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>> Alex:  Welcome, everyone.  Welcome to United Spinal Association 

and American Association on Health and Disability's health care reform's 

impact on people with disabilities.  The road ahead.  I wanted to thank 

our sponsors, Aligan [sp] and Permaview [sp] for sponsoring this.  And 

this is the first in a four-part series of independence through advocacy 

series created by United Spinal.  There will be other webinars through 

the coming months and this is the first of four.  So welcome.  We will 

also have information about our Roll on Capitol Hill event.  Our June 

policy conference is June 16th through the 19th and there will be more 

information on that later in the slide.  But it is a good way to get more 

involved in United Spinal's advocacy issues here in DC.  Let me go right 

on to the next slide here.   

 

Regarding the mission of United Spinal and AAHD.  American 

Association on Health and Disability.  Mission is to advance health 

promotion and wellness initiatives for people with disabilities at the 



federal, state and community level.  United Spinal's mission is to 

improve the quality of life for older people dealing with spinal cord 

injuries and disorders.  We're very honored to have Barbara Kornblau to 

speak with us, to be the presenter for this webinar.  Barbara is an 

attorney and occupational therapist and a person with a disability.  She 

worked for Senators Harkin and Rockefeller and wrote many of the 

provisions in the Affordable Care Act and currently serves as the 

Executive Director for the Society for Participatory Medicine.  She is 

also the founder of the Coalition for Disability Health Equity and a 

Professor of Occupational Therapy at Florida A&M University.  We also 

are very honored to have Roberta Carlin with us, MS-JD.  And she's the 

Executive Director of the American Association on Health and Disability.  

She has been there for approximately 10 years and she will be handling 

the questions.  And as you can see on your screen, you'll be able to 

type in your questions in the question box on your -- you have a control 

panel on the right side of your screen.  You can enter those questions 

and we will be answering them throughout the presentation, but mostly 

at the end of the presentation.  So please do, you know, listen through 

the whole presentation for all of the information that is going to be in it 

and we will be addressing your questions at the end as well as during.  

If there are questions we don't get to we will, of course, follow up with all 

of you to make sure that we have your questions answered.  With that, 

I'm going to have Barbara start and get us started on this really critical 

issue for our community.  And welcome to everyone again.  And, 

Barbara, I'm going to hand it over to you.  Thank you very much. 

>> Barbara:  Thank you, Alex.  I want everyone to know that Alex 

Bennewith gave the introduction.  She's been very hellful and we 



appreciate United Spinal and AAHD and American Association for 

putting this together.  A lot is done in a question and answer format.  

First question people always ask is, can Congress repeal the Affordable 

Care Act, which I'm going to refer to as ACA.  That seems like it is 

always in the news.  Several bills were already introduced into the 

House of Representatives and the new Congress that started a few 

weeks ago to repeal the Affordable Care Act.  The problem with this 

situation is that a repeal can pass the house because they have a 

Republican majority and a lot of tea partyer that don't like the Affordable 

Care Act, but it can pass the senate where the Democrats have a 

majority and it did the president wouldn't sign it.  You don't have to 

worry about the affordable care ability being repealed for the next few 

years.  Once it is in place and people like it, it is not popular to get rid of 

it unless it is prohibition which people didn't like.   

 

But, anyway, the Supreme Court ruling.  Another issue.  If you 

remember in June the Affordable Care Act went before the Supreme 

Court and they came out with a -- what we call split decision.  They said 

that the Affordable Care Act is overall constitutional.  And if you 

remember, there was an individual mandate that says that everybody 

has to have insurance and the question was whether that was 

constitutional.  The Supreme Court said that the individual mandate is 

permissible because it is a tax.  It did say -- this is the part that is not 

great for our community -- the Federal Government can't force the states 

to expand Medicaid.   

 

Now, the rule or the original plan was to cover everyone with insurance 



and part of that was including Medicaid expansion.  So because they 

can't expand there won't be coverage for single nondisabled adults from 

the federal poverty level to 133% of the poverty level which as you can 

see is 14,800 changed for an individual and 30,600 change for a family 

of 4.  So if your spouse is not disabled and your income is between 

federal poverty level and 133%, then -- actually not spouse but single 

person.  Author dolt children would not be able to get -- your adult 

children could not get coverage that was originally planned.  What can 

you do in your state?  These are state decisions.  We're going to look a 

little bit at the expansion and what states are doing.  You can advocate 

with your state lent tore to tell your state you want Medicaid to be 

expanded in your state. 

 

Now, the coverage options for now, if you don't have insurance at this 

point in time, ACA sets up the preexisting insurance plans and these are 

in affect until 2014 in all 50 states.  Some are run by the government 

and some are run by the State.  They are good for people that don't 

have coverage.  You have to be uninsured for 6 months and be denied 

coverage due to preexisting condition.  You have to be a citizen or legal 

resident.  Being without insurance for 6 months is really hard for most of 

us. 

 

My daughter had to do it because her COBRA ended and she had 

nothing.  So for 6 months we kind of prayed that was her insurance.  

The PCIP, they cover a lot of things.  She has better insurance than I 

do.  It covers primary and specialty care including OT, PT and speech 

and language.  It covers hospital care and covers prescriptions.   



 

Now some states still have a high risk pool but those tend to be very 

expensive.  The PCIP's control the cost where the state high risk pools 

don't really do that.  The other option is Medicaid expansion if your state 

does it.  Now, if you need a PCIP there is a web address on the screen, 

www.pcip.gov and you can go to that web address and find out how to 

contact the PCIP in your state. 

