average we field around 150 consumer 

inquiries per month and that could be phone calls from 

professionals, family members, the individuals themselves 

and a broad spectrum of others that have questions about 



spinal cord injury or disease or disorder. 

 

What role do we play in the community in regards to spinal 

cord injury association?  That leads us really to the 

programs and how our programs work towards building 

relationships within the spinal cord injury community and 

helping those individuals try to get to the point that they 

would like to be. 

 

One of the main things that we offer is Life in Action 

magazine.  As hospital members, your facility should be 

receiving five copies of this bimonthly as we print it to 

be put into waiting areas or to be given to family members 

or individuals with spinal cord injury.  At the end I'll 

have my contact information up if you need more or at any 

month in particular you wish to receive more, you can 

certainly e-mail me and I'll get them out to you. 

 

So our membership magazine is really all about our members 

and we're tweaking it a little bit.  In January you'll see 

some slight changes.  The size is going to be a little bit 

different and there's also going to be more of a focus on 

members as opposed to some of the broad array of topics that 

we cover now which are often covered as well in mobility 



which we'll get to in a second. 

 

Our so membership is about our chapter, some of the support 

groups, some of the stories we hear out in the communities 

and things of that nature. 

 

New Mobility is a paid subscription magazine, kind of edgy 

and honest.  The main theme is active lifestyle for 

wheelchair users.  We do everything on there in that 

magazine, information on technology, relationships, 

travel, sports, recreation, various health topics and many 

other areas of concern for people with spinal cord injury 

or spinal cord injury professionals. 

 

And really the main theme of the magazine is participation 

and inclusion are stressed throughout the topics and 

articles that we publish in there. 

 

We also have free publications.  Being around since 1948 

we've kind of become a clearinghouse for many, many 

documents and articles and great resources that have been 

put out there, things such as the Fair Housing Act for 

individuals that are looking to perhaps move into a home, 

some of their rights and some of the things that are 



afforded them under the Fair Housing Act, traveling with 

a disability is another, and that's the air carrier access 

act.  So if someone is interested in traveling, perhaps 

they have apprehensions and they're nervous.  We can work 

with them either verbally or direct them to the book so they 

can go through there and get some ideas of some of the things 

that they may expect to go through while they're traveling 

and some of their rights as a disabled passenger. 

 

Understanding the ADA, that's a really interesting book.  

We bring those to a lot of our trade shows and they tend 

to go fast.  These are all free publications by the way.  

I mentioned, it's up there on the screen.  We also have a 

link that you can see there.  Again, you guys can e-mail 

me.  If you want I could e-mail you the link but it's 

essentially on our spinalcord.org website under free 

publications and there's many more.  We have disability 

etiquette which is a pretty great magazine.  We've done 

disability etiquette for individuals throughout the 

country.  I would urge you to try to go there.  I think 

there's 15 or 18 of them there.  I couldn't mention them 

all.  We also have ones on fire prevention, disability for 

women or women's health or people with spinal -- women with 

spinal cord injuries so there's a lot of good information 



on there.  If you guys get a chance it may be beneficial 

for you to check them out and you can download the pdf files 

and print as many off as you want. 

 

With that I'm going to turn it over to Bill for an 

explanation of Spinal Cord Central.  Bill will go into more 

detail there. 

>> Bill:  Thank you, Nick.  I would be happy to explain 

that to the crowd.  If you have any questions please don't 

hesitate to type in your questions to our staff monitoring 

via webinar and we would be happy to answer them on the call 

at the end of the presentation. 

 

Spinal Cord Central evolved from the culmination of 

National Spinal Cord Injury Association and United Spinal 

Association back when we were a stand alone.  Now we work 

together as one staff but we have -- I'm told by IT tens 

of thousands of pages of information including links to a 

wide variety of subjects, and we also have a searchable in 

box on the National Spinal Cord Injury Association homepage 

that works quite well so that if you can't find what it is 

you're looking for by browsing the knowledge books or topic 

headings of our resource information in Spinal Cord 

Central, then you can certainly do a simple word search for 



the key word or topic that you're interested in on the 

search box, on the homepage, really on any page of National 

Spinal Cord Injury Association website and it will bring 

a selection of resource information lists to the floor so 

that will shortcut your search. 

 

One of the other great ways for people to get a more specific 

and more timely answer to their very specific and unique 

question is to and Spinal Cord Central staff.  One can ask 

spine cord central staff a question and then choose the 

category from the top menu button choices where if you click 

on the word resource center which houses Spinal Cord 

Central, you're able to ask your question, choose from a 

selection of categories so that the question is routed to 

the more qualified person to answer your question and 

you'll get a much more detailed and timely question 

with -- answer with a more detailed and timely question. 

