ROUGHLY EDITED COPY 

WEDNESDAY, MAY 11, 2011

2:15 P.M. CDT 

IMPLEMENTING AND ENFORCING OLMSTEAD 







*** 

This is being provided in a rough draft format. Communication Access Realtime Translation (CART) or captioning are provided in order to facilitate communication accessibility and may not be a totally verbatim record of the proceedings.







*** 

(Technical difficulties, please stand by.)

>> LAUREL MILDRED:  ‑‑ for the State, for the consumer and so this is a powerful model.  That's why I spent some time talking to you about it today.

So I'm going to kind of stop there to give Heidi a breather and to give you all a breather.  But I just wanted to say that I really think that the ability to get somebody who can go deep, or to, if you have to wear many hats and you can't go deep all the time, to grab on one piece of this that really works and makes sense for you and advocate for it.  My last slide here ‑‑ oops.  Especially in California, but I think this is everywhere.  I'm thinking of term limits now.  We don't have the sophisticated policy crucible that we had for years and got the Lannerman Act passed and IHHS passed, how do we implement Olmstead when nobody knows what Olmstead is and the political people in our state think it's the CBOs.  We are the institutional memory.  We are the sophisticated policy innovators.  We have to get the grants to support the policy person.  We have to put the focus on it and take it deeper so that we can be at the real table where the decisions are being made and really influence it in the right direction.  That's what I wanted to share with you today.  Thank you very much.

(Applause.)

>> MARK JOHNSON:  I just realized we are way ahead.

(Laughter.)

>> LAUREL MILDRED:  You told me to stop!

>> MARK JOHNSON:  Is that right?  I was reading my ‑‑ we are almost like holy crap!

>> LAUREL MILDRED:  I told you, I talk fast.  Maybe you want to hear from people.

>> MARK JOHNSON:  Yes, questions specifically?  For Laurel first before we wrap up.  She's right, let's do a check in on what she said, first of all.  Some of the other speakers tomorrow, is it true that you are addressing some of the opportunities within health reform or not?  Is that just a ... oh!  All right.

Talley?  And then Amber.

>> AUDIENCE:  You mentioned various studies.  I'm ‑‑ very eager to go to your website to look at the studies, but in terms of just making the argument that it's cost effective to do it, is the study on Washington and what you've talked about with Washington the best place, is my first question.  Are you aware of other studies we should be citing and pointing to?

My second question is about the woodwork effect.  Because here in Georgia evidently we have a big woodwork because the policy makers are always coming back to us with this statement that, but if we provide the services, then all of these people are going to come out of the woodwork to access these services.  So it's much more expensive to provide the services in the community and, of course, the woodwork in my mind is really meaning that this is, it's people in the community who are struggling to get by just so they don't have to go into an institution who are going to come out of the woodwork.

But do you have a response to the woodwork?

>> LAUREL MILDRED:  I'm not the expert on that, but yes, I do because the expert is one of the people who has worked with us on this.  Dr. Steve Kaey from US if. ‑‑ UCSF and Mitch LaPlant have written on this.  I think I have it posted on my website but I'm make sure it gets there.  These researchers, Dr. Steve Kaye is also on the board of CIL, the Hayward independent living center, but they have done a lot of research on exactly that.  And Steve has presented on the woodwork effect.  He is one of the presenters that I referred to who presented on cost effectiveness at our summit.  His presentation is there on our website under Olmstead summit.

We are also going to explore that further.  It's such an important topic, we run up against it all the time, too.  The first training I referenced has already taken place and is posted on our website under training resources.  We do the, a bit of framework, legal overview and cost effectiveness.  We kind of go into why not to just dwell on cost effectiveness.  We go back to the words of Dr. Paul Longmore and talk about it's bigger than cost effectiveness because that doesn't take into consideration independence, quality of life, integration, all of those important things.  We encourage advocates to not only go to cost effectiveness.  We encourage them when they use cost effectiveness as an argument to be very specific and accurate.  We have tips on how to talk to budget makers, policy staff, bunk et staff and how they think, which is basically nothing is cost effective and the answer is always no.