 

The Medicaid expansion, this is a charge that shows what the different 

states are doing as far as Medicaid expansion.  Basically, it shows that 

some states are not participating and that is Alabama, Georgia, Idaho, 

Louisiana, Maine, Mississippi, South Carolina, South Dakota, Oklahoma 

and Texas.  Then there are some that are leaning towards not 

participating and that is Iowa, Nebraska, New Jersey, Virginia and 

Wyoming [inaudible].  

 

The ones that are leaning towards participating are Kentucky, 

New Hampshire, New York, North Dakota and Oregon.  The undecided 

are Alaska, Florida, Kansas, Ohio, North Carolina, Pennsylvania, 

Tennessee, Utah, West Virginia and Wisconsin. 

>> Cart Provider:  Please slow down.  Thank you.  

>> Barbara:  The states that are participating have announced that they 

are participating are Arkansas, Arizona, California, Colorado, 

Connecticut, Delaware.  District of Columbia, Hawaii, Illinois, Maryland, 

Massachusetts, Minnesota,   Missouri, Montana, Nevada, Mexico, 

Rhode Island, Vermont and Washington.  And if you notice most of 

those are -- you know, Democratic Governors as opposed to the states 



that aren't and you know some other states have come -- are changing a 

little bit.  We're seeing every day more states coming on and realizing 

that it is good to participate in the Medicaid expansion and we'll talk 

about why in a little bit. 

 

Now, one of the wonderful things about ACA and it prohibits excluding 

people from proexisting conditions.  For most people beginning on or 

after January 1st of 2014.  So you can't be charged a higher premium 

because of your disability or medical condition so plans have to look at 

what they call a standard population risk which looks at like everybody 

as a whole and in spreading the risk.  Risk is a principle and insurance 

where they look at who is going to cost us money.  If you're sick you 

have a chronic condition they will cost money.  A pool of people that 

has a chronic condition they cost you more.  They cannot look at you as 

being someone who is at more risk felt they have to look at the 

aggregate group of people to determine the cost. 

 

Now, your premium can be influenced by your age and if you smoke.  If 

you smoke your premiums can be higher.  After 2014 and if you're older 

especially it is always affects women if -- in a traditional couple the 

husbands older he retires the wife COBRA and if she loses COBRA and 

has to go on to the exchange to buy a plan she's going to be between 55 

and 65.  Her insurance is going to be a lot of money. 

 

Now, grandfathered individual non-employer based insurance plans are 

not required to eliminate the preexisting condition exclusion.  Now, for 

children under 19 years of age in individual children only or non-group 



family plans.  So if you have a plan that is not with an employer and you 

go and you have bought it.  You have it.  They can still require -- they 

can still exclude preexisting conditions for children under 19. 

 

Now, what is a grandfather plan?  A grandfather plan is any existing 

group or individual.  When we refer to individual we mean it is not 

employer based insurance.  Is has nothing to do with your job.  Not 

insurance you get as a job benefit.  One that you go out and buy on the 

open market.  So any group or existing individual plan that a person 

was enrolled in on the day of enactment of ACA which is March 23rd, 

2010.  As long as a person was enrolled in the plan on March 23rd, 

2010, that plan has been grandfathered. 

 

If you remember when president Obama was campaigning on ACA he 

kept saying if you liked your plan you can keep it.  And that turns into 

the provisions for grandfathered plans. 

 

Now, a plan can lose its grandfather status if it is significantly reduces 

benefits or if it increases out-of-pocket costs to the insured person. 

 

Now, ironically if you lose your grandfathered status you get additional 

benefits.  And what are those?  Well, right now existing plans, the 

grandfathered plans don't have to provide wellness benefits.  Wellness 

benefits are some of the things that are here.  Pap smears and 

women's health and immunizations, cholesterol screening, depression, 

Type II diabetes screenings, diet counseling, screenings for alcohol 

misuse, drug abuse, obesity, all of these things, colon scopes they may 



not be covered but under -- if you lose the grandfathered status under 

the new plans, those things are covered.  So that is -- you know, that is 

a helpful benefit to get if the wellness -- if you lose your grandfathered 

status. 

 

You also get -- under the new plans you get guaranteed access to an 

OBGYN or pediatrician.  You can go to either without a referral.  You 

have open access. 

 

Now, some other wellness benefits that are also available under 

Medicare ACA allows or provide for free annual wellness visits.  And at 

that visit the patient and the physician develop or update a personal 

pro-prevention plan.  They look at your medical and family history if you 

have any impairments and what potential risk factors you may have from 

depression and they review the patient's functioning and level of safety.  

Doctors can also give their patients advice on daily health habits and 

refer patients to other agencies or services for counseling or other 

programs. 

 

There is also a prevention fund.  The prevention fund that was set up, it 

consists of grants to help prevent tobacco use, obesity, heart disease, 

stroke and cancer and it is really looking at improving the health of 

communities for people with and without disabilities and CDC has been 

pretty good about trying to encourage those -- people that look for those 

grants and remember they're looking for health of the community to 

include people with disabilities in their communities in these grants. 

 



Now, it is important to know if you have a Medicare advantage plan that 

you may not have these wellness benefits so you have to ask your 

Medicare advantage plan if you're covered for the wellness services. 

