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March 27, 2014.  NSCIA webinar series 

"Getting the Right Mobility Equipment and Services" 

 

 >>CART Provider: Standing by. 

 >> The broadcast is now starting.  All attendees are in listen only 

mode.  Thank you for joining us today for the United Spinal 

association.  Roll on Capitol Hill, "Getting the Right Mobility Equipment 

and Services."  The presentation will begin in a few moments. 

 

 

Good afternoon, and thank you for joining us no the webinar, titled 

"Getting the Right Mobility Equipment and Services."  Today's webinar 

is hosted by the National Spinal Cord Injury Association, United 

Spinal's membership division.  My name is Carol Tyson, senior policy 

assistant, and I will be the moderator for today's presentation.  

Today's webinar is one of several that United Spinal will be hosting on 

the lead up to Roll on Capitol Hill. 
 



All of our webinars will be archived on our website at 
www.spinalcord.org.  
  
We will have time at the end of today’s presentation for questions.  

They're all at [audio is breaking up]. 
Please use the questions window to write in any questions that you may have.  We'll do 
our best to get to them today.  If we run out of time, the presenter will be able to follow 
up with each of you via the e-mail you used to join today's webinar to address your 
question.  Today's speakers are Alexandra Bennewith, vice president government 
relation, at United Spinal.   
 
Bennewith advocates for legislation and regulations regarding 
disability and health policy at both the federal and state level and 
works closely with a range of stakeholders in the durable medical 
equipment and supplies, prescription drug, public health and 
disability communities.  She serves as Steering Committee Co-
chair for the ITEM Coalition as well as Co-chair for the Coalition to 
Preserve Rehabilitation and is a member of the National Multiple 
Sclerosis Society’s Federal Activism Advisory Committee. Alex has 
over 16 years of government affairs and public affairs experience 
and in prior years has worked at the American Association for 
Homecare and has advocated for consumers at the Cystic Fibrosis 
Foundation (CFF) and the Spina Bifida Association of America 
(SBAA). She graduated from Brandeis University and received her 
Master of Public Administration at American University. 
 
Jenn Wolff is an occupational therapist at Waverly Clinic in northeast Iowa, disability advocate 
and new manager of  UsersFirst, a program of United Spinal.  She has lobbied for improved 
transportation and wheelchair issues on Capitol Hill and has been involved with several 
advocacy groups, and is taking a lead policy role at the SCI Association of Iowa.  As Ms. 
Wheelchair Iowa 2011, Wolff advocated for better insurance coverage for CRT — a top priority 
with United Spinal. Wolff is also a member of the Olmstead Consumer Task Force, which serves 
as a watchdog for all Iowa legislation that could affect people with disabilities.  Wolff received 
her Occupational Therapy degree from the College of St. Catherine in St. Paul, Minnesota. 
  
“And now I would like to hand it off to Alex Bennewith 

 

http://www.spinalcord.org/


[No yet -- no audio yet for this speaker] 

 

We're experiencing some technical difficulties and Alex will be joining 

us in one minute.  Joining us in one minute.  Thank you for your 

patience. 

 

 

 

 

 >>CART Provider: Standing by.  Apologies, again, everyone.  This is 

Carol Tyson.  We're experiencing some technical difficulties and we'll 

be restarting in just a moment 

 

 

 

 

 >> Female Speaker: Okay, I dialed in again, can you hear me? 

Okay.  Great.  My apologies.  I don't know what happened there.  

Thanks so much for dialing in.  Yes being you are at the right webinar 

getting "Getting the Right Mobility Equipment and Services" is the title.  

Right off the top, Senator McCain right there is at our event for our 

policy conference last year.  We gave him an award for the support of 

veterans and other issues in the disability community our issue.  We 

are honored that he was able to attend.  On the left was one of 



those -- Senator Barasso from Wyoming and Senator Enzi.  Both from 

Wyoming.  And I was doing some Hill visits with the MS Society as 

Carol mentioned I work closely with the MS Society on lots of different 

issues.  To the right, there are more of our advocates discussing our 

issues from our Roll on Capitol Hill event from last year.  I wanted to 

quickly thank these sponsors for their sponsorship and role on -- for 

their sponsorship on Roll on Capitol Hill. 

All of the things that United Spinal is involved with, the programs we 

have, you can see right there.  We have a UsersFirst program which 

we'll talk about later with Jenn Wolff.  VetsFirst is our veterans 

program.  Our New Mobility publication, and Roll on Capitol Hill which I 

will address in a little bit.  So lots of good things. 

 

 

 

Okay.  [Breaking up there a bit].  This is the Roll on Capitol Hill event.  

