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>> Bill:  Carol, are you with us?  For anyone in need of 

closed captioned there's informational window on your 

lower portion of your webinar screen that will give you 

directions is to how to use the service.  We will be 

starring in just a moment.  Carol?.  Give basic 

information about lead presenter.  Carol at United 

Spinal Association focuses on transportation, home and 

community based services, Medicaid housing and 

disability rights policy.  Previously Carol interned at 

National Council on Independent Living.  Carol serve 

as co-chair of the Consortium with Disability 

Transportation Task Force and on the steering 

committee of the Transportation Equity Caucus.  She 

received a Master of Arts from Miami University and has 

graduate certificate at disability studies from Temple 

University.  The second presenter today is Kelsey 

Walter.  She is project director at National Association 

of State's United for Aging and Disabilities.  Working on 

outreach organizations serving disability communities 



and directing the work of national core indicators aging 

and disabilities project.  Before joining NASUAD in 

2012 she worked for the Oregon Department of Human 

services.  In 2009 she received her masters of social 

work in Minneapolis, Minnesota.  Later on in the 

presentation we will hear from Finn Bullers Squeaky 

Wheel Columnist and 2014 users first advocate of the 

year.  He was nominated to fill open seat on the 

National Council on Disability Advisory Group to the 

President and Congress.  Finn, lives with muscular 

dystrophy and Finn can advocate on people on behalf 

with disabilities in did desperately in need on advocate 

on their behalf to speak the truth to those in power.  

Carol?  

>> Carol: Thank you for joining us a little bit today and 

join us about the United Spinal Association and improve 

the quality of life for all people for spinal cord injuries 

and disorders, today United Spinal is the largest 

nonprofit organization dedicated to people living with 

spinal cord injuries and disorders.  They are committed 

to providing active lifestyle information, peer support 

and advocacy and power individualist to receive the 

highest potential in all facets of life.  This webinar is 

part of a series that is and only one on Capitol Hill, unite 

spinal association and legislative and advocacy 

conference will have 90 members joining us for briefings 

and speak to Congressional members about issues that 



matter to our membership.  It is put on by United Spinal 

public policy department along with national spinal cord 

injury association and users first grassroots program 

and find more information at 

unitedspinal.org/events/roll-on-capitolhill and we want to 

thank our sponsors Allergan, Abbvie for making it 

possible today.  Upcoming webinars that consumers 

and stakeholders might be interested in 

June 11th advice for parents and caregivers of children 

with special needs.  June 26th raising a child with 

special needs a mother's story and July 24th, fight to 

improve wheelchair access in NYC and all of these are 

on the webinar archive.  Apologize.  I'm having trouble 

switching sites.  If you have any questions during this 

webinar, please feel free to type question in the 

questions box on your control panel.  Bill will be 

monitoring those questions and there will be time at the 

end to answer and get back to you if we are unable to 

answer any questions at the webinar.  So this webinar 

2014 Medicaid advocate update is designed to give a 

brief overview for consumers and other stakeholders 

who may be new to what home and community based 

services are, but then to also give update to our 

consumers and stakeholders who has been advocates 

or receiving the services for awhile and want to know 

what's been happening in the past year and what are 

the things that we can be doing as individuals or with 



our chapters or any other advocacy groups that you're a 

part of to increase access to supports and to work with 

our states and to make sure we are getting the best 

services possible.  So in this webinar we will 

do -- provide an overview of home and community 

based services, how you can access them and how to 

get your state to provide quality services and support.  

We will touch on managed care, what it is, how to 

advocate for quality managed care in your state and 

Finn will provide a success story on how to be a good 

advocate.  We will talk about presenters from NASUAD 

and provide an update on very exciting pilot project.  

So home and community based services?  What are 

they?  These are services that allow a consumer to 

remain at home if they want and it is outside of a 

nursing home or other institution or facility and to lead 

an active life.  These supports and services can include 

a personal attendant that helps activities with daily 

living, housing modifications, physical or occupational 

therapies.  They can support allowing a consumer to 

live where they want to live, can support employment 

and can support contributing in the community and 

going to church, having a active social life, remaining in 

your home rather than a facility and it can also provide 

access to necessary medical equipment and devices 

such as wheelchairs, technology and prosthetics.  