 

Now, there are limits on coverage on some of the existing plans.  Some 

people have plans that have an annual limit or a lifetime limit.  So what 

happens to those under ACA?  The lifetime limit or the caps on 

essential health benefits are eliminated from all plans as of September 

23rd, 2010.  But they -- plans can still put limits on nonessential health 

benefits.  And we're going to talk about the essential health benefits in a 

minute but basically it was a certain list of thing that were included 

specifically that have to be covered. 

 

Now, the annual limits or caps on essential health benefits those are 

being phased out and eliminated for all new plans that are issued 

between March 23rd, 2010, the date that the -- the date of ACA and 

January 1st, 2014.  Now, after January 1st of 2014 all plans issued or 

renewed will be prohibited from including annual limits or caps on 

essential health benefits.  The one exception is the grandfathered 

individual plans so the non-employer based plan.  If you have a plan 

that you bought from an insurance agent, those plans are not required to 

phase-out the annual limits or the caps on essential health benefits. 

 

All plans can put annual dollar limits and lifetime dollar limits on 

spending for healthcare services that are not considered essential health 

benefits.  So, for example, a plan could say we're only going to pay for 

$1500 worth of Cairo practice teak care annually because choir row 



practice teak care is not one of the essential health benefits.  That 

would be okay.  But they can put an annual limit on habilitation or 

rehabilitation.  We're going to talk about that in a minute.  Because that 

is an essential health benefit.  Here we are.  So ACA included among 

the essential health benefits, ACA included -- and we all lobbied very 

hard for this.  United Spinal is a big leered, AAHD, all of the disability 

advocacy groups to have rehabilitation and habilitation included in the 

essential health benefits. 

 

Some other things that are included are that affect our community are 

durable medical equipment, chronic disease management and mental 

health including behavioral health treatment and prescription drugs. 

 

So the problem with they passed this in ACA and they did not 

define -- how are we defining the essential health benefits.  There is a 

list of them but it doesn't say how are we going to compliment this?  So 

it went to the Institute of Medicine and the Institute of Medicine released 

a report and HHS read it and came out with a bullet December 2011 

setting forth a plan on how to do this.  They said that the states would 

have to pick four benchmark plans based on the benefits of private plans 

in the state already in existence.  So some plans, some people have 

like the premier plan that covers everything.  The gold standard.  And 

some people have a plan that is very basic that just covers maybe, you 

know, if they get sick and catastrophic we'll pay for it.  So they have to 

pick four plans that -- from a range of plans. 

 

And, then, select -- you know, create their own four plans for their state.  



And these new plans would theoretically include rehabilitation, 

habilitation and those other specified essential health benefits.  The 

problem is that most private plans exclude habilitation and this created a 

dilemma in establishing the plan based on the existing plan. 

 

Now, many of you know what rehabilitation is.  That's when if you have 

an illness, injury, disability you go to rehab and you get put back 

together like Humpty-Dumpty.  Get as functional as possible to what 

your prior level of functioning was.  Habilitation is where you are looking 

to get to a higher level of functioning than you presently have or to 

maintain the level of functioning that you had.  If you have a spinal cord 

injury and you go in for therapy periodically or join a gym you're able to 

keep up your muscle strength to what it is when you came out of rehab 

or to prevent it from declining.  And that is the -- habilitation kind of falls 

under all of those things. 

 

People with multiple sclerosis who do exercise to keep their bodies in 

shape the way they are.  The problem up to now has been that most 

plans didn't cover that because they said that you were not making 

improvement.  Whoops.  Sorry.  That if you didn't improve, it was not 

going to be covered.  In order to be covered you have to make 

progress. 

 

So that is one of the things that this was taking care of but since the 

plans they were -- they were basing them on don't have habilitation, we 

had a dilemma.  So on November 2012, HHS released a proposed rule 

on the essential health benefits to address this.  And they proposed that 



if a state's bench mark plan doesn't include habilitation then the state 

can define the services the way it wants to.  They proposed giving the 

states the flexibility so they would have development of habilitation 

services policy from the ground up. 

 

Now, one of the problems you have is that, that means that potentially 

50 states could develop 50 different standards on what is habilitation.  

And, you know, during this time of policy development it is really 

important that you, as disability advocates, you have an opportunity to 

encourage your state to include preventative therapy services and 

maintenance therapy services and other things that you need in the 

definition of habilitative services of the these essential benefits apply in 

2014 and they apply to the individual and small employer group 

insurance coverage that is going to be sold through the exchanges and it 

applies to Medicaid plans. 

 

Now, I also wanted to point out an issue with prescription drugs under 

the essential benefit.  Also in this November proposed rule, HHS said 

that in a minimum insurance plans to do cover one drug in every 

category and class or the same drug coverage as the 

benchmark -- corresponding benchmark plan. 

 

Now, the therapy caps.  A therapy cap of 1900s was scheduled to go 

into effect January 1 without an exceptions process.  Now, the therapy 

caps were a horrible policy that came into being some years back and it 

has never really been fully implemented.  There have been caps but the 

caps have been temporarily lifted and we have been able to get an 



exceptions process so that if you get therapy and you need more, the 

therapist can ask for more.  So that was scheduled to go away as of 

January 1st and there was going to be a straight $1900 worth of therapy.  