June 22 to June 25 this year.  The policy department here in DC will be 

working with our chapters and our membership division as well as our 

grassroots advocates for Users First - it's going to be a great event. On 

Monday, June 22, there will be Advocacy training, and issue briefings, 

and we speakers from the administration, and the Hill to talking to us. 

 

And they talk to us On Tuesday, 24th will be the  Hill day.  We had 

over 200 Hill visits scheduled last year and we'll have a great reception 



in the evening where we give awards.  You saw Senator McCain from 

last year.  So please do look for that.  Members of United Spinal can 

sign up to register.  It's free to be a member of United Spinal. 

 

 

 

Great.  Let's quickly give you a quick overview of what's going on in D. 

C.  

 

The president's budget came out not too long ago, March 4, and 11. 

 

And just looking at the Medicare piece, he addressed $400 billion in 

savings or cuts to Medicare, mostly things like -- mostly looking at 

DME issues, durable medical equipment issues and clinical lab issues, 

but I will address some of those details as we go along. 

 

 

The big discussion right now is physician payment issue.  That's how 

physicians get paid under Medicare.  Every year since 1997/1999, 

they've been looking at how to fix this issue of delaying, cutting 

payments to physicians. 

Partially delay it, and delay it, and the bill to reform it gets more and 

more expensive every year because we keep pushing it off.  We're at I 

would say $150 billion or $180 billion to fix, change, how physicians 



get paid under Medicare. 

Part of that whole physician payment reform initiative is a therapy cap.  

The therapy cap is capping or cutting, limiting, services to the physical 

therapy, occupational therapy, and speech language therapy, cutting it 

$1,920 for the year. 

 

 

 

The therapy cap as of this morning, there is breaking news, the 

therapy cap that was set to expire March 31, meaning that up until 

March 31 you were allowed to extend your services beyond a certain 

amount.  As of April 1, the cap on services will be expanded to another 

year, one part of Congress, the House has decided to extend it for 

another year.  We still need to hear from the Senate to find out how 

they voted on therapy caps.  I know, however, that a lot of members 

have been active.  That's great.  Good news that your involvement can 

have some impact here in D. C. which is what the policy department is 

all about.  I want to make sure that your voices are heard. 

Thank you for your help in that. 

 

 

 

And health reform, obviously, it's in the news all the time.  Four years 

old now.  Can you believe it? 



I can't believe it.  But we still need to be mindful of all the access 

issues related to medical equipment, medical supplies, and 

prescription drugs.  What's going on at the state level, and what's 

going on at the federal level, and we're continuing to keep Congress 

aware, and keep CMS Centers for Medicare, and Medicaid services 

aware of the restrictions that our members have to deal with related to 

wheelchair repair issues, related to customized equipment for 

wheelchairs and things like that.  So I just keep moving forward.  But 

those are really the big issues. 

 

 

So what does all this mean for you? 

 

And what is all of this talk of policy? 

You must be part of the dialogue.  We want help you get your voices 

heard, but you can do that too yourself.  There's a couple ways you 

can do that.  Tell your congressional offices your story.  If they don't 

hear from you, they don't know what your concerns are.  So there's a 

phrase that I always use.  If you're not at the table, you're on the 

menu, right? 

So it's just really making people aware our issues, your issues, so they 

know of them, and they can then be mindful of them and make 

changes. 

 



A lot of this stuff you can take action by going to the link there on the 

screen, our action center.  There's a bunch of different issues there.    

You can click on them and a letter goes straight to your member of 

Congress on all of the issues that we work on. 

 

And policy priorities, this other link.  You can take a look at more detail 

about all of our issues. 

 

Okay.  

 

So I am going to -- so -- okay.  So I'm going to hand it over to Jen 

Wolf, manager of our UserFirst program.  We're very happy to have 

Jenn with us.  She'll go through some of the issues of what it takes to 

get a wheelchair.  Jenn, over to you. 

>> Jenn: All right.  Can you hear me? 

  

>> Alex: Yes.  I can hear you. 

>> Jen: All right.  All right.  I'm Jenn Wolf, I'm very honored to be 

working with UsersFirst and all of you.  I got involved with advocacy 

approximately 11 years ago.  I had my own experience of not getting 

the chair at the same level through Medicare and through meeting Ann 

Eubank, I wanted to get involved at the state level. It happens that 

I'm an occupational therapist, but not a wheelchair specialist, but I 

have learned a lot throughout the last four years.  What I'm hoping 



Users First can become is a place for all of you to become a 

community and share your stories. 

I'm hoping on the website we can start doing a feature on somebody's 

story as well as blogging and just making it more pertinent and 

blasting social media, so you get heard and others know what you're 

talking about. 