And we have some strategies like talk to the person who is saving the money.  So we are often talking to ‑‑ we will go talk to counties and say it's cheaper to serve people in the community.

In fact in California it's not cheaper because if they go to a nursing home, the state and feds pay and the county doesn't pay anything.

If they go into IHHS the county has a share of the cost.  That's not the argument you make to county supervisors.  There's an overview in the first training and July Steve Kaye is going to come and partner with me and we will go deep into the model, he has all the bells and whistles and graphs.  I leave it to him.

>> MARK JOHNSON:  I just realized my mistake.  The agenda I'm looking at said you should have had an hour and 15 minute break.  Is that right?  It says 2:45.  You could have rode the train downtown, walked around centennial park and come back in an hour and 15 minutes.

Some other questions?  Web folks, this is your opportunity.  Whoever is still with us, if you want to send out questions or ideas so that we can think about it tonight and make some adjustments for tomorrow.

Excuse me, another Wisconsin.

>> AUDIENCE:  Am I on?  Karen from Wisconsin.  You talked about the summit and you said that your PNA helped pay for that.  Do you know what the cost of that was?

>> LAUREL MILDRED:  We did it for $10,000.  We didn't pay for people's travels, a couple of presenters, but mostly we provided the venue and people got themselves there.

>> AUDIENCE:  Thank you.

>> MARK JOHNSON:  Other questions?  Amber?

>> AUDIENCE:  This is Amber from Chicago.  So about the affordable care act and how that can be used to implement Olmstead.  Karen and I will talk tomorrow about Illinois, blah‑blah‑blah, but most of that is not going to be related to the affordable care act.  I just want to bring up a couple quick points.  Independent living has one and a half staff members to focus on policy right now and one has been focused on affordable care act since last summer.  One of the things that is important for the community have input on is what constitutes the benefit that is we expect from those, but the community first choice is something that we have adapted and other communities are fighting for.  We hear rumors that we may or may not have funding for the community first choice option.  That's one of the things in Olmstead implementation ‑‑

>> LAUREL MILDRED:  I didn't want you to think that ‑‑

>> AUDIENCE:  Right, right, right, but there's also several components of the healthcare reform, of the affordable care act that have to do with preventing people from becoming institutionalized.  Such as addressing healthcare disparities.  So that goes to what the gentleman over at the other table was talking about in terms of race, disability, gender, et cetera.

How do you address healthcare disparities?  There's part of the affordable care act that addresses that.

There's also the issue of accessible in medical settings as well.  So the issue of guidelines for diagnostic equipment, things like that.  So it sounds like there's quite a lot happening in that area, but when I've seen guidelines or just fact sheets about the affordable care act and how it impacts people with disabilities, there's not a whole lot of elaboration on Olmstead implementation.  That seems like a place where it would be great to have more explanation.  I'm curious about your thoughts on this one.

>> LAUREL MILDRED:  I don't have all of the answers but I'm with you to seize this as a big opportunity.  I will describe briefly by May I'm going to get the name and connect with the person at access living who is working on this.  I would like to collaborate in the thinking we're doing.

I will just mention a framework that Dr. Hendrickson mentioned to me which I found really helpful.

  I will describe briefly, by May, I'm going to get the name and connect with the person at access living who is working on this because I would like to collaborate in the thinking we're doing.  I will just mention a framework that Dr. Hendrickson mentioned to me which I found really helpful.

For explaining too, that the recipient is going to be Medicare, the federal government.

However, the third component you move into is home and community based services and the fourth component is long material care facilities.

And the recipient of the better management and cost effectiveness of those is states.  When they manage their Medicaid dollars better.  That may vary from state to state depending on how much funding you have in the Medicaid programs, et cetera, et cetera.

(Audio difficulty).

>> LAUREL MILDRED:  They are missing the boat on Olmstead and cost savings.

The glue that holds all four of these together, I'll defer to the colleague from Massachusetts in a moment because he has a burning question, but the glue is transition and diversion which really saves the states money.  And so what we, you know, have talked about about getting people out is an absolutely essential component that weaves those four activities together.

So we are going to be working on that more.  I will connect with you and hear from Massachusetts, but we will be doing our June training on that very topic.  We will have answers by then, I hope.