And the way it works is it is $1900 for OT and $1900 for PT and speech 

and language together because someone made the mistake with a 

comma when they wrote the law.  As an OT, I like to say, we had better 

lobbyist but that is not true.  There was a comma error.  The president 

signed the American taxpayer relief act the American cliff negotiate thing 

that was extended as part of the fiscal cliff negotiation.  The therapy cap 

exception is in place now through the end of 2013.  So if you need 

therapy and you need additional therapy, the therapist can submit an 

explanation to justify the continued coverage of your medically 

necessary rehab and you can exceed the 1900s.  Medicare decides 

whether you need the additional services and up to now they have made 

a determination in the patient's favor of 90% of the time. 

 

Now, the homeland community based services also known as HCBS we 

hear a lot in the news that states are having budget crisis.  And United 

Spinal, AAHD, all of the advocacy groups urge you to monitor what your 

state is doing to address the budgets and speak out in support of 

funding for valuable projects in your state.  Some of those are money 

follows the person.  The community first choice option and the Medicaid 

expansion is another one that you can push for in your own state. 

 

Now, ACA strengthens and expanded the money follows the person 

grounds through September of 2016 and these grants help cover the 

cost giving eligible Medicaid beneficiaries who have been in a nursing 



home or other institution for a minimum of days the opportunity to live in 

the community and get the services and supports they need in the 

community. 

 

The grants, what they do is, under Medicaid, states get federal matching 

funds to do stuff.  All kinds of things.  An education in all kinds of areas.  

They get federal matching funds under Medicaid.  So to encourage the 

states to use the money follows the person the grants are giving the 

state a bigger federal matching or we call an enhanced federal matching 

fund for 12 months for each Medicaid beneficiary that they transition 

from an institution to the community.  Now, as of late 2011, 43 states 

and District of Columbia have received federal grant money under the 

money follows the person program to transfer people to the community.  

And participating states will receive more than $621 million through 2016 

to do this.  

 

When I lived in Michigan they used to average -- home health agencies 

used to advertise on TV, are you living in an institution?  Do you want to 

go back to living in the community?  Call us.  It was great money 

follows the person program.  So these are around in a lot of places. 

 

I'm hitting the button.  It is not going.  Try it that way.  I apologize.  It 

looks like we're having a little technical glitch.  There we go.  Okay.  

Now, some of you may have heard about the class act.  The community 

living assistants support program.  It died.  It was repealed as part of 

the fiscal cliff negotiations because HHS had announced that it had 

difficulty developing the plan.  It didn't know how to do it.  It was 



something that was as big as Social Security and they just didn't have 

the means to figure out how to do it.  So that one is gone. 

 

Okay, accessible medical equipment.  This is another really important 

thing for people with spinal cord injury, mobility issues.  You know, you 

go to the doctor and you want to be weighed and when I worked for 

Senator Harkin we had someone write to us that said I asked the doctor 

to weigh me and he told me to go to the post office.  I went there and 

asked them to weigh me on the mail scale.  They said lady we only 

weigh packages.  We're fought going to have to go through that kind of 

stuff anymore.  Under ACA they charged the access board to develop 

technical criteria for medical diagnostic equipment for physicians' offices, 

clinics, emergency rooms, all the medical settings.  You want to be able 

to have a pap smear, have a colonoscopy.  There has to be accessible 

ways to get on the table.  So the access board appointed a committee 

of experts including disability advocates who are wheelchair users to 

develop voluntary standards with input from the public.  Now, the 

access board is going to release these voluntary standards when the 

committee is finished and they are voluntary but they helped to establish 

a standard of care.  A standard of practice on what is good practice and 

what should people be doing?  When those come out, you know, United 

Spinal will publicize them through their website which you'll have 

throughout this presentation and you'll see United Spinal's website at the 

end and so will AAHD and please share them with your health providers 

and see if you can get them to use them and United Spinal will be 

promoting and advocating to make these voluntary standards mandatory 

eventually. 



 

Now, community health centers.  ACA provides money for the federally 

qualified health centers.  These are safety net providers that are around 

the country in areas where there are underserved populations based on 

income and other factors like the limited primary care providers or not a 

lot of health coverage in the area.  Anyone can use these services.  

They're available on a sliding scale and they must accept Medicaid and 

Medicare and one of the nice things is the funding that they're providing 

the centers have never had funding to renovate.  So a lot of them the 

roofs were caving n they were not necessarily as accessible as they 

wanted to be.  They never had money to make physical changes to the 

buildings.  So they have to be accessible under 504.  They risk losing 

their federal funding but now they have the money to actually make them 

accessible.  If you're looking for healthcare providers the federally 

qualified health centers are a good place to go and you can find them 

online. 

 

The call sharing limits.  ACA limits the amount of money that you have 

to pay out-of-pocket.  So as of January one, 2014, the law limits the 

deductible for health plans to $2000 for single persons for an employer 

sponsored plan.  The one that you get through your employment in the 

small group market and 4000 unless contributions are offered that offset 

the deductible above these amounts.  Sometimes your employer gives 

money to offset that. 

 

Now, they're setting up health insurance exchanges which we'll talk 

about in a minute.  Those will offer individual and small businesses four 



benefit tiers as well as catastrophic plan.  So there is going to be a 

bronze plan which is the lowest plan which covers 60% of the benefit 

cost of the plan and has an out-of-pocket limit equal to the health 

savings account amount that you're allowed to save.  Which under 

current law it is 6250 for individuals and 12,500 for families in 2013.  It 

is a very, very, very Heidi deductible.  That is supposed to be for 

kids -- you know, classic 20 something kid who is in perfect health.  The 

silver plan provides -- the essential health benefits.  They all cover the 

essential health benefits and covers 70% of the benefit with the HSA 

out-of-pocket limits and gold plan covers agent% and platinum covers 

90%.  If you don't have a lot of money, you can get the bronze plan.  If 

you have a lot of money you can get the platinum plan but it does limit 

what your out of pock is and cost sharing.  The catastrophic only plan is 

available for purchase individuals 30 years of age and under and to 

individuals exempt from mandatory coverage mandates because there is 

no affordable plan or because of hardship. 