 

One of the things I want to talk about today, is the mobility map on 

UsersFirst which has not gotten a lot of exposure, but it's a great tool 

if you're getting another wheelchair.  I think it helps you become more 

aware of the process as well as making you more jetted when you go 

in -- more educated when you go in so you can ask more questions. 

 

The first step of the mobility map.  Think what do you want from your 

wheelchair? 

There's a self-assessment list that goes through a whole check list of 

what do you want to be able to do in your chair, what do you like 

about your current chair, what don't you like about your current chair, 

and making sure that you and the therapist and the vendor all go 

through what physical issues should be addressed related to pressure 

sores to scoliosis. 

 

On and on and on. 

 



 

 

The second part, of course, is getting the wheelchair team  you 

need -- next slide -- the team really is -- the physician writes the order 

for your new chair.  The therapist and supplier really ideally should do 

an evaluation together.  So everybody is then on the same 

wavelength. 

 

The therapist can do all the measurements and recommendations for 

all of your physical conditions, and what you need the chair for, and 

then the vendor should know all the equipment and the best able to 

order that. 

 

 

Of course there are always funding issues and feel free to go to users 

first.  On the mobile map, there are more resources for you to tap 

into. 

Next slide. 

 

 

 

Of course, there are other things.  Going around, when you do get 

your chair delivered, a lot of people get it delivered to the clinic, which 

is fine, but if it is, my suggestion is that you really try to get it at 



home, do an evaluation with your therapist and the vendor in your 

home.  That way you can practice doing the day-to-day things because 

that's where something more than likely will go wrong and some 

adjustments will need to be made.  If you have any doubt, you have 

the right to the right equipment.  If you, on the first day, are saying 

this is not right, you need to let them know. 

 

Adjustments can be made, but after you sign for it, of course, that's 

when it becomes a problem. 

 

 

 

But, again, I just want to Users First Is Here for You.  -- let's work 

together to get these things changed.  Back to you, Alex. 

>> Alex: That's great.  We work together.  We hear your information, 

and that's what I talk about on the Hill and all the Administration folks.  

Let's definitely work together and we appreciate everybody already 

doing that with us. 

 

Along those lines, we have just launched the aim coalition, access, 

independence, mobility.  It's all about access to wheelchair repair.  

Making sure that you don't need to wait for weeks ago and weeks to 

get a physician visit.  Make sure you can get a wheel lock, and 

adjustment when you need it.  We are working with Medicare -- 



hopefully to get Medicare to make these changes and we'll send 

around a survey next week through Users First and United Spinal 

networks.  And let us know what types of problems you're having 

getting repairs done, and how long it takes you to get into a physician 

visit, or things like that.  Or what type of wheelchair you use.  So we 

can then share that on the Hill and folks with Medicare.  That would be 

really helpful. 

 

I mentioned the Action Center.  Unitedspinal.org slash action/center.  

Unitedspinal.org slash action center. 

 

An easy way to get involved.  You can join team advocacy there on the 

right.  And you will be added to all of our e-mail alerts on advocacy 

issues. 

  

 

Let’s talk about our policy priorities, first of all: 

Complex Rehab Technology, or CRT as it's known. 

 

Many of you are aware of this, but let me go through this for the new 

folks on the call who have not heard about it. 

It is, it includes products and services that are medically necessary, 

manual and wheelchair power systems.  Position and seating systems 

that are customized for you with home evaluations and fitting and 



adjustments. 

 

This is directly for individuals with significant conditions such as as 

multiple sclerosis, spina bifida, or cerebral palsy.  This is catering 

towards a specific population with significant disabilities to make sure 

that folks get what they need. 

We're pushing this issue and taken a lead role in pushing the 

legislation on the house side and the Senate side. 

 

And that photo on the front was me talking about CRT with the MS 

Society as one of their policy issues at their conference earlier this 

month.  So some of the things it entails, which is different from what 

is currently required under Medicare, is that a home evaluation is 

needed. - Need to do the assessment by skilled professionals to make 

sure that the equipment is correct. 

It's not just a straight diagnosis.  It's looking at the mobility function 

of that person and what they need.  There are increased standards 

under this bill.  That's for the providers.  They have to repair the 

equipment they provide.  I have told you that there are issues around 

that, so we really wanted to make that a requirement here.  And there 

are requirements of having certain personnel, technical staff, rehab 

tech, technical folks on staff for a certain number of years and all of 

that, and that they need to be compliant with this legislation. 

 



And then also a great thing about it is with this legislation is that 

people transitioning back to their homes.  That's what we want, 

obviously, everyone wants to be back in their homes and communities.  

CRT, complex technology is covered for those who are ready to go 

back to their homes, and that doesn't happen currently under the 

current law.  We're making that change as well.   