>> MARK JOHNSON:  Bill?

>> AUDIENCE:  I think the real challenge out there, the states are going to be doing what you are saying.  They will be implementing medical homes.  There are 15 demonstration projects out there now where they are going to merge Medicare and Medicaid which will, as you say, save the states dollars.  It will be more efficient potentially for consumers.  You'll get integration of long ter services and supports.

So it's nothing but a field of roses except for one thing.  If we are not involved as I have been saying, what you're going to get is we'll stab you in the back at midnight incorporated running these programs.

(Laughter.)

>> AUDIENCE:  And we are going to be screwed.  It's very, it's very, very real.

You will get forms of managed care run potentially by private entities that will look at a profit line and can't foresee that if you upload in the first three years great DME, great personal care services, in years 3, 4, 5, and 6 you'll save money or you'll be equal.

So there's these real challenges out there in health reform, great opportunities, but high risks if we are not at the table.  I should know because I have been looking at this what the 15 states are.  I know one is Massachusetts, Wisconsin ... that leaves 13 others.  I could find ‑‑

(Chuckles.)

>> AUDIENCE MEMBER:  I did take some math.  But this is going to happen around the country.

>> MARK JOHNSON:  I think that's right, Bill.  The timing, I mean, some of you don't know there's an emerging dialogue about the future of Independent Living Centers.  That dialogue includes a couple of things.  On the one hand you have the very small center, right?  And the other centers, you have major employers in your communities.

How many were blown away when liberty, you had liberty had 400 employees.  That doesn't even count all the people on their payroll.  That's the people in the front office, per se.

So a lot depends on where you want to go with your center, you know?  It's based on a 30‑plus‑year‑old model.  I mean, disability rights model.  Let's go get them and let's change the community stuff.

Some folks, whether it's Rochester or folks in Wisconsin or Topeka or Philly or whatever, they are major employers.  They kind of took the theory of, we can do INR and advocacy, but we can also sit around and wait for this stuff to happen, let it be over medicalized or maybe we can do it or contract with people who are doing it and provide something valuable.

If you haven't dealt with that, your board hasn't dealt with that in a long term strategy, not only will you continue to sit on the side lines as the train left the station, it will be way down the track before you even realize it's happening.  Because it's happening.

When you were describing the Washington stuff, and correct me about history, but which community do you think drove that change?

>> LAUREL MILDRED:  Just what he say, the stakeholders did.

>> MARK JOHNSON:  Within those stakeholders, who were the primary stakeholders?  It wasn't the disability community.  It was the analling community.

Okay?  What is happening right now ‑‑ it was the aging community.  What is happening right now?  What did she say?  Silver tsunami.

If you ever had a time in history where so many things were lining up, opportunities or whatever, it's now.  You might have to go back to your individual agency and say:  Whoa!  I don't care what the two, three, five‑year strategy says.  If it doesn't line‑up with some of this stuff you'll be bitching and moaning and groaning for the rest of your existence because it's out, it's going.  Instead of Washington taking it on, Texas, Michigan, they are saying here, Washington, this is what managed care is doing.  It's profit.  Those centers are making a profit and pumping it right back into advocacy.

There's a lot to think about here that could overwhelm you.

Other questions and I was going to give you an incredible ‑‑ no.  Break because I guess it's a misprint in the ‑‑

>>:  I think it's a typo.

>> MARK JOHNSON:  Any other questions?  Go ahead, Mike.  Then literally I'm going to make people who haven't talked, talk know*.

>> AUDIENCE:  Sound like a good idea.  I wanted to follow up on Bill's statement.  I guess they had a summit out in Baltimore or Washington a couple weeks ago about those 15 states and I was told both by our state agency rep and by Tim Sheehan who, one of our IL center directors in Wisconsin that was out there that Henry clay pool from CMS told each of the 15 states that they have to involve their Independent Living Centers in planning for these programs.