 

Our information specialists include people such as myself 

living with spinal cord injury, our social worker Lindsey 

is on the call today, and a very experienced spinal cord 

injury nurse information specialist with extensive 

background in spinal cord injury nursing, referral and 

nursing supervision. 



 

So among our group of information specialists, we can 

either answer your question directly, point you towards the 

resource that will allow you to self serve or for your 

patients to do so.  Or we will research that question and 

find an answer for you. 

 

One of the great benefits that we have that's not listed 

on this slide for purposes of brevity is the medical and 

scientific advisory committee of National Spinal Cord 

Injury Association and our nurse specialists can call upon 

the MSAC for technical questions of a medical nature 

typically, to get expert opinion on what direction to go 

in on patients and professionals very complicated medical 

related questions to Spinal Cord Central. 

 

And so other than the ask web forum which we prefer which 

gives us great detail before we even begin to answer such 

a question, one can also call Spinal Cord Central at the 

number there listed, 800-962-9629 between 8:30 a.m. and 

5:00 eastern time except federal holidays.  If you must 

call outside of that time period then we would be happy to 

return your voice mail at our earliest convenience.  Nick, 

do you have a slide change for us? 



 

What kind of topics do we typically receive and get 

questions on and answer cases on out of those on average 

550 cases that we handle per month?  New spinal cord 

injuries or new onsets of spinal cord disorder, transverse 

myelitis, MS.  MS is often more gradual but transverse 

myelitis, very quick.  It's very rewarding to get a very 

early contact from a patient or patient's family about a 

brand new spinal cord injury or disease onset because we 

can steer them to an appropriate rehab facility before they 

end up getting directed to an inappropriate or generic 

rehab, we can steer them to our hospital members, and we 

do.  We make sure depending on where they're located and 

what their specific needs are that they have the best 

information to pick a proper spinal cord injury rehab 

setting because as you know, insurance is only going to pay 

once and we don't want them to waste their opportunity in 

rehab. 

 

We also get a significant number of inquiries every month 

about ongoing health and wellness issues, bowel and 

bladder, pressure sores, you know, an inquiry by writing, 

you know, what do you find to be best methods of healing 

a pressure sore, this one's been going on for six months.  



Now, we actually have an MSAC specialist upon whom we can 

draw for very complicated cases and he has provided in 

certain cases specific detailed guidance for people who 

have particularly temperamental pressure sore 

information. 

 

We also have an extensive amount of financial assistance 

information in the form of a lengthy list of grants that 

are nationwide in scope and cover a wide variety of funding 

opportunities as well as fund raising opportunities.  Fund 

raising is particularly meaningful for patient families 

who are facing spinal cord injury very newly and are facing 

extensive expenses for which no insurance or other means 

of coverage is available. 

 

We also have extensive employment and, you know, skip over 

to state and local resources for a moment, employment, home 

modifications and self advocacy resource information to 

put the tools into people's hands so that they can self 

serve after we have, you know, given the information, we're 

no longer in contact with them. 

 

And by the way, just one note on staying in contact with 

people who connect with us, our case manager system is such 



that once we discontinue a case in our case management 

system and send to you what for then is a final e-mail with 

the resources that are requested, the person that we're 

dealing with can reopen that case without missing a beat.  

We can start right up where we left off without having to 

cover the original ground because that inquiry, secondary 

inquiry pops that case back open again in our queue so that 

we don't miss a beat. 

 

I indicated I wanted to skip over state and local resources.  

I would invite all of you to go as you get a chance and check 

out Spinal Cord Central's state and local resources.  Your 

hospitals are often listed there.  If you're cart for 

credited you're listed on state and local resource pages.  

Any of our chapters that Nick works with are listed on our 

state and local chapters as well as the growing list of peer 

support groups that Lindsey coordinates are also listed on 

our state and local pages.  So for any one state we have 

any chapter listings, any independent living centers that 

help as boots on the ground to get people back into their 

homes, and we have the (indiscernible) spinal cord injury 

treatment centers as well as state specific resources as 

well as all those other resource programs that just happen 

to be located within that state.  Nick? 



>> Nick:  Thanks, Bill. 

>> Bill:  Do we have another slide?  I'm handing it back 

off to in this case. 

>> Nick:  So as Bill explained that was one of our programs 

which we take a great deal of pride in.  That's one of the 

ones that we get to really interact first hand with some 

of the spinal cord injured individuals and their family 

members as well as some of the professionals.  You'll 

notice as I go through many of our programs, they're at a 

high level so once I get to our chapters we'll explain a 

little bit more why we feel our chapters are important.  

But at a national level a lot of the things that we do set 

precedent and eventually trickle down to the spinal cord 

injury group, things of policy as well as some of the 

programs we'll discuss. 