 

And it lifts the in-the-home restriction meaning that Medicare currently 

only allows people to use mobility devices where they cover mobility 

devices that are only used in the home.  Of course, that is not a 

realistic way to look at things.  People do go to work and school, and 

participate in society, so we definitely wanted to lift that restriction to 

make sure that Medicare does cover every type of equipment that's 

needed for somebody. 

 

  

So that's just some of the issues that I just talked about.  Do I have a 

lot of -- I do want to get to some other issues.  So I'm going on to the 

next slide.  I think you get the point [audio breaking up].  You ask the 

senator or representative to support this bill, the  as well. 

 

Ensuring access to quality, Complex Rehab Technology Act of 2013. 

 

There are 90 people, 90 on the house bill and 10 on the Senate.  We 



would love to have more people on the Senate side.  Any help you 

could do with that would be great. 

 

 

Another issue, competitive bidding.  That is, you know, another way 

that equipment is being restricted for our community, our members, 

and the disability community at large. 

 

So just some background, this bill, this legislation -- this bill, this 

bidding program was put into effect and first came on board in July, 

2008.  We were able to delay it for a little bit.   

 

And it was reimplemented in January 2011.  It was expanded to 91 

additional cities July 2013 and plans to go nationwide after 2015. 

 

What it is, companies have to provide service, have to bid Medicare to 

provide service and products to patients, to consumers. 

 

And we don't like that idea.  It restricts choice.  It also limits the 

number of suppliers available to our community.  So we definitely 

oppose this program.  There's a lot of information coming up on these 

slides, but it's to show you which area it was in in the beginning, in the 

Round 1  Rebid, they called it in 2011, and which product categories 

were included in that, meaning that you were only allowed to go to a 



supplier if you were living in one of these areas.  A supplier that had a 

bid to supply that equipment.  Even if you had another company that 

you were comfortable with, and provided you with the equipment you 

liked, if they didn't have a bid, they weren't awarded a contract with 

Medicare and you were not allowed to use them. 

  

So in 2013, and 91 additional areas -- you don't have to remember all 

of these, but it this program is really impacting areas all across the 

country.  And nationwide after 2015. 

 

These are the areas, the product categories that are impacted now. 

Luckily CRT, Complex Rehab Technology, is not included right now due 

to a lot of advocacy on your part, and United Spinal's part, and other 

stakeholders in the provider space but that is, those are the products 

and -- that are impacted.  CRT.  Complex Rehab and technology is not 

included in Round Two of this program. 

Just FYI, if you want to look at more detail.  I want to go back to the 

link on an earlier slide at Medicare.gov.  Type in durable medical 

equipment.  And all of the information you need, that I just shared 

with you is there. 

So that's easy enough. 

 

  

I'm going to go back now to how the policy impacts us.  



So if you no longer can use the provider that you're used to provider, 

or there's no one close by, that's hard.  It makes it a restriction on 

access for you.  That's another reason why we don't like this program.  

It can delay your access to wheelchair repair issues and other services. 

 

 

Maybe, unfortunately, it will make you stay in hospital longer if you 

can't get, be discharged soon enough because the hospital discharge 

planners are trying to find companies to match your needs.  Fewer 

choice, and there are fewer providers, and very difficult to get updated 

information sometimes from Medicare in trying to help you get the 

right equipment. 

 

 

 

I know we've been in dialogue with Medicare very often, and they are 

working to make changes, so I appreciate that.  But, again, it's a 

complicated program.  We just want to make sure our folks are getting 

what they need in a timely manner. 

  

So these are the reasons why we support the program.  And support 

fixing the program.  We want suppliers to be able to be bound to the 

contract that they submit, right? 

Once they provide a bid, we can't suppliers to not be able to – they 



must able to commit to that and provide consumers with the 

equipment they need. 

  

And then we want to know more information about how the suppliers 

are being chosen.  Currently, it's very difficult to know ahead of time 

what experience these suppliers have in providing specific products or 

service. 

So we don't want the low rates that people bid to affect your choice of 

quality equipment and services. 

 

 

So let me just go to the next slide.  And all that is to say: support 

HR-1717.  That's the bill that makes those changes to the program 

that I just talked about.  And then stay tuned for Senate legislation 

that will be upcoming very shortly.  

So that's that information. 

 

To update information that I did tell you earlier.  The House did pass 

the one-year extension to the therapy caps. 

 

Now the Senate has to look at it.  I don't have my e-mail open now 

because I'm on this webinar, but who knows what the Senate has just 

said.  Don't know what they voted on yet.  But the House has passed it 

for the one-year extension.  So that's great news. 