Anyone who doesn't know who Henry clay pool is, he's the director of disability policy for HHS.  He is investing tremendous energy in trying to get CILs and other disability rights advocates to develop innovative models of care.  One of the other states is New York, obviously.  They are awarding these demonstration projects.  These mixing of the duals, as it's called, Medicare and Medicaid.  There's an office of the duals under CMS.  It's really our religion.  It is opportunity.  But again, it's going to ‑‑ opportunity we think, well, if we don't see it, it won't happen.  It's going to happen regardless if we are there or not.

When I spoke earlier I was trying not to say it's very complicated.  Just go out and do something relative to where you are.  Some of this stuff is very complicated.

Just having a seat at the table and speaking your issues can help affect the policy makers and find out what's going on.  The health care advocates will be involved, but especially the providers.  The providers have a real stake in this.  You know they make money, that's okay, too.  But how they make it is what is going to be critical.

>> AUDIENCE:  Tim Sheehan was great, by the way.

>> AUDIENCE:  Hi, Janet from Vermont.  This is a disturbing discussion.  One, Vermont always gets up there as being so great.

>> LAUREL MILDRED:  I knew somebody would say that!

>> AUDIENCE:  We're known as the socialist state because we're near Canada.

(Chuckles.)

>> AUDIENCE:  One of the things that concerns me is the idea that the CILs have to get in the business of providing personal care.  And take the profit and whether you give it back or not in the beginning, I think there may be some problems towards the life of that.

We received a grant this year from Robert Wood Johnson through Boston college and one of the things that we are doing is we are spending the next 16 months putting together a care cooperative run by the peers, where the profit is theirs.  There is no middle person.

And I think that's a model I would like us to spend some time talking about rather than just CILs taking over that role.

And making it comfortable for the state to pretty much control some of the things we do.  I think that will also happen.

>> MARK JOHNSON:  That's a great comment.  I was telling somebody during the break, I'm an adequate of the CILs being information and advocacy.  Since the first ten centers, I thought that was the only thing, hold everybody else accountable.

Also people need to cycle out of centers and go work for some of those entities and run them and control them, right?  We have this stagnant situation where some people have been at centers for 20, 25 years with a whole lot of expertise but they are at the center.

There's communities I can go into and go on purpose.  Get off an airplane and say can you tell me where the closest independent living center is?  Tells you a lot about whether they even know you exist and what you do.

So that's my personal feeling is, I always thought there would be IR and advocacy only, but there's a lot of diversity out there in the Independent Living Centers right now.  There's a collective conversation about the future that brings up what you're talking about.  I don't think, that's a personal moderator privilege, that I just took.

Okay.  Other questions?  Because one of the other things I think, united spinal association just released a disability perspective analysis of the affordable healthcare act as well.  And can I propose something that you write down November 2012.  Somebody just smiled at me.

All right?  Now, if you notice at the end of tomorrow's agenda it says participant steps to take back home.  Discussion and strategy about the future, small and large group discussion.

So I picked that date for pretty obvious reason, right?  Anybody want to shine a light on that date?

(Audience calling out).

>> MARK JOHNSON:  Nice time of year.  November!

>> LAUREL MILDRED:  Something about precincts.

>> MARK JOHNSON:  We are getting close.  Thanksgiving.  By the way, were you drinking sweet tea?  Yeah.  You.

Yeah, I thought maybe you were.  That's a southern thing, but go ahead.

>> AUDIENCE:  Obama's reelection.

>> MARK JOHNSON:  Yeah, election, right?  If you think about what the scenarios with health reform, we are now and after that in November, if you think about leadership change on that day and going forth.  So if I was you, I would encourage you to think of that between tomorrow and November 2012 being a time frame that you map out some steps you are going to take.  Maybe the steps are as simple as check out some of these resources.  Or go on the DAPS website and see where the Minnesota people are now.  It could be very, very incremental and what not.  But I would just kind of look at that, that potential date as what are the things I'm going to do, the center is going to do, organize folks in the community to do, allies we're going to identify between now and then.  What might you do between now and November of 2012?

Because this ought to be some real interesting things happening in the world and this country between now and then.

I'm pretty convinced it could be rather radical things happening.  So think about what is the role you can play without getting too overwhelmed with all this stuff.

Any questions?  Because I'm going to go around the tables now.

Okay.

This front table.  I've heard from one of you.