What is provided in a waiver is different state by state 



and really takes advocacy on our part to improve those 

services that are offered.  Most home and community 

based services are acquired through a state Medicaid 

waiver.  Rehabilitation, habilitation and devices can 

now be found through the new market place plan 

provided through what everybody calls Obamacare.  

That can be a little bit complicated and I will touch on 

that in just a minute.  Medicaid waivers first became 

available in 1983 through a section in the Social 

Security act.  It gave states the option to provide HCBS 

services so that people could remain in their homes 

rather than receiving those services and institution.  

Wavers can be geared toward specific populations and 

often have waiting lists.  In 2005HCBS became a 

formal Medicaid state plan option.  Many states, 47, 

including the District of Columbia, are operating at least 

one, 1915C and that's the most common waiver and 

there are several other different waivers that provide 

different services.  How are HCBS services provided 

through Medicaid.  Medicaid provides through a broad 

range of people, 9 million elderly individuals disabilities 

rely on Medicaid and often but HCBS services that are 

provided.  4 million rely on Medicaid and Medicare for 

long-term services and support for healthcare.  And 

2012 spending for long-term services and supports 

which includes HCBS was $219.9 billion.  9.3% of all of 

the U.S. personal healthcare spending, almost 



two-thirds of the spending on HCBS that was paid by 

the Federal state Medicaid program.  So Medicaid is 

incredibly important and vital because that is how we 

are gaining access to these supports.  How is Medicaid 

funded?  Medicaid is funded through the state but the 

Federal Government matches that the states funds, it is 

a formula called the Federal medical assistance 

percentage or FMAP formula and come to that through 

per capita income in all the states and you can see all 

the states that are dark blue with the Federal 

Government is providing and add more funding and the 

states that are a lighter blue are receiving a little bit less 

funding from the Federal Government.  So that's 

overview of what HCBS is.  How can you access these 

services and supports in your state.  You can contact 

your states Medicaid office directly and you can find a 

list of all of those state Medicaid office websites on 

healthcare.gov.  We will make this webinar public on 

our archive and you should be able to download it and 

use all of these links that are provided.  You can also 

go to the national spinal cord injury association 

knowledge book and we have a list of state and local 

resources which include all the Medicaid waiver 

programs for each state and contact information.  

NASUAD has tracker that provides information on the 

programs for each state, providing home and 

community based services but each state and if they 



are provided managed long-term services and supports 

as well.  You can go to healthcare.gov to look at market 

place insurance and enrollment period for this year, it 

will reopen November 15th 2014 and if you are eligible 

for insurance, you will be able to apply there.  But 

would recommend that everybody talk to a navigator, 

especially if you do have a disability, so that they can 

help you figure out which insurance programs are going 

to be best for you and your needs.  You can also 

contact your local Centers For Independent Living and 

have counselors that will help you identify people in the 

state that help you get the services you need.  As I 

mentioned there are often waiting lists for these home 

and community based service waivers that should not 

deter people from joining, signing up.  We are doing 

our best to advocate to open up the waiting list and get 

additional fundings to your state so that these services 

can be provided to everyone that needs them.  I 

wanted to share in case people were not aware three 

very exciting programs that provide additional home and 

community based service funding.  Two states.  

Money follows the person, the community first choice 

program, the balancing incentive program.  Each of the 

money follows the person is actually a program that 

existed for awhile but it was extended through the 

Affordable Care Act for five additional years.  

Community first choice and balancing incentive were 



programs that came to us through the Affordable Care 

Act.  Money follows the person, allows Medicaid money 

to stay with the person and to help them move outside 

of an institution if that's what they want to do.  As I said, 

the ACA extended this program for five years.  Most 

states, 44, and the District of Columbia are running 

money follows the person programs.  By the end of 

December 2011 nearly 20,000 people had transitioned 

to community living because of this program.  You can 

see the state is not participating, include Alaska, 

Arizona, Florida, New Mexico, Utah and Wyoming.  

The community first choice option allows states to open 

eligibility for home and community based services 

incomes and offer additional services.  States receive a 

6% point increase and FMAP funding and can't use the 

funds for home modification and room and board and 

medical supplies and assistive technology and there are 

plenty of other services that are vital and needed.  