 

I did talk a little bit about this earlier.  As I said, $1920 for the year for 

therapy services: occupational therapy and outpatient physical therapy 

and speech therapy combined. 

 

You can, you know, get exceptions to that, and that cap, that 

exceptions process, originally was going to end March 31.  Now we 

just heard that the House has agreed to the one-year extension.  

That's good news.  Thanks to everyone's advocacy on that.  We hope 

to hear that the Senate has also agreed to the one-year extension.  I 

will keep you updated and send you an action alert update on that. 

 

 

We'll move to the next slide here. 

This is the bill that we have supported in the past.  We continue to 

support it.  It really just repeals or eliminates the cap as we just talked 

about.  That legislation is still relevant.  Everyone that signs on to that 

continues the message about the need to extend the cap.  So that's 

good.  That's also up on our action center. 

  

As you can see, many people are affected by this.  In the spinal cord 

injury world, very often rehabbing from a sustained injury, that takes 

significant amount of time.  So we do want to make sure that folks 

have the rehab services that they need. 



  

Let’s go on to the next slide.  The HR713, and S367 bill that currently 

gets rid of the restriction on therapy, therapy services. 

 

  

So in general, you know, obviously, we're always, United Spinal is 

always advocating very hard to expand access to prescription drugs.  

Within our world, members with MS, members who have ALS, 

muscular dystrophy, traumatic spinal cord injury, there's a host of 

different medications that people rely on.  Recently, I've been very 

vocal on pushing back with CMS where they wanted to remove some 

of the protective classes under Medicare, what they call 

anti-depressant drugs, and immunosuppressant drugs for individuals 

with various conditions.   

 

They're called protective classes.  They wanted to remove those 

classes.  We definitely pushed back along with a huge number of other 

groups.  I think Close to 400 coalitions signed on to a letter to the 

head of CMS, Administrator Tavenner.  And we were very happy to 

hear that CMS did withdraw that rule [indiscernible] that, and decided 

not to make those changes to Medicare part D, the prescription drug 

plan.  So that's really great news.  But we're going to continue to 

monitor that.  We'll want to look at the state level too to see, make 

sure that with all of the health enrollment, health reform changes, that 



you still have good access to the drugs that you need. 

 

 

Along the same lines, we also wanted to look closely at medical 

supplies access.  We launched a urology coalition with consumers and 

providers looking at lifting some of the restrictions on the Medicare 

again to make sure you get what you need. 

 

So, that's another issue.  And we definitely will be sharing more 

information with you on these specific issues at upcoming webinars. 

 

  

Really we just want you to know, to tell folks, what's going on about 

what you need. 

As I said, if you don't tell them, they won't know.  

 

I just wanted to change tack a little bit and go into the Able Act.  

Which this is something that we have been definitely promoting a 

couple years now. 

And it has some great support in the House and Senate. 

 

>> In the house, 350 cosponors which doesn't happen very often -- 

350 supporters.  You see a bill with that much support, Republicans 

and Democrats supporting it, we have some great champions.    



 

She's been putting her influence behind it.  Tax exempt savings 

account for people with disabilities and their families to use for 

education, housing and all of the things you see there.  That's 

something that we will be addressing at the next, at our Roll on Capitol 

Hill. 

 

So just an FYI on that.  And to support that bill. 

And hopefully we can get it, you know, enacted into law, of course, 

which is the goal. 

 

Now I'm going to turn it over to Carol Tyson, my colleague, senior 

policy associate.  I just wanted to bring this issue in.  We've just been 

so active on transportation, and so I would like Carol to take the lead 

on these next couple of slides.  Carol? 

 

>> Carol:  Thanks, Alex.  Hi, everyone. 

 

So Alex just asked me to speak on the work we're doing on the 

transportation equity.  As many of you, you know, people of 

disabilities rely on transportation.   Alex, if you could go to the next 

slide. 

 

To get to their jobs and schools, live independently and remain 



integrated in their communities.  United Spinal has a long history of 

advocating for equal access to transportation. 

 

The Americans with Disabilities Act, the Air Carrier Access Act, and the 

Rehabilitation Act all provided ground breaking access to 

transportation, including airlines, public buses and sidewalks.  All of 

these measures ensure a floor not ceiling.  Unfortunately people with 

disabilities continue to lack access.  Adults with disabilities are twice as 

likely as those without disabilities to have inadequate transportation 

and according to a 2002, Department of Transportation Report nearly 

530,000 people with disabilities never leave their homes because they 

lack proper transportation.  We will continue to advocate for adequate 

transportation across all modes and address the needs of all 

underserved communities. 