Can you do something, what is one take away you have from today?  It could be a feeling.  It could be a tangible thing or I'm going to track down Talley during the reception or whatever.

One thing.  One thing.  Use the microphone, I'm sorry.

So they will know on the Web.

>> AUDIENCE:  I'm Rachel from Missouri and excitement.  I'm excited to take some of the stuff I've learned back to my CIL.

>> MARK JOHNSON:  Good.

>> AUDIENCE:  My name is Kate and I started working at a CIL last April and I'm excited about this, to learn about the Olmstead act and find out how to move on and get people out of nursing homes.

>> AUDIENCE:  I don't have to.

(Laughter.)

>> MARK JOHNSON:  You can if you want.

>> AUDIENCE:  I'm Amy from California.  And I think, just the idea about, because our center is fairly small and we are involved a lot, but we are sort of not collectively with, but around the table.  I think it would be, the idea of being more of a for‑profit in a way and being a larger component of all the different services and agencies and groups out there that are creating policies.

>> MARK JOHNSON:  What part of California?

>> AUDIENCE:  Northern, Chico.

>> MARK JOHNSON:  I'll go over here.  Grab that microphone, Lynda, if you don't mind.

Feeling, a tangible step, something you see differently than you see on the agenda.  We can't change it too much because of the, what people think they are tuning into.  If they tune into something different tomorrow.

>> AUDIENCE:  My name is Lynda and I live here in Atlanta.

Those of you who are from Georgia know that we had a lot of drama-ma at our CIL recently.  We are coming out the other side and I am looking forward to having a new strategic plan for the CIL that incorporates some of the elements that we have been talking about today that puts Olmstead front and center.

>> AUDIENCE:  I'm Michelle from Missouri.  People talked about a concerted, focused get out the vote effort and making contact with all of your candidates.  If they vote, hopefully they will listen to you.  If you don't vote, forget it.

The other thing that is the take away for me is I came here with the express intention of learning as much as I could about what other people are doing and what the issues are in Olmstead because I want to have a summit in Missouri and I really want to get the DD advocates, the developmental disability advocates, mental health advocates and the independent living advocates all together in the sale room and all start talking about how we are going to make sure that Olmstead is 100 percent implemented, that Olmstead is completely put in in Missouri.  We just got to make it happen.  That's the way it is.

>> MARK JOHNSON:  Sound like California may have a template for you for that summit.

>> AUDIENCE:  I'm Richard Sims again from the DC Center for Independent Living.

Maybe I dozed off, but one of the things I'm taking out of this, I haven't heard any mention of ADHARC.  Aging and disability resource centers.

>> MARK JOHNSON:  Someone said it's tomorrow?

>> AUDIENCE:  Oh, okay!  Okay!

>> MARK JOHNSON:  It's another train that has left the station.

>> AUDIENCE:  It has, it has.

And the new DC executive director of the DC office of aging, that office has big pockets in the District of Columbia.  As the new Executive Director is a board member of mine who will have to come off the board.

But I was sitting here thinking about all the collaboration that we are going to get, we are going to have with the ADARC with our collocation efforts and joint ventures on grant writing, et cetera, et cetera.

>> MARK JOHNSON:  Okay.

>> AUDIENCE:  I'm Leslie Anderson from Services for Independent Living.  It's great to be in Atlanta.  I've taken lots of notes.  One of the things I'm interested in in the implementation of Olmstead is the bias, but I'm also very interested in how Vermont does that provider tax because we have been trying to do it in Missouri and CMS tells us no.

If there's also a precedent that has been set, I want to see if we can use it in Missouri because I know next year when we go to the legislature it is going to be another fight for our rates and even independent living funding like we had this year.  This is a very timely conference and I appreciate all the ideas.

>> MARK JOHNSON:  You have a couple good people from Vermont here.

>> AUDIENCE:  Maureen from Virginia.  One is the issue of the, our state is moving towards long‑term care incorporated into managed care or through an MCO system.

I'm very interested to see how that is going to be done or how we are going to influence how that is done and be participants in this.

Also I think what Mark was saying just a few minutes ago about how the role of CILs are changing possibly and why that is and is it a good thing and how would we, what would that look like differently.