There aren't as many states signed up yet and states 

participating are approved so far are listed here.  The 

balancing incentive program is a temporary program 

that provides qualifying states from increased funds 

from the Federal Government for HCBS costs.  States 

that are eligible spent less than 50% of Medicaid 

long-term services funds.  The program runs from 

October 1st to 2011 through September 30th, 2015.  As 

we need to get our states signed up for this program 



because the money will not be there forever.  You can 

see there's a list of states approved here.  If you do not 

see your state, please consider contacting your state 

Medicaid office.  If your state is participating in one of 

these programs, you can get involved through 

stakeholder meetings and councils to make sure the 

programs are running efficiently and are providing the 

services and the quality services you need.  As I said, if 

your state is not participating, please consider talking to 

your state Medicaid office and asking them to apply.  

There's talking points you could use to get them to 

apply.  And this is free money provided from the 

Federal Government.  Home and community based 

services allow people with disabilities to live fuller lives 

in the community, rebalancing which is the term for 

allowing people with disabilities to live at home instead 

of in an institution can be cheaper in the long run for the 

state.  When people with disabilities provided the 

support they need, they maybe more likely to work, pay 

taxes and contribute to the community.  There's a 

growing need for home and community based services 

as state's residents age and this would be a grit time for 

states to apply for these programs.  They could apply 

just in time for the 15th anniversary of the Olmstead 

Supreme Court decision which required states to 

provide supports to allow people to live in the 

community and were coming up on the 24th anniversary 



of the Americans With Disabilities Act.  What better 

way to acknowledge the importance of that act than to 

apply for the funds and help people live fuller lives.  So 

moving on to other Medicaid home and community 

based services issues.  We wanted to talk a little bit 

about managed care and last year's webinar we spent 

quite a bit of time on managed care for folks who are 

new to it.  Medicaid Managed Care is when a state 

contracts with a managed care organization or MCO to 

ensure Medicaid recipients.  MCO provide services and 

supports to consumers through network of provider for 

monthly payment for the state.  This is different from a 

traditional fee-for-service and most of us are used to the 

consumer and Medicaid with paid providers directly for 

the service at that time.  MCO's direct and administer 

the funds for the consumer's care.  It can go well.  

Issues of concern for advocates have been that the 

MCO may lack experience with consumers with 

disabilities.  They may not prioritize persons that are in 

planning and an individual choice and may not 

understand the performance of home and community 

based services.  MCO's may cut personal care 

attendant hours.  Other supports or services.  If they're 

not aware of how vital they are and if we are not 

speaking for what we need.  So if you are already 

covered by a managed care organization and I 

understand that a lot of consumers are maybe not sure 



if they are or not, and if you're not sure, you could ask 

your Medicaid provider if they're managed care or 

deeper service.  If you are covered by a managed care 

organization and you get a letter saying that your hours 

are cut or you will no longer be able to see the doctor 

you would like to see or won't have access to 

equipment or any other service, there are steps that you 

can take.  You can file a grievance and file a complaint 

with your insurance provider MCO.  You can file an 

appeal.  You can work with other disability 

organizations in your state to weigh in on how the 

program is working.  An amazing organization 

community catalyst has provided a checklist of critical 

elements in managed care programs for consumers.  

You can get together with other stilt advocates and 

maybe chapter other organizations, look at your state's 

managed care plan and go through and compare it to 

this checklist and see are they providing the best quality 

managed care they could and if not, get in touch with 

the ombudsman or state Medicaid office and let them 

know you would like to see changes.  If you are already 

covered by managed care, you can also get in touch 

with your state managed long-term services and 

supports or managed care ombudsman.  Every state 

should have one.  You could get in touch with local 

protection and advocacy center or PNA or local Center 

For Independent Living and let them know you're having 



an issue and hopefully they will be able to help.  If your 

state is considering adopting managed care, that is the 

perfect time to get involved.  They should have 

stakeholder meetings and hearings.  This is the time to 

let them know you're paying attention and make sure 

that these managed care organizations are providing 

very best care they can.  Let your elected agency 

officials know what matters to you most.  There are a 

whole range of resources available to look at we have 

the community catalyst, checklist and then principals 

both from the consortium for citizens with disabilities 

and national disability leadership alliance, both have 

principles for what makes a good managed care 

program and we have links to those principles at the 

end of this presentation.  For additional background 

and resources you can go to the page for long-term 

services and managed care.  So I wanted to turn it over 

to Finn who's an amazing advocate and already said, 

greater Kansas City policy advisory for the chapter there 

and in 2013 Kansas began transitioning Medicaid 

recipients, receiving HCBS to managed care.  He saw 

reduction in his hours, a significant reduction.  And he 

fought back.  So Finn, if you're there. 