 

Users first gives wheelchair users the knowledge and 

confidence to become self advocates.  They promote access 

to equipment that is really appropriate to the individual 

and not for the masses.  Some of the legislation that we 

work on often requires even though many of us, myself, Bill, 

our CEO are spinal cord injured, when we go to DC and when 

we present some of these topics and their feelings on them, 

we like to bring down wheelchair users that have first-hand 



stories as well.  So it's not just us.  They get to see a 

multitude of individuals that some of the policies that 

they create, how it affects us.  And users first really 

from a policy standpoint works in conjunction with our 

policy department.  So if policy comes up with a topic that 

they're looking to address, they'll work with users first 

to try to find and identify individuals in the community 

throughout the country if it's a particular state that may 

be trying to propose a piece of legislation, we'll work 

within that state.  If not, we try to bring in people from 

all over the country to see the broad scope and array of 

some of the national legislation and how it impacts us. 

 

Our public policy office is in beyond.  They work regularly 

on various legislative topics and work with officials, 

congressmen and senators as well as their staff on a pretty 

frequent basis.  It's pretty cool to go down there and work 

with them and to see the relationships that they have within 

some of those disciplines. 

 

Their goal really is to ensure that the needs are being met 

in an appropriate manner by our constituents in our 

community.  USA Tech Guide was put together, again this is 

one of the things, you know, that we put together in hopes, 



and we know now from the amount of visitors we get in a 

month -- as you can see there there's over 50,000.  But 

this program is really an exclusive web hub that we designed 

that's dedicated to sharing information on all types of 

assistive technology, wheelchairs, walkers, scooters, 

commode chairs, orthotics, braces, things of that nature.  

Again we get over 50,000 visitors a month so it's pretty 

extensive and robust.  Sometimes we moderate but for the 

most part it's the community and individuals within the 

community that post about maybe a new wheelchair they've 

gotten and how they like it or maybe things that they 

dislike about it so oftentimes individuals before we go to 

purchase a piece of equipment again, whether it be a 

wheelchair or scooter or any other type of walker or 

assistive device they could come here or they do come here 

and they look at some of the reviews, it's searchable so 

they can find the topic that relates to a product that 

they're looking for if there are any posts on there.  But 

it will give them an idea and a little bit of insight.  It's 

almost like a consumer advocacy or consumer educational 

program that helps just to give a little bit more 

information before they go venturing out into maybe buying 

some equipment that may not be appropriate for them. 

 



Excuse me.  Vets first is an organization that's really 

focuses on our veterans.  With our national service 

officers we work with veterans and their family members to 

ensure that they receive, you know, particular benefits and 

services that they need and deserve and are entitled to 

under the Veterans Administration.  We also work closely 

with policymakers.  Again, this group works in the same 

office as our policy team in DC but they're separate 

functions.  One specifically is for general policy and the 

other is for veterans related benefits.  We're pretty 

proud last week on C span, I know some of you probably don't 

watch that, I don't either but we had it on in the office.  

The president, vice president of Vets First, Heather Ainsly 

was before the Congress presenting about some benefit for 

veterans so it was pretty cool. 

 

They do a really good job in ensuring veterans have access 

to the things that are really most important to them, 

specifics are health care, housing, employment, different 

types of opportunities that are afforded within the VA 

health care system.  So we're proud of that group. 

 

Accessibility services is our group of certified 

architects, plan examiners, multiple code officials and 



enforcement officials as well as attorneys and they work 

hand in hand with various business and individuals 

throughout the country and they make sure new environments 

or accessibility is up to standard in regard to the ADA.  

And sometimes we try to go over what is required through 

the ADA just because of our years of experience in doing 

this.  We've consulted within the last ten years on all of 

the new stadiums and arenas throughout the United States 

and as well as businesses.  We work with large Fortune 500 

companies when they do major remodels or new buildings.  

They'll call us in to work with their architects and 

engineers and we ensure that not only for wheelchair 

accessibility but also for hearing and sight impaired as 

well. 

 

Able to travel is an all inclusive disability travel 

service.  Our director of the program works with 

individuals or groups, depending upon what they're looking 

to come up with in regards to travel plans, but they create 

accessible travel arrangements to, you know, various 

different places. the director works with the family 

member, the individual directly or whomever it may be but 

they come up with a comprehensive travel profile, and it's 

really created so the trip could be coordinated around some 



of the things that are needed. 

 

So the travel profile really consists of, you know, 

questions like, you know, how do you transfer, what's the 

preferred bed height, do you use a shower chair, do you use 

a commode chair.  Do you need a roll-in shower as opposed 

to the tub with the bench.  What's the power chair, do you 

need a wheelchair accessible van or can you transfer with 

a cab or rental car.  So it's pretty extensive.  Once that 

profile is complete we work with the traveler to finalize 

the destination based on where they're looking to go and 

then how their needs seat up to what we can find them this 

relationship to where they're looking to go.  And what's 

available at any given destination.  We've gotten folks 

with spinal cord injury to the Galapagos Islands and in May 

we're offering an Ecuadorian adventure.  There's tons of 

excursions.  There's zip line there's, you know, rolls 

through the Amazon forest.  It's pretty cool some of the 

things that Mary who runs that program does. 