 

The plan provides catastrophic coverage except that prevention benefits 

and coverage for three primary care visits are exe from the deductible so 

you can have those.  That is only available in the individual market. 

 

The law also reduces the out-of-pocket limits for those with incomes up 

to 400% of the federal poverty level.  There are premium subsidies that 

are available through the changes for individual taxpayers with 

household incomes between 100% and 400% of the federal poverty 

level.  I mentioned earlier that that is 11,170 for an individual and 23 

now a family of 4.  



 

Now, the state health insurance exchanges.  The exchanges are kind of 

a place where you go where you can -- it is a virtual online.  It is like 

E-bay for health insurance.  You can go on and see how much 

something costs.  What benefits you're going to get.  Who the -- who is 

providing it, and which company is providing it.  And the idea originally 

with ACA is that the states were going to provide -- were going to set up 

the health insurance plans and the Federal Government was going to 

give them money to do that.  The problem is that some states, you 

know, the states sued is how they got to the Supreme Court.  Some 

states didn't want to do this. 

 

So right now they were supposed to elect or tell the feds how they were 

going to do this by December 14th.  Right now 18 states in the and the 

District of Columbia opted to run their own state health plan, insurance 

exchange and 22 have opted to have the Federal Government operate 

it.  Eight are going to run their own in partnership with the Federal 

Government and two states, Florida and New Hampshire failed to meet 

the deadline.  They have been given until February 15th to decide.  

New Hampshire passed a law saying they were not going to do it.  If 

they don't make a decision the Federal Government will step in and 

operate the health insurance exchanges in the two states.  You don't 

have to worry.  There will be a health insurance exchange in your state.  

 

Nice changes to Medicare Part D.  As of January 1st, 2013, which just 

happened, Medicare Part D will cover smoking cessation, barbiturates 

used in the treatment of epilepsy, cancer or chronic mental health 



disorders and benzodiazoamine.  And you should be able to 

get -- anti-seizure medicines will now be covered and you should also be 

able to get anti-spasm drugs covered. 

 

The other nice thing is that ACA gradually closes the donut hole in 

Medicare Part D.  You know what it is if you are on Medicare.  You 

reach a certain point and none of your drugs are covered until you spend 

more money then it is covered again.  So you have this hole.  Another 

bad policy passed because they had -- the Bill for Medicare Part D was 

too expensive and they created this donut hole to save money. 

 

So in 2013 Medicare recipients will pay 47.5% for brand name drugs and 

79% for generics when they get in the donut hole.  2014 it goes to 45% 

and 65% for generics and then the cost of prescriptions decreases until 

20/20 when you pay 25% for brand names and 25% for generics and 

then the donut hole closes. 

 

Okay.  Another big topic is durable medical equipment and supplies and 

competitive bidding program.  Starting during the Bush presidency, 

President Bush wanted to put into the competitive bidding program and 

everything was set to go and someone put in a Bill to get rid of it w so it 

came in instead as part of ACA.  As part of a compromise. 

 

So they allow companies to bid to get the soul coverage for a region or a 

city for durable medical equipment.  This is a problem because as you 

know not all durable medical supplier carries what you need and does 

the same services.  You know, some people are really good at adapting 



wheelchairs.  Some people are really good at fixing them.  And some 

people don't have someone who repairs things. 

 

So they started this program in nine regions in January of 2011.  

Cincinnati which covers a whole bunch of areas around it.  Ohio, 

Kentucky, Indiana, Cleveland which covers -- I can't pronounce it a 

couple of places in Ohio.  Mentor and El -- I don't know.  Eliria, 

Charlotte which covers Gastonia and Concord and North and South 

Carolina and Dallas, Fort Worth, Arkansas and Texas, Missouri and 

Kansas, Miami, Fort Lauderdale, Pompei Beach in Florida, Orlando, 

Pennsylvania and some places in California.  Riverside and San 

Bernardino and Ontario.  In these places you have one provider that 

you can buy your DME from. 

 

Now, phase II, they're expanding this.  Isn't that wonderful?  That will 

start July 13th in 91 additional locations.  The phase II expansion 

covers large metropolitan areas.  So it covers Los Angeles from Long 

Beach to Santa Ana, Chicago, including Indiana and Wisconsin, New 

York City, New York State including Northern New Jersey and 

Pennsylvania.  And phase II is also going to begin at the same time in 

July and you may order diabetic supplies.  But it goes to bid.  Just 

because you see it on TV doesn't mean you can order from them.  You 

have to order from whoever gets the bid. 

 

Now, what is covered?  Well, wheelchairs, walkers, oxygen, diabetic 

blood monitoring devices, tube feeding, CPAP machines, respiratory 

assistive devices and hospital beds.  These are all only through 



competitive bidding.  So whoever the vendor is in your area, that is who 

you have to go to. 

 

Now, CMS recently combined the standard manual wheelchair, power 

wheelchairs and scooters to form an expanded mobility device category 

that does not include complex stuff.  We'll talk about that in a minute. 

 

They also added negative pressure wound therapy pumps and related 

supplies and accessories to the bidding program as well. 