>> Finn:  I am here.  I certainly appreciate this 

opportunity to describe what you called success story 

and I'm glad to be able to use that word 60 days out of 

the year 2013.  That would not be the word that I used 



for it under the republic governor in Kansas who's 

looking to ascend to the presidency in his infinite 

wisdom had decided there was broadbrush idea of fraud 

and corruption within the current community based 

network to provide for folks like me 380,000 other 

Kansans.  I was sort of one of those broad generalized 

ideas that there was fraud and had to cut back and 

critical analysis of what really were the problems.  I 

don't want to get too political but unfortunately the 

governor of our state has made it political and that's 

where it becomes difficult and never in this in the history 

of Kansas and anywhere else in the nation has entered 

into the caring for the country's most vulnerable 

population and that's what makes it a very unpleasant 

experience.  January 1, 2013 Governor Brownback 

transitioned rather abruptly into the old system by all 

accounts was working for a lot of folks but the problem 

is these community rates organizations had an incentive 

to add services where they weren't needed so they 

could pad their own pocketbooks and pocket the cash.  

They decided they would go with managed care 

organizations and that they would be tighter scrutiny 

and somehow more profit managed care would be the 

way to go.  When you talk about privatized medicine, 

you know, never in government and my experience 30 

years of journalism have I come across any institution 

where privatization has been an effective way to 



delegate social services.  We have seen it in prisons, 

doesn't work.  Seen it in education, doesn't work.  And 

so now the grand idea was let's make money off the 

state's most vulnerable.  So my group came in 

essentially and put a target on my back that said well, 

look at this guy, he has 24/7 care, nevermind the fact 

that I have muscular dystrophy, which is a progressively 

degenerative muscle situation.  I got a ventilator to 

breathe because the muscles are on my lungs that no 

longer work and I had Type one insulin dependent 

diabetes.  Never once in the equation did ever stop 

when did assessments to ask my doctors what was 

going on despite the fact that three of my daughters 

written testimony which I provided that said it is 

absolutely critical that he has full time care and their 

idea was what do they know, we are the bean counters, 

and make it happen.  So really Kansas has become a 

Guinea pig for managed care.  All the states in the 

nation are watching what happens here because urn the 

road map of governor, this is the way he is going to 

score point with the crowd and set himself apart to then 

become the conservative voice for the presidency in 

2016.  So they come in and decided that my 

hours -- they broke it down 62 minutes to brush your 

teeth, 1 minute to use the restroom and realize you only 

need 40 hours a week rather than this.  Nevermind the 

complexity trying to make that happen and I was 



incredulous and it didn't make sense, and my doctors 

told them, everyone said is what we thought -- held on 

to media context and I gave 32 media interviews from 

radio, TV, blog, social media.  I showed up at hearings.  

I invited the governor and mignons to come and spend 

a day being my caregivers and what the process really 

entailed and, of course, when they refused that became 

another headline that you know they simply aren't 

interested in and knowing the reality what people with 

disabilities face.  Nonetheless, we fought and fought 

back and forth.  We had meetings and lawyers and 

yada yada and on December Christmas Eve they 

knocked on my door and nonchalantly said your care 

hours have been restored.  Frankly they wanted to get 

rid of the thorn in their side.  No one could tell you the 

lessons learned are what we need to do differently and 

consequently since then, not only a triumph for me but 

made the power and health to be able to fight for others 

and since that time we have had 42 cases in Kansas 

that have had reversal of hour with precedents with one 

crazy Kansas' push to make a difference and that's 

really the lesson that I take away from the advocacy that 

one voice can make a difference.  That you can people 

truth of power and as long as you're reasonable and 

have facts behind you, use a few adjectives here and 

there that really raise the ruckus and thanks to the good 

works care of United Spinal and dozen other advocacy 



group and if anyone were to fall through the cracks they 

would be -- they would be dealt with quickly and have 

seen that happen and not only right thing to do but 

saved them money in the long run because the cost that 

I -- I broke out to save me, ten times the amount would 

be in an institution and I have the quality of life to raise 

my two children ages nine and 13 and you know, quote 

unquote, normal, whatever that means, be a taxpayer, 

be involved in running the school newspaper, running 

political campaign and being engaged in my community 

and paying taxes which is what we all want and in the 

end it was positive but it was only because raised a little 

hell and those are some of the lessons that I take from 

this.  It was a hard for the battle but one that needed to 

be fought 

>> Carol: Thank you, Finn, for sharing your story and 

congratulations again.  For anybody who wants to sort 

of follow the timeline of Finn's battle in Kansas, you can 

go to the United Spinal Association Advocacy Center 

page on managed care and if you click on the 

background, it has a timeline and you can find all 

the -- a lot of the press and the letters that United Spinal 

sent to Kansas in support of Finn's efforts. 