I think that's a really important discussion within the CIL network to be having now.

>> MARK JOHNSON:  Good.  Table back here.

To my left.

>> AUDIENCE:  We'll try to make it around before the 4:30 get out of here.  We'll cut it close.

>> AUDIENCE:  Is this on now?  Nan from Montana.  I guess one of the things that I learned today is, got my mind thinking our CIL, we have the self direct personal assistance.  And I can see that we are not in all aspects treating the whole.  Not all of our folks are receiving all the independent living advocacy that they could.  And so I can see where I can grow.  We can grow ‑‑ hopefully we will have Olmstead to implement it.

>> MARK JOHNSON:  Y'all have a funky microphone.  Go ahead.

>> AUDIENCE:  I'm Paul from Virginia also.  Hi, Maureen, over in the corner.  I feel like I came in a Trojan horse because I'm an AAA director.

(Groaning).

>> MARK JOHNSON:  Bill, take the door!

>> AUDIENCE:  I'm not really here to spy.

>> AUDIENCE:  Yes, you are!

>> AUDIENCE:  Because the Commissioner is aging services.  We want our CILs and the AAAs to get together and the fact that we are both here is evidence of that.

Much of what is discussed here is not news to me coming from the aging conference and if I closed my eyes, I thought I could be at a AAA conference.

If we look at the philosophy underlying it, it's all about the same thing.

>> MARK JOHNSON:  I will be 60 next month and I already belonged to AARP for ten years.

>> AUDIENCE:  I'm brook from South Carolina.  Failing, I guess.  I'm also new to the CIL.  Area.  I guess I only have been working with my CIL since February.

The big thing I've taken away, I have been feeling a sense of, a bit of failure just because I deal primarily in housing and can't find housing.  And the fact that it's not that I'm missing something.  It just doesn't exist.  Maybe that's something to do when I get home tomorrow.

>> MARK JOHNSON:  Some people to connect with, too.

Dawn?

>> MARK JOHNSON:  

Have a good trip to Gainesville.

>> AUDIENCE:  I'm dawn from Georgia.  I'm a transition coordinator.  I wanted to touch on one of Mark's questions earlier about barriers to be transitioning.  In Georgia I would like to see if perhaps this is an issue in other states.

I see also a bias towards for hack of a better way of putting it, it seems to be much easier to get folks out of nursing homes and institutional settings who maybe needless support, but those with maybe a higher level of need, if you will, supports.  More personal attendant hours.

It's much more difficult and that concerns me that, you know, we embrace independent living philosophy and I believe that everyone given the right supports can and should, if that's their choice, live in the community.

And so that's just something that are concerns me for Georgia and for other places as well.  And I too hope to continue networking with my colleagues here in Georgia so we can further develop our strategy here and take some more action.

>> MARK JOHNSON:  Robin and Becky?  Robin, it's okay.

Bethany?

>> AUDIENCE:  I came in kind of feeling overwhelmed by all the policy information even though I am a trained lawyer.

(Laughter.)

>> AUDIENCE:  And I'll just admit that.  I have no shame.

But the last presentation really got me excited and my team has been texting each other, talking about how we are going to get a grant and start implementing this and really start pushing this more in Georgia.

So I'm just really excited, but I do have a question that is lingering that I may just ask her on our own.

I'm curious, the status of Laguna Honda because I visited that institution while I was in San Francisco.  It's one of the most disgusting places I have ever been in in my entire life.  It frightenned me.

I'm curious, when are they going to shut that place down?

Laurel, if you have an answer to that, I'm curious because I know that trees as a was working hard with an injunction to stop building more rooms and it expanded anyway.

>> LAUREL MILDRED:  It did.  You know, San Francisco is required under the lawsuit to create 100 units of affordable housing, if I'm recalling correctly.

Anyway, a number of affordable housing units per year to move people out.  And that is occurring.  I'm not sure if they are in the second or third people of moving people out.

But I will tell you that Mark chambers, the plaintiff, I had the honor to visit him at his apartment.  He took me on a tour of Laguna Honda to get a update with legislative staff.  It's definitely a work of progress.  It won't be tomorrow.  But change is coming to Laguna Honda for sure.  It was wonderful to see Mark chambers living in his own apartment.