 

So again, all of this information and all of these programs 

can be accessed from United Spinal Association or it can 

be linked also from National Spinal Cord Injury 

Association. 



 

I want to touch a little bit on our members and the 

representation throughout the country.  You can see here, 

out of the 40,000 members you can see some of the hotspots, 

as you would suspect some of the areas that have larger 

population in general are the ones in red.  And that's 

where our larger population of spinal cord injured are.  

But we have members throughout the country in every state.  

These are chapters.  We have two more that I didn't add to 

the slide.  We have Utah as well as St. Louis so we have 

38 chapters now.  Our chapters really, as I mentioned 

prior, some of the work that we do, and I'll get more into 

the policy stuff but affects the community at a high level 

and it will evenly trickle down but when we sign up members 

they want tangible things and it's nice when we can refer 

them to a local chapter.  The local chapters how they work 

with us is there's a basic chapter agreement.  We have 

quarterly meetings.  We had our chapter leadership meeting 

this year, it was in August and we bring all the chapter 

leaders together from time to time to go over some of the 

things that are relevant to our community and go through 

some of the successes of what chapters are doing, whether 

it's fund raising or putting together a recreational 

program if it's a granted program that chapter has.  And 



they vary.  Each chapter does a little bit of something or 

specializes in one or two things. 

 

So the importance to us is even though we're doing things 

that at a national level that will help the individual we 

want to be able to drive them to where they can be with their 

peers both in a support system as well as the opportunity 

to be exposed to things that they may not normally have been 

exposed to by not being affiliated with the chapter. 

 

By the way, if you don't have -- if you're on the call and 

don't see a chapter in your area listed here and are 

interested in potentially starting a chapter, you can also 

call me, probably 30% of the chapters listed here were 

started by individuals that do not have spinal cord injury 

but are interested in starting a chapter.  It's a pretty 

robust process but I work with our chapters to get 

everything from filing the 501 (c)(3) which allows them to 

raise funds as a nonprofit all the way up to trying to 

identify board members, putting together the first board 

meeting and then essentially having the chapter develop and 

grow to something that's really beneficial to the 

community. 

Peer support, Lindsey, I'm going to hand this off to you. 



>> Lindsey:  Wonderful.  Hello everyone.  Thanks for 

joining us today.  I'm going to touch on peer support and 

support groups.  We do have a national peer mentoring 

program.  We use that program to foster, you know, train 

mentors to be peer mentors to newly injured peers.  Why is 

it important?  Because it fosters a positive outlook.  It 

gives individuals a sense of belonging, to give individuals 

an idea of the possibilities that lay ahead and learn about 

spinal cord injury and what to expect as they move forward.  

It does build a sense of community and camaraderie and it's 

very important and key to empowerment and self advocacy as 

one transitions to living with a spinal cord injury. 

 

Next slide.  So NSCIA we have as Nick mentioned and Bill, 

we have currently 170 active support groups affiliated with 

NSCIA and we believe that peer support is crucial and a very 

important component to our mission and empowering people 

with injuries and spinal cord injuries to reach the highest 

possible quality of life so we are always looking for and 

always welcoming new support groups to become an affiliate 

of the National Spinal Cord Injury Association and what 

does it mean to become an affiliate?  Basically once you 

become an affiliated support group our resource center, as 

Bill touched upon, will refer you to -- sorry.  Our 



resource center will refer callers who call in to their 

local or nearest support group so you'll have traffic 

driven to your group right from our website and Nick's going 

to show you on our website we have a support groups tab so 

you'll be able to be listed on that tab and the support group 

lists will come up by state here in a minute.  And people 

who are looking for support groups in their state can go 

directly to this link and be directed to their nearest 

support group.  We actually break them down into county so 

they can find support groups by county once they click on 

their state.  Nick's showing you now an example. 

 

So if anybody, you know, I encourage you all to look through 

the website and see if you have support groups.  Make sure 

that your support group is listed.  It's free to become an 

affiliate.  It doesn't cost you anything.  All we ask is 

that in return that you of course tell your support group 

members and leaders about National Spinal Cord Injury 

Association and all of the resources that we do have 

available and we will certainly point and drive traffic to 

your groups.  We feel it's very important and we want 

people to know that there are support groups out there for 

them 

 



Again, I mentioned it's free.  There's no cost.  We do 

require a few, a few minor, you know, requirements that one, 

your group is open to all individuals with spinal cord 

injury and disease, their families, their caregivers.  The 

meetings are open to anyone.  They're not limited to just 

people in a patient or specific rehab or hospital.  It has 

to be open to anybody in the community.  Your groups must 

meet at least monthly and you agree to share again NSDA 

provided materials and information with your support group 

attendees. 