 

All right.  So complex rehab wheelchairs are exempt and those are the 

wheelchairs that require adaptations that have -- may have the ones 

where you may have to stand where you're in a certain position and then 

it has to be specifically made for you and no one else can use it.  

Things that are adapted if you need something to hold your head up or if 

you need a mouth -- sip and puff to operate it or any adaptation.  Any of 

the complex adaptations. 

 

That is not in the competitive bidding.  You can get that separately from 

a different vendor who has it and is qualified to help put that together. 

 

Also, off the shelf orthotic devices that are provided by physicians or 

hospitals to their own patients.  That is not included.  That is also 

exempt. 

 

Now, the problems with competitive bidding is that consumers can no 

longer choose their DME provider.  I have a relationship with the person 



who fixes my scooter and has had a relationship with that person for 

years.  That ends.  Consumers can only purchase covered DME from 

the Medicare authorized provider who may not carry the most effective 

product or service the products. 

 

Consumers may find limited access or no access to critical equipment 

that they need and providers have to re-bid every three years which can 

leave consumers without DME items carried by the previous provider. 

 

We've received many complaints through United Spinal and other 

groups.  There was a Bill that was introduced in the 112th Congress 

that died.  It will be reintroduced again by Congressman Tom price 

called the marketing pricing program act.  It increases the number of 

DME provider through an auction processes without costing Medicare 

more than the current bidding program.  They'll be able to have an 

auction and bid and it will kind of be like anybody is willing to provide the 

product or services at that price can be part of the program. 

 

United Spinal Association was instrumental in supporting and leading 

this and if you want to stay informed you can join their advocacy be 

going to their website, www.unitedspinal.org/forms.  F-O-R-M-S, 

forward slash join advocacy.html.comparativeeffectivenessresearch.  

This compares the outcomes that are effective forms of treatment for the 

same condition.  This is patient outcome research.  Comparative 

effectiveness research is supposed to improve quality of care and lower 

the cost of -- by finding the most effective treatment.  So, you know, for 

example, the commercial on television where the very handsome man 



dives into the pool and does a belly flop.  That is for a drug that 

combines a blood pressure drug with a drug that lowers cholesterol.  

Well, do we go that the drug in combination those two things in one pill 

work better than if you take the two older pills?  We don't know that.  

That is what comparative effectiveness is supposed to look at.  What is 

best.  What works and, you know, can we save money by using what 

works instead of something that is new and more expensive. 

 

Now, ACA established the patient centered outcome patient institute 

called the CORI (sp) and they approved 25 awards of $40.7 million over 

three years to fund research to look at comparative effectiveness.  Now, 

some disability advocates feel that comparative effectiveness research 

doesn't take into effect individual differences among patients that may 

affect, effectiveness like seizure medications.  We know seizure 

medications work for some people but don't work for others, the 

individual differences that people have.  Genetic medicine where some 

drugs work with some people and don't work with others there is a 

concern about that in the disability community. 

 

Okay, there is some -- a big push in ACA to train people to treat people 

with disabilities.  So healthcare professionals are developing 

curriculums on how to treat people with disabilities and HHS, the health 

resource -- H resource services administration is funding some of the 

programs and as a person with a disability you should consider assisting 

with the training at your local Community Colleges and universities who 

better to train people in how to treat people with disabilities than 

somebody with a disability.  So I would call your local medical school, 



OT/PT programs, nursing and volunteer.  Let's get them really learn 

what we need. 

 

Health disparities.  Now, health disparities, that's what happens when 

we know that people with disabilities don't get the same healthcare that 

other people get and don't have the same outcomes.  Why is that?  

Well, we may not have a place that has an accessible mammography 

machine and we may not have physicians that know how to get 

someone on the table and position them to do a colonoscopy. 

 

So we know that there are disparity that people get different levels of 

care.  We go that people with intellectual disabilities they have to go to 

50 different providers before they can find one trained to treat them and 

not every community has an accessible mammogram machine, for 

example. 

 

So there is several things in ACA that are there to try to reduce the 

health disparities.  One is to improve public health data collections for 

people with disabilities so they're collecting data on where do people 

with disabilities get their healthcare.  Which providers are trained to 

treat them.  How many providers have accessible facilities and 

equipment? 

 

they are also covering the cost of preventative services with cost sharing 

and that helps people with disabilities and developing the standards for 

accessible medical equipment that we mentioned.  The training 

healthcare workers to treat people with disabilities in a culturally 



confident manner helps to reduce health disparity.  Improving care 

coordination with people with chronic condition and there are also taint 

discrimination positions.  You cannot discriminate against someone in 

treatment because of a disability and we have all heard stories.  For 

example, I have had deaf people tell me the doctor won't treat them.  

They hang up on the relay service or they have been told -- we had one 

story where a gentleman went -- he did all the prep work for a 

colonoscopy.  If you have ever gone through that you know that is pretty 

horrible.  When he showed up in his wheelchair with a complex rehab 

wheelchair they said we don't know how to get you on the stable.  Here 

is a stool sample kit.  They sent him on his way.  That is discrimination.  

If they're going to do a colonoscopy for a person without a disability they 

have to do one with a person with a disability. 

 

So I'm going to talk about this briefly and then we'll move on to 

questions.  These are upcoming webinars and conferences by United 

Spinal and by AAHD.  There are two coming up for United Spinal.  