We have two, three bills on the floor of the House and the Senate that 

folks can support.  The first bill is HR-3494 in the House, and S-1708 

in the Senate.  That is the Bicycle and Pedestrian Safety Act. 

 

This act would require the Department of Transportation to set a 

non-motorized safety performance measure.  It would require the 

Department of Transportation (DOT) to track the injuries and fatalities 

of people who are just walking or wheeling down a sidewalk and get 

struck by a motor vehicle for any number of reasons.  The bill would 

require the DOT to maintain the data.  Folks can also support HR-



3978, the New Opportunities for Bicycle, and Infrastructure Financing 

Act.  The bill would allow for more funding for local communities to 

achieve compliance with the ADA leading to better sidewalks for 

everyone.  That's it.  Thank you. 

 

>> Alex: Thank you, Carol.  That's great.  We will have more info on 

transportation updates in an upcoming webinar.  But thanks a lot for 

that update, Carol. 

 

 

Okay.  I'm going to the next slide.  Really, I have been saying all along 

that you can tell us, tell CMS, members of Congress, others, your 

issues, and theming you can make a difference.  And there are 

different ways tie to do that, becoming a member of United Spinal, 

join the team advocacy, and you can get the action updates.  Join a 

chapter or support group.  Be a policy advisor, a grassroots advocate 

and be one of Jenn's followers, Users First, there are all kinds of ways 

to get involved.   

 

Senator Tom Harkin.  I have him on this slide – he is the chair of the 

Senate Health, Education, Labor and Pensions Committee as being the 

leading disability champion for us.  As many of you know, he's retiring 

this year.  But he's really been a tireless advocate for the disability 

community for decades, obviously. 



He's works hard to put landmark legislation together before he retires 

on all disability issues.  So we are working very closely with him on 

that.   

 

And any help that you guys have in regarding your relationships with, 

you know, with your members of Congress in your local districts or 

here in D.C., would be great.  Just to keep other people involved in the 

disability community, and supportive of our issues.  You know there 

are others out there.  He's not the only one but is he -- but he has 

obviously done such a great job.  On the right, that's Autumn Grant at 

our policy conference.  Rolling the halls of Congress with a big smile on 

her face.  That was Roll on Capitol Hill, 2013. 

 

Ways to find your members of Congress: Senate.gov, or house.gov, 

you can call, e-mail, phone.  You don't need to be there in person.  

There's all kinds of ways you can make a difference, you can connect. 

  

I'm just going to go to the next slide. 

I wanted to remind you about this event, Roll on Capitol Hill.  It's 

really great.  A really great way to meet other advocates and get to 

know staff here at United Spinal and UsersFirst.  And NSCIA.  And get 

empowered.  I have testimonials from folks who say that they get 

empowered after coming to Roll on Capitol Hill.  And join as a free 

member of United Spinal.  We have a bunch of webinars all the time, 



and I just picked out a couple.  A Medicaid webinar in May.  

Transitioning with spinal cord injuries and disorders in June.  July 24," 

Wheelchair Access Issues This New York City" so that's definitely a 

good one.  Around the time of the ADA anniversary, of course, in July. 

 

We'll be having a specific roll on Capitol Hill call in early June as well.  

But you can go to our spinal cord.org website to see all of the 

webinars that are upcoming.  And this webinar will be posted there as 

well. 

 

 

So for questions, we do have a little bit of time for questions.  Please, 

as Carol said earlier, you just type in your comment in the question 

box there.  And that's my e-mail if anyone needs it.  But as I said, we 

get all of your questions and if we don't get to them today, we'll 

definitely respond by e-mail afterwards or by phone if you would like 

to us call you. 

Okay. 

 

So I'm going to hand it over to Carol for questions.  And Jenn for 

questions. 

 >> Jen:  I'm not seeing any questions that haven't been answered. 

 

 >> Alex: Okay.  That's great.  I wanted to make sure that we covered 



everything.  We had some technical glitches in the beginning, but 

thank you so much for dialing in, and please -- 

 >> Carol: Alex, we do have a question. 

>> Alex: Yay. 

 >> Carol: How can vendors participating in competitive bidding 

processes not honor their bid prices for equipment and supplies? 

  

>> Alex: Right.  Well, because under the current program, they are 

not what we call bound by their bid.  What that means is if they submit 

a certain price, they say, oh, I want to provide at this price, and then, 

you know, CMS comes back and said, you won the contract.  Here you 

go.  You are allowed to provide Medicare beneficiaries at this price.  

The suppliers can then decide if they want to or not.  And they can 

walk away without any consequences, currently.  That is how the 

program is currently set up.  So we obviously oppose that.  We want 

people to stick to what they have submitted as a bid, as a price, 

because if they pull away, where is the consume going to go? 