 

Again, for anybody interested in joining our peer support 

network, please contact me.  Let me know.  Check the 

website.  Make sure your group is listed.  If it's not, I 

really would love to get you listed on the website and begin 

working with your support groups.  We have support groups 

of ours that are part of a spinal network that is set up 

jointly with the Buoniconti Fund and we have been able to 

get out grants through the spinal network to our support 

groups across the country.  We just did our second round 

and we're getting out micro grants for $500 funded by 

Hollister which we're really grateful for.  So if your 

groups, you know, are interested you certainly hopefully 

will have a round three and you'll be eligible for grant 



funding as well. 

 

And like I mentioned before I do run the peer mentoring 

program so if there's anybody interested in learning more 

about the program, what it entails, the training involved, 

if you have a lot of interest at your hospital or facility 

I would be more than willing to set up a call to discuss 

this in more depth and love to get the program into your 

hands and working with your support group members and peer 

group mentors. 

>> Thank you, Lindsey.  I'm going to just leave this up for 

a minute so anyone that wants to write down Lindsey, can 

do so. 

>> Lindsey:  Thanks. 

>> Thanks again, Lindsey. 

>> Lindsey:  Yep, no problem.  

>> So I would like to just touch a little bit on policy.  

Excuse me.  You'll see in this slide policy, how does it 

really affect our members and why is it important to have 

chapter support.  So when national policy or federal 

policy as opposed to state policy, a lot of times what 

happens is when federal legislation is brought forth is 

eventually trickles down to the state level, whether states 

actually met various parts of federal legislation is up to 



the state in many instances but in a lot of regards, 

especially now with the way budgets have been, state 

budgets and municipality budgets particularly federal 

legislation tends to cut benefits for individuals with 

disabilities ore so a lot of times it will tickle down to 

the state level so it could affect access to providers or 

services, however you would want to define that.  It 

obviously hurts in access to equipment.  Many of you may 

be therapists and know the struggles in trying to get a 

piece of equipment, whether it's an orthotic or cane or 

walker or wheelchair or shower chair.  I personally when 

I was injured 17 years ago it was like trying to pull teeth 

to get a $200 shower chair.  I was able to pay for it but 

it was the principle of the matter how they were sending 

me home when I couldn't take a shower. 

 

One of the things we do I mentioned our office in DC is we're 

constantly monitoring the environment and various pieces 

of legislation and how it affects us, whether it's 

positively or negatively and then we come up with different 

policy tenants that we have and how we plan to combat or 

support various pieces of legislation that are out there. 

 

And in general, most of the policy that we work with is all 



geared towards quality of life.  It's important really 

from the chapter level and to get the chapter support 

because as an organization, having numbers is powerful when 

you go to DC.  And when we present to congressmen and 

senators as opposed to me going myself and giving an account 

of a situation that may have impacted me.  And it may be 

heart felt and it may be great and we do both because we 

feel that when a senator or a congressman or a Congresswoman 

go to vote for a piece of legislation that we're advocating 

on behalf, we hope that they remember the story that I told 

them or others had told them in their office and they vote 

favorably for what we're looking to accomplish. 

 

By having chapters, we can leverage our number and try to 

bring in people from throughout the community and 

throughout various different states that actually will 

help us to get legislation passed or to get other senators 

from other states that we may be looking for sponsorship 

so they can sponsor a bill or sign on.  A lot of times, you 

know, obviously it's politics but if one senator signs on 

that has some weight or pull within DC other senators may 

be more apt to sign on as well so we work strategically 

throughout the country and throughout our chapter supports 

to come up with various strategies that help us get to our 



goals. 

 

State legislation as I mentioned often mirrors other 

state's legislation so for instance we had -- there's been 

an issue in Illinois where the governor cut the amount of 

funding that was to be afforded to individuals looking for 

repairs of medical equipment, and for someone to have a 

blowout on their wheelchair, you know, they wanted 90 days 

prior -- 90 days before they would approve anything so in 

many instances it's not really acceptable.  We came 

up -- we got involved as an organization, we brought in 

people to the Capitol in Chicago and were able to not 

totally overturn the law but we were able to get it somewhat 

favorable.  I think they put a $1,100 cap so it wouldn't 

need prior authorization so there was a definite compromise 

on our part but they conceded as well so not having any 

coverage or repairs without prior authorization we were 

able to negotiate an $1,100 fee cap before prior 

authorization was needed so in many instances that will 

help the user.  Again, it's not addressing the total 

problem but these are some of the battles that we go through 

and it was really just an example. 