(Applause.)

>> MARK JOHNSON:  Type it in, it's the world's largest nursing home.

Folks from South Carolina and Tennessee?

>> AUDIENCE:  (Off microphone.) mark mash the people, the Web needs you.

>> AUDIENCE:  I got you.  I'm Nicole Craig from the disability resource center in Knoxville, Tennessee.

And I have gotten so many take aways.  I think to speak to what this gentleman was talking about, you know, strengthen those relationships with the people who already have a strong lobby, like the AAAs and getting in with housing people and just really building those collaborations.  I think that's really key.

I think as a Center for Independent Living we do things that are really feeding into the Olmstead and we don't call it that necessarily.  So I do think we need to celebrate those things that we have done really well.  We've worked on transportation in our area.  We've worked on housing.

So we are trying to build an infrastructure.  So I think once that is even stronger, then the rest will fall into place.

But there it fits in the action‑oriented we have to become more action‑oriented.  Get those things in place and really be heard.  I want to look closely at the best practices that Laurel was talking about with the states that have done it.  That's the best way I think you can get even better I's interested in the care cooperative that someone was talking about.

That's it.

No, there's more, but it will come to me at midnight.

>> AUDIENCE:  Pete rear done with the disability resource center in Knoxville, Tennessee.  Something I'll take away today is knowing that you can refuse to let your state representatives and legislators use the economic status of the state and budget cuts as a fundamental alteration as to not fund Olmstead.

>> AUDIENCE:  I'm Nathan Todd from the disability resource center also but from South Carolina.

I would like to reiterate the point about collaboration.  That's the one thing that I came away with, thinking that we need to focus more on in South Carolina.  That's a big thing that our ED likes to push is collaboration.

And I would just like to think that we can go back and start working on some form of strategic planning to start to take some actions.

Go back to Bill's table.  We have 20 more minutes.  It's important for people to say what their take away is.  It may inform some of the presentations tomorrow.

>> MARK JOHNSON:  Bill, your table real quick.

>> AUDIENCE:  I don't think I can digest this all in one thing, right?  What I do see is that what you have pointed out is that I am going in the right direction.

I'm the only one in my center that is doing this and I just have to look at it and see how I can work it better.

You've given me some good suggestions.  I'm real okay with that.

I will be here tomorrow mark mash all right.  To your right.

>> AUDIENCE:  Okay.  I'm Karen Arnet from the district.  There's so many things that I can take away from here today.  Especially from now to November, trying to teach a Turkey how to fly and go down to housing and get some things taken care of down there.

Also with the transportation piece, you know, the height, the increase is going up and there hasn't been an increase in people's benefits.

So there's so many things that I'm going to take away from here today.  And the Turkey is going to fly.

>> MARK JOHNSON:  Good.

(Chuckles.)

>> MARK JOHNSON:  Folks from Vermont and then Dan.

>> AUDIENCE:  Janet.  I'm, I have a second ‑‑ I have to second what was said earlier.  There's a whole bunch of stuff going on in my head, I'm trying to figure out how to prioritize that.

And I know that some of the things that we have to fight to keep, it just feels like we're always fighting to keep something.

The idea that was mentioned earlier about not always being defensive, but to ‑‑ this is going to sound funny, to be offensive, but to take a position of power and in moving our agendas forward.

>> MARK JOHNSON:  Yeah, the DEMOS stuff that Laurel was talking about.

Dan?

>> AUDIENCE:  Dan Kessler, Birmingham, Alabama.  Mark, you made a good point about the future of independent living.  That's something we all need to look at and find venues and ways in which we can go about having that conversation.

I know Nichols nickels had that conversation with the independent living administration, we are still continuing to have that conversation.  But it's something that is directly related to what we are talking about today.

One of the things I would like to take home with us, though, back to our state is something that Laurel touched on.  That was the review of Washington State.  That is the single budget.  With the flexibility on long‑term care services.

We have seen significant increases in our long‑term care budget, but it's not been for community based services.  It's for institutional services.