Access to the medical equipment that you need on March 28th.  And 

what you need to know about Medicare on May 23rd.  AAHD is the 

sponsor of a major health disparities research conference called health 

disparities research at the intersection of race, ethnicity and disability in 

Washington, D.C. April 25th to the 26th.  They have a wonderful 

newsletter that you can read online called the disability in public health 

and the media.  Their web address is www.aahd.us.  You can also find 

information about their disability and health journal.  Now, this 

presentation will be archived on the United Spinal's website as well as 

AAHD.  United Spinal is www.spinalcord.org/webinararchive and AAHD 



is www.aahd.us/category/webinars.  This presentation will also be the 

slides will be available with all the web addresses that I gave you that 

you probably didn't -- you may have raced to write down but you'll be 

able to get a copy of this presentation in those archived places.  Now 

we'll go to questions.  This is the information that Alex was talking about 

at the beginning.  United Spinal is going to have their annual policy 

conference, roll on Capitol Hill June 16 to the 19th 2013.  You can find 

out more information on their web address.  The slide will be up.  

Those of you that want to write it down can write it down.  It is 

www.United Spinal.org/events/roam-on-capitol-hill.  And this is a 

wonderful opportunity for you to actually go on the hill and meet with 

your elected officials if you have never done it before it is an amazing 

experience and I highly recommend it.  And I'm going to turn it over to 

Roberta for questions. 

>> Roberta:  Thank you, Barbara.  Excellent presentation.  Very 

informative.  We have received many questions so we'll try in the last 

10 or 11 minutes to get through as many as we can.  For the others that 

are posted here, we will respond via e-mail to you.  I would like to thank 

you all for taking the time to participate in the webinar today.  One quick 

note, Barbara McCullough is on the access board and he's the board 

representative on the diagnostic commitment committee responsible for 

recommending initial standards and he sent a message.  Thank you for 

including the slides.  All right.  I just -- these are clumped in order 

following the presentation.  The first question is, do the healthcare 

reforms affect the ARISA health insurance plans and how can a person 

find out more on how to advocate for more protections for individuals 

with disabilities on the ARISA plans?  For example, health insurance, 



company sponsored plans. 

>> Barbara:  The ARISA plans are a little complicated.  Some of 

the -- they have a separate law but ARISA plans usually cover more 

than the existing plans and the new plans.  One of the thing that I have 

found that the ARIS a plans have done, they're pulling out retirees an 

putting them in separate plans so that people who had benefits all of a 

sudden don't which is one of the dangers of the self-insurance plans but 

I can provide you with more information.  Do we have her e-mail?  

>> Roberta:  Yes, we do.  Moving on, could you explain in a little more 

detail what do you mean if the employer loses their grandfathered 

status?  

>> Barbara:  Grandfather means they had the plan since March 10th of 

2010.  Now, if the plan stays the same then the employer doesn't have 

to change any of the mandatory benefits under ACA such as adding 

wellness and some of the other access to pediatricians, OBGYN all that 

wellness and paying for colonoscopies.  If the employer changes the 

plan by, for example, increasing your deductible or changing your 

out-of-pocket amount or changing the benefits that are covered, then 

they lose the benefit of being a grandfather plan and then they're subject 

to all the new stuff that is in ACA which includes things like wellness 

benefits.  If there are changes that you contribute to the employee then 

they -- you know, they raise it because they're trying to save money and 

lose the grandfather's status. 

>> Roberta:  Thank you.  Moving more in the area of habilitation and 

we have got a number of questions of first being could you define what 

habilitation is and give an example and perhaps provide language for 

habilitation that might be in a state plan?  That is a two-fold question.  



>> Barbara:  One of the problems what is the definition of habilitation is.  

Institute of Medicine reports several of the consortium of citizens with 

CCD.  Whatever the group -- the group that advocate for disabilities and 

they tested testified and they presented a definition and the IOMA made 

recommendations and those include things like when you plateau being 

able to continue getting therapy so that you don't decline.  It includes 

kids who are born with some sort of a disability and some plans if it was 

something from birth would not cover it because it was habilitation.  Not 

rehabilitation.  There is no definition what HHS is saying they're 

allowing flexible in the states to develop the policies how we will define 

habilitation.  I can tell you, I had input into the -- what we submitted.  I 

reviewed that.  What we submitted had to do with things like bowing 

able to -- you know, being able to get therapy because maybe you 

suddenly are weaker but you have a chronic illness or chronic disability 

where now they'll say oh well that is chronic.  We're not going to let you 

have therapy.  But under habilitation, you can have therapy because 

you've gotten weaker and we want to bring you back to where you were.  

So we want to prevent the decline of your muscle strength, for example.  

So as of now there really isn't a definition but if you go on the IOM 

website, you can probably get a copy of that report and look at what they 

have recommended.  But it was not accepted by HHS because HHS is 

now saying well states you develop the policy and, you know, we'll see 

what happens.  That concept is that, you know, it is not rehabilitation 

but someone that has a spinal cord injury for years and finds that they're 

just not able to do something and they need OT to be able to get some 

intervention to be able to do what -- maybe they cannot dress their upper 

extremities, their arms over their heads any more because of weakness 



and habilitation would allow them to go to OT or PT and get 

strengthening to be able to do that.  So that is an example.  

>> Roberta:  Just to people on the -- for the webinar I wanted to 

apologize for the technical difficulties regarding the slides.  We will be 

having or put the slides back on the screen so everyone can see them. 

>> Barbara:  The screen saver came on.  I apologize.  They're there.  