 

By having chapter we're able to quickly mobilize.  I 



mentioned the Chicago or the Illinois situation that we 

had.  Within a couple of days we had union 50 or 60 

wheelchair users that were willing to go to the Capitol and 

represent the organization as well as themselves which is 

most important. 

 

So by having these chapters and having these things happen 

in different states and using our chapter support system 

to relay some of the messaging throughout from one chapter 

to another, it allows us to better understand the effects 

caused by the policy that's enacted in that particular 

state or perhaps nationally. 

 

Some of the particular legislation that we're working on, 

one of them is HR 942.  I didn't change the date on there 

from 2012.  Last year it was HR 3742 I think it was or 3743.  

I'm not sure.  But they changed it because it didn't pass.  

It didn't have enough support to go through last year's 

Congress so with the new Congress it's a new number.  It's 

HR 942.  We've gotten a lot of support.  This is complex 

rehab.  United Spinal and National Spinal Cord Injury 

Association continues its advocacy on this bill with other 

consumer and clinician groups as well as with other 

stakeholders.  We work with congressional offices and also 



the congressional bipartisan disability cause us and we 

also send out action alerts to our members so they're aware 

of the steps that are taking place as this bill gets to vote.  

If many of you, I don't have enough time to go into it but 

it's quite a -- from when a bill is brought forth, 

there's -- it's tabled and there's various steps that take 

place so it's not an un-lengthy process. 

 

HR 649 is really the fair market pricing is essentially what 

it is and United Spinal, again our public policy 

department, we sent out an update letter to the House and 

the Senate office for our support on this bill and the 

Medicare pricing program.  We have over 35 different 

consumer advocacy groups that are in support of this bill. 

 

And this really -- a lot of this stuff affects Medicare and 

Medicaid but essentially private insurance companies tend 

to follow Medicare, Medicare guidelines, whether it's on 

the onset of a new coding that Medicare comes up with or 

years down the road but a diminish in benefits at Medicare, 

Medicaid will undoubtedly occur in private insurance as 

well so it's important that we try to combat some of this 

stuff before it becomes a problem at Medicare, Medicaid 

level. 



 

Health form regulations.  This is the Affordable Care Act.  

We continue, we continually work with the administration 

to review some of the regulations.  We submit our comments 

on behalf of the spinal cord injury community and things 

that we think are both positive and negative in regards to 

how the changes will affect us. 

 

Spinal cord injury data registry, there's really not one 

place where this information is kept, and it's one of the 

things that we try to get done and it's a big push but 

essentially what will happen is if we have a lot of hard 

data, not only will we be able to go to congressmen and 

senators and tell them our story but we'll be able to 

provide hard data, whether it's actually how many spinal 

cord injuries occur each year, how many of them are 

quadriplegia versus paraplegia.  What are some of the 

costs associated with the length of stay, the terms of 

treatment as well as things secondary, pressure sores, 

shoulder injuries, things of that nature and that's 

important because when we get to -- you know, when I 

discussed in the previous slide the CRT and the complex 

rehab bill and trying to get the right piece of equipment 

for individuals can you use that data to say you're going 



to save money by putting them in a $100 chair as opposed 

to a $7,000 chair but we know from statistical data there's 

a strong chance within five years they're going to have 

rotator cuff injuries or different types of postural 

problems that need addressed and lengthy and costly 

treatment down the road. 

 

The Therapy Cap Coalition, we're a part of that.  This is 

really, there's a cap that's currently out there for $1,900 

a year on OT and $1,900 a year for both speech and PT 

combined so obviously you guys know that that's not a lot 

of money.  With the help of our members we were able to 

extend the request and the deadline until December of 2013 

which is this year.  The problem is that they bring this 

up every year and they try to cut that.  So what we're 

trying to do is come up with other disability organizations 

to a permanent finning so we can address this once and for 

all so we don't have to spend a lot of time and effort trying 

to combat this every single year when the result's 

ultimately the same. 

 

Roll On Capitol Hill, I know some of the call we've had 

hospital members and therapists join us for Roll On Capitol 

Hill.  This is an event that brings together some of the 



most motivated spinal cord injured throughout the country.  

Each year we roll up on Capitol Hill and speak directly with 

legislators about issues important to the SCI/D community.  

2012 was our first event and it alerted to the issues that 

affect us directly. 

 

This year's event created even more buzz.  We had many more 

wheelchair users.  With had over 225 congressional visits 

in the one day.  We bring everyone in, have a reception one 

night and then we spend the following day in a conference 

room, if there was maybe over 150 this year between users, 

presenters.  And we do it bipartisan so we bring in 

Republicans and Democrats from Medicare, Medicaid from all 

of the different disciplines we're looking to address and 

we go over the lay of the land for folks who have never made 

I a hill visit we explain to them some of the things that 

they should be trying to accomplish.  And we pretty much 

spend the day going through some of the topics.  We don't 

mandate what the individuals talk to their would think man 

or senator, we lay it all out the day before and we hope 

they give them enough information where it sparks something 

that's happened to them in relation to the topic or of the 

policy that's going to be addressed. 