So that definitely is a very good question.  And that's exactly what the 

HR-1717 bill says.  Once you submit a bid, you are bound, you have to 

agree to take to that price.  Are you bound.  You have to agree to stick 

to the price if you're awarded a contract from CMS.  A very good 

question. 

 

 



Any other questions? 

 

 >> Carol: Several more questions here. 

If there's an issue with one of the agencies, who can someone act? 

  

>> Alex: Well, there's always the 1-800-Medicare line.  But they 

obviously get a lot of questions through that.  There are also 

ombudsmen, regional Medicare ombudsmen.  There are nine different 

regions.  That probably makes a little more sense on a specific issue.  

I'm happy to follow up with you specifically depending on which region 

are you in.  But 1-800-Medicare is the first place to go.  But I can 

follow up with you in a separate e-mail with more details. 

 >> Carol: Where can our participants find local advocacy groups? 

  

>> Alex: Good question.  Well, Jenn, I'm going to have you answer 

this question. 

>> Jen: Sometimes you have to search.  I know that locally in my 

area there's not really anything.  I have to go two hours for the board 

meetings for the Iowa Spinal Cord Association.  But usually there's a 

state chapter and you can get ahold of them and see if there's 

anything locally.  And we're trying to set up more local events. 

 

So you always want to go to United Spinal and look for the chapters. 

 >> Alex: That's right. 



>> Jen: If you talk enough about what you are interested in, someone 

will go, oh, maybe you should talk to so and so.  That's why I have 

gotten involved with the Olmstead Consumer Task Force in Iowa and 

other things. 

>> Alex: Thank you, Jen.  Yes, we have our support groups as well.  

We have 200 support groups across the country.  If you're not close to 

a chapter, go to our NSCIA spinal cord.org and click on the chapter tab 

or support groups tab. 

 

And that's a good place to start.  Again, we're always interesting in 

having new groups start.  If you're interested in that, that's a good 

thing as well.  Let us know where you are, and we can connect you to 

local groups and advocates. 

 

 

 >> Carol: What decides if they're going to get a manual or a 

motorized chair? 

  

>> Alex: Well, that really does depend on what your needs are.  

Physician documentation going along with that.  But, Jen, is that 

something you would like to address? 

  

>> Jen: Um, again, it's one of those things that you, it's really 

important to have the good team, the physician who understands your 



needs and the therapist and the vendor.  It's having an assistive 

technology professional on your team is very important too.  Usually 

they know the latest and the greatest.  And how to help document.  

That's sometimes an issue in getting things documented correctly. 

So you just want to try to go to people who really know what they're 

doing. 

>> Alex: And, of course, we're always here to help.  Jen and I, can 

help you with any assistance.  And, of course, the mobile map.  Jen 

mentioned that earlier,  that goes through the whole process to help 

you get the right wheelchair.  That's definitely a very valuable tool for 

you to use.  It should answer a lot of your questions. 

>> Jen: Another resource is www.spinalcord.org.  Bill Fertig at United 

Spinal handles the resource center, Spinal Cord Central. [Name?] and 

look for the resource center. 

>> Alex: Thank you, Jen.  We have a lot of what we call knowledge 

books, resource center knowledge books.  You can go there, 

spinalcord.org and do a search for anything pretty much.  You can find 

specific information about spinal cord injury needs. 

 

Needs related to wheelchairs and insurance, care giving, pretty much 

anything. 

Okay.  Anything else? 

 

 >> Carol: Yes.  Someone is asking if the bills that you have 



mentioned have an effect nationwide? 

  

>> Alex: Absolutely.  They're at the federal level, they're national 

bills.  They are national.  Meaning once they go into effect, they would 

affect the whole country-- the CRT is a Medicare bill which is national.  

But we also have state initiatives with similar legislation.  Recently, 

Washington State passed a recognition of Complex Rehab Technology.  

We're doing individual state stuff as well, but all of these bills I 

mentioned are at the federal, the national level, yes. 

 >> Carol: If a consumer orders certain equipment, can the 

competitive supplier refuse to provide it? 

  

>> Alex: If they order it? 

 

 >> Female Speaker: Yes. 

>> Alex: There are a lot of variables with that.  Sometimes if the 

supplier is no longer in business, the supplier cannot provide it, so you 

need to go to another supplier.  Or if there's a medical change in your 

condition since the first order, or maybe the supplier doesn't have 

what you need, you know, or maybe your insurance has changed.  It 

covers different things.   

 

There's a lot of different variables with that, unfortunately.  It's not an 

easy question to answer.  But, yes, if you have good medical 



documentation, and you have been closely monitoring your own case-- 

that really is your key to getting what you need and to make sure that 

the supplier honors that. 