>> Roberta:  Okay.  Moving on.  If you're on Medicare will you be able 

to receive habilitation and how soon and this question comes from an 

individual in North Carolina.  

>> Barbara:  Could you repeat the beginning? 

>> Roberta:  If you're on Medicare presently will you be able to receive 

habilitation and how soon?  Is habilitation included in Medicare? 

>> Barbara:  Habilitation is included in Medicaid; however, there was a 

lawsuit that was filed recently by the MS society on behalf of people with 

multiple sclerosis to get rid of the standard under Medicare that says you 

have to be making progress.  So there may be some changes soon in 

Medicare based on that lawsuit to allow you to get habilitation.  But it's 

not in ACA and, so, that is a keep your eyes open for changes.  I'm 

sure -- I know United Spinal will be putting stuff on their website about 

that as that develops.  The other thing that is interesting before the next 

question is President Obama announced his immigration plan yesterday 

and immigrants or undocumented individuals who get the temporary 

status will not be eligible for ACA. 

>> Roberta:  All right.  Is the competitive bidding process just with 

Medicare and Medicaid or will -- would this transition to vocational or will 

we have organizations as well? 

>> Barbara:  Right now, the competitive bidding process is just under 



Medicare.  But once Medicare does things, others follow.  Often private 

insurance companies take Medicare's leave in doing things.  So, you 

know, we might see something like that.  But the vocational 

rehabilitation's mission is different from Medicare's mission.  Voc Rehab 

mission is to get you working again.  They'll often pay for 

whatever -- many different things that wouldn't be covered by insurance 

to get you to be able to work.  For example, adapting a van.  Not 

covered by health insurance.  But, you know, Voc Rehab would pay for 

that if it means the difference between you working and not working so it 

depends.. 

>> Roberta:  Okay.  Are the employer sponsored retirement health 

insurance plans treated the same as employer health insurance plans 

under ACA?  

>> Barbara:  No.  I found that out through personal experience 

because my husband worked for a large company that immediately put 

us in -- I'm on his insurance.  They put us in a retirement plan.  My 

daughter was not able to be covered until she was 26.  So the 

retirement plans are not covered by ACA. 

>> Roberta:  Okay.  I think we have time for one or two more.  Okay.  

Is there any curriculum that you're aware of that is being developed or 

any efforts to train practitioners on treating patients with psychiatric 

disabilities?  For example, performing physical exams on trauma 

survivors?  

>> Barbara:  I'm not aware of any but this would certainly be a good 

time to ask some of the national advocacy groups in the -- that handle 

people with psychiatric disabilities.  NAMI and some of the other groups 

to see if -- what is NAMI I think they changed their name, to talk to them 



and see if they're working on anything.  I'm not aware of any.  I know 

that I've heard of things going on in the intellectual disability community.  

I have heard of some in the physical disability community.  And those 

are the only ones that I'm aware of right now.  There are things going 

on all over.  You know, certainly good idea to come from the ground up.  

The patient level up.  This is an opportunity for patient-led training to 

really make an impact on the kind of care that you receive.  

>> Roberta:  All right.  I think we have time for one more.  You 

may -- you have alluded to this but what is the status of the DOJ 

guidelines on the accessible medical offices issued in March of 2011 

and any word on when those might be released?  

>> Barbara:  I don't think they were very -- very detailed.  I think what 

you're maybe talking about is the accessible medical equipment and you 

know all I know about that to be honest is just what is going on with the 

accessible medical equipment.  If the DOJ releases anything, it would 

just be about getting into the doctor's office because they have not 

covered yet the -- in the office.  It may be that the -- what the committee 

is working on for -- through the access board will be incorporated into 

DOJ or when that is going to be finished.  It is not mandatory yet. 

>> Roberta:  Just one more quick one.  We received a number of 

comments about what a fabulous webinar this is or was.  So thank you 

Barbara for that.  Here is the last question.  Are the Medicare 

advantage plans still under consideration for discontinuance?  

>> Barbara:  What they did with the Medicare advantage plans, they 

cost between 12 and 16% more than regular Medicare.  So it increases 

the premiums for everybody because the Medicare beneficiaries have to 

pay a certain percentage of what Medicare costs.  So they -- what they 



did is they allowed people to bid between 12 and 16% above the cost 

which made everybody's premiums go up.  What they did in ACA is 

they said you can still keep your Medicare advantage plans but we're not 

going to pay the 12 to 16% above cost.  So technically they're still 

around but it may not be financially beneficial for the companies.  

They're not going to make as big of a profit off the Medicare advantage 

plans and some of them might go out of business.  Time will tell.  

>> Roberta:  All right.  Well, I apologize.  We had a host of other 

questions that we just were not able to get to but we will work to respond 

to each of them individually.  I want to thank United Spinal.  I want to 

thank Barbara Kornblau and thank all of you for taking the time to 

participate in the webinar today and to send us some very interesting 

and thought provoking questions.  Alex, is there anything that you would 

like to add in 

>> Alex:  No.  Thanks again to everyone for dialing n thank you to 

Barbara and Roberta for doing an excellent job.  You can see the slides 

right there for additional follow-up e-mail and we will -- as Roberta said 

we will follow up with all the questions that have already been submitted.  

Thanks again.  You can check back on our website for AAHD and 

United Spinal for additional information.  For upcoming webinars and 

conferences and we look forward to seeing many of you get involved in 

our policy conference in June.  Thank you so much.  Thank you, 

everyone. 
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