 



We've already planned our 2014 Roll On Capitol Hill.  It 

will be in June.  We don't have the exact dates.  We're 

still working with the hotels but it will be our third 

annual Roll On Capitol Hill.  We have great support and 

sponsorship behind this because it's so Ben if I recall.  

This year, which was just in June, we presented Senator John 

McCain with the first congressional bronze star award 

through Vets First.  It was very cool to have him there in 

the room along with other senators and congressmen so we're 

very proud of what we've done with Roll On Capitol Hill and 

that's run by our policy department down in DC. 

 

So how does NSCIA help our hospital members make a 

difference?  Obviously questions arise, you could 

leverage some of our expertise, we can make connections.  

If you are a smaller hospital, maybe you don't see a lot 

of spinal cord injury but have a complex issue, you could 

certainly call Spinal Cord Central.  You can contact me 

directly and put you in touch with another hospital if that 

would be of help. 

 

We provide vital information, I'll flip to a slide on our 

backpack organization so it arms them so they understand 

what's ahead of them.  And then obviously exposes them to 



multiple programs and services that will help them adjust.  

And really the goal is -- many of you have these.  I think 

in the last 16 months we've gotten out over 5,000 backpacks 

throughout the country to our members.  This is supported 

by the sponsors so there's information in there on various 

types of medication, accessible driving so there's things 

in there on lifts and van lifts and different types of 

vehicles.  You name it, it's in there.  We have a folder 

that will come -- that comes in each backpack and it's an 

accordion folder and there's tabs in there so there's 

health care, there's legal, there's a bunch of different 

things.  Many of our hospitals put custom stuff in there 

whether it's discharge planning or followup orders or 

specific hospital information that they would like to put 

in there for their members. 

 

If you guys aren't receiving the backpacks, again I'll 

leave my number up on the slide at the end and you can feel 

free to call me or e-mail me and I'll work on getting you 

as many backpacks as you want, as hospital members they're 

free and unlimited so we have many hospitals that take over 

100, 150 a year so don't be bashful. 

 

Lindsey mentioned Hollister, they're a great sponsor and 



partner of ours.  Hollister not only helps with our peer 

mentoring but in recognition of their telling the year 

anniversary for their touchless advantage plus touch free 

catheter system, they've generously donated over 3,000 

cases to us.  Wee have extended that to all of our chapter 

support groups, other organizations that we work with as 

well as hospital members so I sent out an e-mail personally 

at the beginning probably about five weeks ago and another 

one should have gone out today on behalf -- to all of our 

hospital members as well.  So if you are a hospital member 

and are interested in trying to get some of these cases of 

catheters to get to that your patients or if you have 

patients that want them you can go to this website or you 

can e-mail me directly.  I can send you the information.  

The caveat is obviously this is a prescription device so 

you would need to take the orders from your members or if 

you wanted to just leave the catheters in the hospital to 

dispense that would be fine but they need to be shipped to 

the hospital and then you guys would have to dispense them 

as appropriate. 

 

So I put up this slide again, our mission statement because 

I thought it wads important based on everything that we 

covered today.  I firmly believe as well as Bill and 



Lindsey and the rest of our team that we live our mission 

statement every day.  You know, we fulfill our fundamental 

goals and we clearly have an impact in the spinal cord 

injury community. 

 

I truly hope that you now understand by being a hospital 

member that you have access to everything at NSCIA as well 

as United Spinal has to offer and that includes all of the 

resources that we've discussed. 

 

So feedback, specific webinars, if there's specific 

webinar topics that anyone is interested in you can e-mail 

me at any time, you could e-mail Bill, you could e-mail 

Lindsey.  You could go into the Spinal Cord Central and 

type it in there if you're interested in it.  If we can put 

something together that's of value to the community or to 

hospital members, we will certainly do that.  If you need 

literature, I gave you the link on a previous slide.  You 

can definitely go through and download information if you 

have patients that you think will benefit from that. 

 

And then the last thing is, you know, just feedback, monthly 

conference calls or quarterly conference calls, is there 

anything that we may be able to do to better help our 



hospital members and assisting them with their patients, 

you know, you could just let us know at any time. 

 

Lastly I would like to thank everyone for participating in 

our membership program and for supporting the SCI/D 

community.  If you guys have any questions I'm going leave 

this slide up for a little bit and hand it over to Bill to 

do the questions and answers.  I'm not sure, Bill, if we 

have questions or not 

>> Bill:  We have a couple. 