>> Fin:  I might mention this is really -- this is not just a 

Kansas story.  This is a nationwide debate that's now 

going on and National Council on Disability, advisory 

group, the president, Congress, have been doing 



listening tours across the nation and they plan to do on 

more comprehensive report by the end of the report and 

recommendations to the president and Congress how to 

better proceed with managed care because there are 

many lessons to be learned on how not to do this and 

what advocate and the individual needs to look out for 

because there are so many steps along the way, how to 

answer questions, right way.  You know, there's so 

many shades of truth thaw know you come on to 

capable and able, they actually believe you and don't 

think you're disabled, so won't give you services you 

need.  Yet as an individual you ought to be 

independent, strong and powerful and not say hey, you 

know, I'm just disabled.  So it is a very tricky balancing 

act with bureaucracy that's really not predisposed to 

want to be on your side. 

>> Carol: Thank you, Finn, and direct people on this 

slide if you go to it once this has been archived, Finn 

has put together a video that tells the story of his 

campaign, managing care in Kansas 2014 and also find 

it on YouTube.  Please wait until the webinar is over to 

go and watch it.  Very exciting.  So we are switching 

from managed care.  So before we do that, I did want 

to say -- forgot to say this at the beginning that I wanted 

to acknowledge there are many of you who are listening 

who are probably already involved in the advocacy 

efforts and if you would like those shared with the 



United Spinal, we here are very happy to lift up your 

success stories or any issues or problems you're 

having.  Please just contact us.  We would love to 

share your stories.  So moving on to quality measures 

we talked a great deal about quality measures in last 

year's webinar.  Quality measures are measures we 

use to track areas of performance so there's sort 

of -- you have data collection and surveys on areas of 

performance and the consortium and citizens with 

disabilities long-term services and supports passports 

has identified six areas, quality measures, consumer for 

Medicaid programs.  Consumer trace and participant 

directed services and satisfaction so with individual 

experience with services and supports, percentage of 

folks receiving home and community based services 

who are employed or have a meaningful day activity 

that they enjoy, the percentage of consumers receiving 

funds from Medicaid programs who are in independent 

housing whether they like that housing and if it is stable 

integrated primary and specialty care how that is 

working out.  If they feel like areas degrade and access 

to timely and appropriate care.  Those are measures 

that a large group of disability advocates identified as 

important and if quality measures are used, they can 

highlight where Medicaid program needs work so if they 

are not, if they take a survey and state and find that they 

are not -- consumers are receiving appropriate or timely 



care, that can be going back to the office to say what 

are we going to do about this and then to go to a 

national level and say hey, this is a broader issue 

across the country and we really need to work on it.  So 

that's the deal and we have Kelsey to talk about an 

exciting pilot program that is opening up quality 

measures for our community.  Kelsey? 

>> Kelsey:  Hi, thanks, Carol.  So I also wanted to 

introduce that I have here with me our counterpart -- my 

counterpart at the human services research institute 

Julie Brashatsky and she is a project manager.  At 

NASUAD we are excited and well underway in the 

pilot's process for aging and disability survey, it is a joint 

initiative between us, human services research institute, 

HSRI and sister agency that serve intellectual and 

developmental disability service directors.  So the 

national current indicators actually began as a project at 

NASDDDS and focused on service delivery system and 

the states for individuals receiving services who have 

intellectual and developmental disabilities.  Our 

directors saw how well the survey was working for the 

directors and our sister agency and decided we would 

rework the survey to focus on aging and disability 

services publicly funded and provided at the state level.  

So when I say -- when I say aging and disability 

services were really looking very broadly at med case 

waivers, state planes, Americans acts services, 



state-funded services, and looking both and community 

based services and this is in person survey gathered 

directly from service recipients and older adults and 

individuals with disabilities who are receiving services in 

the state and it is really measuring how services are 

impacting the individuals quality of life and then their 

outcome.  And so as Carol kind of just mentioned, gets 

out a lot of areas of performance that have kind of been 

identified.  Currently we are in the pilot phase of this.  