But, again, if you have more -- I don't want to get into your personal 

details over the phone, but I am happy to help you off line. 

 

 >> Carol: And can you tell us how somebody would go about making 

or filing a grievance if they're having problems with a vendor? 

  

>> Alex: Right.  The best way to do that, with vendor grievance issues 

really is to -- I work very closely with the ombudsman's office.  The 

Medicare Om budsman's office.  That's who you would need to 

address, to talk to about that.  -- to talk to about that.  Your member 

of Congress.  And 1-800-Medicare.  But that's the way to do it.  To file 

a complaint with the ombudsman.  So let me see if I can find that 

information while we're on the phone here. 

 

If we have another question, we can answer that. 

But, again, I can provide that to you offline if I don't get to it before 

the end of this call. 

 

 

 >> Carol: A participant would like to know what the typical warranty 

is on most CRT wheelchairs and how repairs are billed after the 



warranty expires. 

>> Alex: Okay.  Well, there are rules around the five-year rule, of the 

lifetime of the chair.  Jen, would you want to -- do you want to 

address that question? 

  

>> Jen: I'm sorry.  I missed that. 

 >> Carol: The warranty. 

>> Jen: I don't know enough about it to really answer that question 

well. 

 >> Alex: So we can get back to you on that.  Could you Pete the 

question one more time -- repeat the question. 

 >> Carol: What is the typical warranty on most CRT wheelchairs and 

how are repairs billed after the warranty expires? 

  

>> Alex: That's a technical question.  I don't want to give you the 

wrong answer.  Let's follow up with you on that.  Okay? 

 

 >> Carol: Alex, back to the slide with the website link to access this 

presentation.  Where it is archived. 

>> Alex: Sure.  Absolutely.  Let's do that. 

Okay.  Where did it go? 

[ Chuckling ].  Let's see here ... it was at the end, wasn't it? 

There you go. 

Spinal cord.org/webinar/archive.  The e-mail for the competitive 



bidding ombudsman is a very long e-mail. 

And I'm happy to e-mail this individually to you.  

Competitiveacquisitionombudsman.CMS.HHS.gov.   

That's the public e-mail address you're allowed to send your concerns 

to.  If you would like some help in drafting that e-mail, you're welcome 

to e-mail me, and I can -- I can help-- I work with the ombudsman 

very often, very regularly.  You can always e-mail me as well.  I can 

help you with that. 

 

Any other questions? 

 

 >> Carol: We have many other questions. 

>> Alex: Go ahead. 

 >> Alex: With the warranty issues, it also depends on insurance and 

billing and different manufacturers and all of that stuff.  So I do need 

to look at that individual case.  Okay, go on, Carol. 

 

 

 >> Carol: You can finish up on the question with wait times, the 

participant currently has two DME companies available for their 

Medicare consumers.  Sometimes they're 8 to 9 hour wait times before 

the equipment is delivered.  And patients are waiting for the DME 

before they can get discharged.  They're wondering if there's anything 

to be done to increase the long wait times. 



>> Alex: Hmm, are there other companies in the area, or just the 

companies that you use mostly? 

Again unfortunately, there isn't really one single answer for this type 

of issue.  It really does entail a lot of just advocacy and persistence.  

But perhaps there are other companies that are available that can 

provide similar equipment. 

 >> Carol: There are only two companies that won the contracts. 

>> Alex: Oh, okay.  Yes.  See that's the very problem that I 

highlighted earlier about delays in getting stuff.  Because you're now 

restricted to just a certain number if you're in a certain area.  So I 

would really love to see your case in particular.  I would love to try to 

help you and see what we can do.  Okay? 

Again, the solution is to fix the program.  The program doesn't work 

right now, as you clearly have stated.  So that legislation, HR-1717 is 

going to fix some of the problems and make it that smaller areas are 

impacted, fewer product categories that are going to be included and 

things like that.  So I'm happy to follow up with you.   

 

I think we have time for one other question, and then I think we 

should call it a day. 

People are wondering how to get in touch with you, Alex.  To get in 

touch with me? 

  

>> Alex: There it is.  My e-mail address is on the slide there.  You're 



welcome to e-mail me. 

Thank you very much.  I'm going to dial off now.  But, again, thank 

you for all of the questions.  We'll be happy to follow up after this 

webinar. 

 

And just keep dialing in to action alerts and updates, and we look 

forward to speaking to you all again soon.  Thanks to Carol and thanks 

to Jen as well for joining me.  Thank you, guys.  Have a good day.  

Bye. 

 

  

 >> The organizer has ended the session and this call will be 

disconnected.  Good-bye.  

 

 [Webinar has ended].    