>> Nick:  There's my information. 

>> Bill:  Nick, maybe we should leave this for just a 

moment.  We could possibly come back to it at the end as 

we finish the questions but I'll be asking you to switch 

back over to the NSCIA homepage for a couple of those 

questions.  

>> Nick:  Bill, you just have to excuse.  It goes a little 

slow because of the connection at my go to meeting. 

>> Bill:  If we could go up to the top line.  A couple of 

the questions involve how does one join membership and if 

you would just click for us onto the membership tab followed 

by the join us link on the landing page after it takes a 

moment to open.  Then the join us tab reveals the very 

simple web form to submit your membership information and 



voilá, you are a free member of National Spinal Cord Injury 

Association. 

 

Again, membership is open to all who are interested in 

spinal cord injury, whether it is a person living with 

spinal cord injury or disorder, a family member or you 

professionals in the hospitals.  Nick, another question, 

and maybe it would be helpful to show a couple of the 

connections here as a followup to this question. 

 

On the resources tab in the center, if you mouse over the 

word resources you see two things.  We'll come back to 

Spinal Cord Central but the sex selection down asks Spinal 

Cord Central, this is how you or your patients would ask 

a question of our information specialists.  You'll get a 

web form that will allow you to select the general category 

for your request, and you can submit any amount of detail, 

your phone number or e-mail, and this way it speeds the 

process of us getting an answer directly back to you on your 

specific question.  So your patients or families can ask 

us anything.  And believe me, we've gotten asked 

everything you can imagine over time.  So we field any type 

of questions that's available. 

 



Then one additional click on resource center tab, Nick, 

that allows people to see where all of our resource books 

are in spinal cord injury.  And once it -- in Spinal Cord 

Central.  And once it opens slowly, you'll see scrolling 

down, I believe, Nick. 

>> Nick:  I'm trying.  There we go. 

>> Bill:  There we go.  Those would be all of our resource 

knowledge book topic headings and mid right column, mid 

right column, Nick, state and local resources.  This is the 

bun that I tried to verbally describe earlier on my segment 

of Spinal Cord Central where all of our state and local 

resources are available.  Personal take advantage of this 

yourselves, direct your patients and family members to seek 

out the many, many thousands of pages of information that's 

already here prepared for you. 

 

And Nick, we did have other questions involving -- actually 

our final question's involving how many individual members 

of NSCIA there currently are and how many member rehab 

facilities, such as the folks that are attending today, how 

many rehab facilities we have as hospital members. 

>> Nick:  Yep.  So that's a good question.  So the number 

is we're aren't 40,000 individual members and again that's 

both with spinal cord injury or professionals like yourself 



or people that are just generally interested.  It's 

probably somewhere around 80%.  We don't have the exact 

numbers because it's not always accurate when we -- when 

people fill out, they don't necessarily put if they have 

a disability or not for certain.  We know from some 

individuals that have signed up and they never marked their 

type of disability is or in our system we don't know if they 

have a disability but they do.  So wet don't know exactly 

how many out of the 40,000 that have spinal cord injury but 

it's probably somewhere between 88 to 85%.  In regards to 

hospital members, I think we have 107 hospital members now.  

And the number fluctuates. 

 

Probably I did mean, I don't know, we've never 

really -- I've never really looked to see.  I mean, most 

of them are acute hospitals although we do have all of the 

major spinal cord centers so, you know, the Kessler and 

Craig.  All of the major spinal cord centers and we do major 

s that we have and that's organizations like project walk 

and perhaps a more comprehensive rehab or secondary rehab 

so they're included in there as well so it's pretty well 

rounded in regards to the research we try to get to 

individuals that have spinal cord injury. 

>> Bill:  Thank you, Nick.  That's the extent of the 



questions we have currently. 

>> Lindsey:  Nick, I wanted to just add one last thing for 

everybody.  We did briefly touch upon webinars and webinar 

topics.  We do hold a yearly webinar schedule and you can 

sign up on our website again to any of the webinars that 

we'll be hosting.  But also Nick, if you have any ideas for 

a webinar or events for us and do a webinar to our membership 

on some relevant topic, we're always looking for new and 

exciting things to present on.  And we do have a webinar 

archive so you can go to our homepage and look through all 

of our previous webinars and share them with your patients.  

There's a lot of topics we've covered and some really 

wonderful webinar presenters that have given up a lot of 

information and resources for our membership so I encourage 

you all to take advantage of that as well. 

>> Nick:  Well, I want to thank everyone again.  It's 

exactly 1:00 on my computer so I think we did well with 

timing.  Thank you again for your support.  I'll put up my 

info as we close out of here but if anyone has questions, 

many of you already have my contact info.  Please feel free 

to contact me directly and I can help you in any way that 

I can.  Thanks again.  

 

(End of webinar) 
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