We have revamped it so it focused on individuals with 

facilities and older adults and piloted in Ohio, Minnesota 

and Georgia and once we are done with the pilot phase 

of the survey we will do some reworking, going to reach 

out at the national level and hopefully some of the state 

and local level to older adults and people with physical 

disabilities to revamp the survey the one more time and 

do a full expansion in June of 2015 so that this survey 

can be used at the state level.  We are hoping 12 

states at least will be using it and three pilot states.  I 

think one of the things that we talked -- that Carol and I 

talked about that was interesting to the group here was 

that we are hoping as managed care -- managed 

long-term support is coming online in the states 

basically will be able to do use that to track quality of 

those services.  I guess we will hold for questions at 

the end and I'm not sure, Julie, if you want to add 

anything, but feel free. 



>> Julie:  No, I think that's great. 

>> Carol: Thank you, Kelsey.  Just a last bit of 

information folks to stay tuned.  We have as we have 

seen a really great need for funding and support from 

the state and Federal Government to support provision 

of home and community based services so that people 

can have the sports and services and equipment that 

we all need and there's new civil rights legislation, it will 

be based on Senate health education labor and pension 

committee report that was released earlier this year 

that's called separate and unequal states fail to fulfill the 

community living promise of the Americans With 

Disabilities Act.  If you can find the report online.  It is 

set to be released on the anniversary of the Olmstead 

decision which is June 22nd, so look for it on June 23rd, 

which is a Monday and once it is released we would ask 

that you talk to your members of Congress and ask 

them to support this bill because it is going to help us 

get needed services and supports to folks that need 

them.  Then we have a side here for you to use later 

on, additional resources for home and community based 

company and rules and go to center for Medicaid and 

Medicare websites and see what they provide, they 

provide all the materials there and plans with the states 

that have submitted and meant to be doing and what 

stage they are at.  United Spinal and NASUAD are part 

of the collaborative. 



>> Kelsey:  We are not. 

>> Carol: Working on disability and older adult issues 

and they have put together a webinar series and 

long-term services and supports including HCBS, HS on 

community first choice.  You can find all of their 

webinars are archived and if you're looking for tools to 

make sure that you or your friends or other stakeholders 

are getting into the living setting that you want to be in, 

so the proper home there was a new HCBS local 

released by MCS recently and I mentioned previously 

United Spinal Association has a page -- advocacy 

center.  We have a page on there for how to advocate 

for HCVS in the state so feel free to go there.  

Information on Olmstead and the ADA anniversary, 

quality measures in the national senior centers and they 

have a wonderful guide and number of resources on 

managed care principles that have been development 

and 12 that you can use as well.  If you would like to 

get more involved, as we said you can, look at disability 

organizations or your chapter in your state to speak up 

on getting your state to offer additional HCBS, improve 

the quality of the managed care or make sure they're 

adopting good quality measures.  You can also 

become a member of the United Spinal Association, join 

the team advocacy, join a chapter or support group, 

become a policy advisor.  Thank you very much for 

participating in our webinar and if you have there are 



any questions, we provided e-mail here if anybody 

would like to get in touch with us directly.b 

>> Bill:  Leave the slide up there for anyone that needs 

to copy it down.  Yes, we have to leave it up there and 

let me start.  Question number within will adults 

developmentally delayed on Medicaid but not a DD 

waiver be able to remain on Medicaid for the disabled 

even if income is over the new standard?  A little bit of 

a long question.  Would you need a repeat of that? 

>> Carol: Yes. 

>> Bill:  I will do my best.  Will an adult under 65 

developmentally delayed person on Medicaid but not 

DVD waiver be able to remain on Medicaid for disabled 

even if new income is on new standard.  I think it is 

D/D. 

>> Carol: I think that is going to be state specific but I 

honestly do not know the answer.  It is a little bit too 

technical for me.  I don't know if Kelsey if you know the 

answer or anybody else.  Otherwise we will definitely 

look that up. 

>> Bill:  For anyone not getting their answer today 

during the Q&A session here, please make sure that 

you e-mail your question into one of the panelists here 

today and their e-mails are on the screen.  Moving on 

to next question.  Are orthotics covered and under what 

program under Medicaid and New York state.  A little 

bit specific but could you adjust that?  Or under what 



program of Medicaid in New York state? 

>> Carol: It is a very good question.  I would not know 

the answer without looking it up.  But I think I know 

exactly where we could look that up and do that after 

this webinar and I apologize. 

>> Bill:  Moving on.   What about mental illness in 

New York state and does this affect people with mental 

illness in New York state but this was sent in just before 

Q&A started so it is one of the later slides.  Does this 

also affect people with mental illness in New York state, 

no other specifics to the question just now. 

>> Carol: Again, this is Carol, I apologize, I don't have 

the answer to that I question.  I would say that we can 

go to -- go to one of the earlier slides any of the slides 

that list even the United Spinal NSCIA book that lists out 

the program for the state, you can go to New York and 

see what programs are offered there and it should list 

whether or not there are services provided for folks with 

mental illness.  If it is not on our knowledge book you 

can definitely find it either just directly on the CMS 

behavior page, show you what populations are covered 

or going to the statement page as well. 

>> Bill: Understood.  Another question.  With regards 

to the NCI-AD survey, have the additional 12 states 

been identified? 

>> Kelsey:  No.  So the 12 states have not been 

officially identified yet.  We have done a lot of outreach 



with the membership and getting close to the point 

where we will be securing them probably in the next four 

to five months but we will definitely announce that on 

our site www.NASUAD.org once those are finalized. 

>> Bill: Thank you, Kelsey. 

>> Carol: We will definitely make sure to host that list 

once they have announced it and so that all of you know 

as well. 

>> Bill: Thank you.  A general question you may wish 

to readdress it, Carol.  Does United Spinal participate 

in advocacy efforts to increase accessibility of the 

healthcare system?  If you would like to frame that. 

>> Carol: Sure.  Indeed.  I'm not sure what 

they -- what you mean on the person that has the 

question by accessibility but absolutely.  I focus mostly 

on Medicaid and then Alex who's participating here on 

this webinar looks more directly at healthcare and 

access to durable medical equipment.  When all 

the -- all the advocacy work we do we are saying over 

and over again that we want consumer directed care to 

be sort of one of their priorities so that any consumer is 

going to have access to their doctors, services, to state 

Medicaid or any office really to be a part of the care that 

they are yet -- that they are getting and to be able 

to -- to be a part of the decision making around what 

services they want to receive as well, and we are doing 

our best to share with you what we are learning.  And 



always happy.  As said earlier to hear your stories to 

pass them up the chain in meetings we have here and 

want to make the entire healthcare and home and 

community services programs most accessible that we 

can. 

>> Bill: Thank you.  Question from Florida, what are the 

three states without a waiver? 

>> Carol: Rather than go back to the slide -- without 

a -- I don't know.  It is a good question.  I don't know it 

off the top of my head.  Anybody else know that 

question?  And I said no and I apologize. 

>> Bill: So the audience knows, follow-up can occur 

later on.  If we don't give you the question today, it will 

be researched and be answered.  Whoever would like 

to address this question, do you see Medicaid care 

provision becoming more clear in 2014 over the recent 

past.  Really a separate question from is it better care 

but is it more clear? 

>> Carol: I would hope so.  There are people paying 

attention to Medicare and Medicare programs and holy 

that will lead to some changes for the better around 

efficiency and transparency.  Kelsey or Finn, if you 

have thoughts on that question. 

>> Bill: Again, you will be provided the questions and 

we also have number of comments that really aren't in 

the form of questions.  Some of them informative 

though.  So you can address those at a later point. 



>> Carol: I want to thank everybody for participating and 

thank Finn and Julie and Kelsey and sharing the stories 

and their programs and remind everybody to please 

check the United Spinal advocacy center for updates in 

Medicaid and CVS managed care and to really get 

involved in your state to find out what is going on, what 

services are being provided and if you feel called to 

work on making sure those are the best services 

provided for everyone and yourself.  Please get in 

touch with any of us if you have questions or comments 

be allowed to hear from you and thank you very much. 

>> Bill: Carol, Kelsey, Finn, thank you.  This concludes 

the presentation today.  Thank you for attending and if 

you would like to review the webinar, it will be archived 

within 1 week at www.spinalcord.org.  Thanks. 

 

          This text is being provided in a rough draft 

format.  Communication Access Real-time Translation 

(CART) is provided in order to facilitate communication 

accessibility and may not be a totally verbatim record of 

the proceedings. 