So I think to take that back on our state and start floating that idea and doing some more research, that's something I would like to do.

>> MARK JOHNSON:  That's good.  As long as the facility is mandatory and home and community based is optional, optional will be cut or won't grow.  When they lump it like that ‑‑

>> AUDIENCE:  We would be in the strange position of advocating with some people we have actually been fighting for years and years and years.

>> MARK JOHNSON:  We have Wisconsin shaking the head.  Interesting.  Mobile?

>> AUDIENCE:  How could you see me back here?

>> MARK JOHNSON:  I saw you last night heading to the party district.  Go ahead.

>> AUDIENCE:  You're a spy, okay.

I'm Michael Davis from Mobile.  And like the young lady said earlier, you know, really creating an effective infrastructure, transportation housing, so on and so forth, like many of you we experience the thing that the government says, the local government.  We don't have the money to create transportation in out lying areas and we only have so much money and we didn't get it down from the fed so that we can do more house can and all that kind of thing.

So I think that's important.

Also one time one of our consumers said something to me.  She was talking about how to approach legislators.  And she said you know, you have to speak their language, whatever that language is.

But she was saying, really trying to identify them and at some point if you don't do anything else, snow them, I guess, but really try to be an effective communicator and get them to understand what people with disabilities have been experiencing and are experiencing and what we want to experience.

And that is, we just want life just like everybody else but you know that has become a truism now.  How did you effectively communicate and convey that message to them?  Just have to keep at it, you know.

>> MARK JOHNSON:  Yeah, any other comments from the other folks from Mobile?  You want to add one thing?

>> AUDIENCE:  Okay.

>> MARK JOHNSON:  I'm get you tomorrow, right?

Let's start with Illinois real quick if Amber or Karen have anything to say?

>> AUDIENCE:  All I have to say ‑‑ I'll be speaking tomorrow.  All these great presentations taking an egocentric view, I would like to say that it's a high bar for us to meet tomorrow.

>> MARK JOHNSON:  You hear that!  Laurel and Talley and Bill?  Okay?

Wisconsin, got anything moreover there at your table?  I know other folks here are from other places other than where Mike's from.

>> AUDIENCE:  My name is Latasha Walton from the Augusta Georgia office.  This is my first conference.  I see there is a battle to be won.  I am willing to step up and speak for the unheard of.

>> AUDIENCE:  Kevin Nil from Charlotte, North Carolina.  Not originally from Charlotte, North Carolina.

But what we got in North Carolina, when you go to the legislators already in North Carolina, they allocate $18 million to the Voc Rehab independent living center unit throughout the state of North Carolina.  When you approach them, anything about Olmstead, about transition, they say we give that money, 18 to 20 million, to a State agency in your state to do transition.  You're doing the same thing they are doing.  So the roadblocks that we run into, we have to distinguish between what the IL centers do and advocate for and what the State v. ORIL centers advocate for.

What I came to the conference for, we get that every single year.  I have been doing it years and years.

At our center we hired a grant writer because we ran into so many roadblocks.  We hired a grant writer to apply for grants just for transitional services.  We get over 60, 80, $100,000 a year from private grants, from private, you know, Charlotte has the banks and those grants have gone tremendously since the economy, but we got private grants and we have stepped away from approaching the legislators and approaching Olmstead and said we'll go through the private grant sector.

We got money to do those types of things, but I came here to try to get other approaches like Laurel's approach, has this excellent approach in the great state of California with the recent split of Arnold and Maria.  I'm trying to get a good approach from Laurel and others, Washington State.  Another approach that I can take to these legislators to throw up, other than what I, saying I already gave your state money to do that transition.

>> MARK JOHNSON:  It's great that you're thinking about it.  It's that get through tomorrow and have time in the afternoon to really have a plan for yourself.  By the way, where is the accent from?

>> AUDIENCE:  New Orleans.

>> MARK JOHNSON:  I'm from Charlotte so I can make fun of people from North Carolina.

>> AUDIENCE:  I'm also, I'm from the CIL.  I'm new, less than a year from the SILC.  I love the idea about the care cooperatives in Vermont.  Laurel, I got so many years from you, I hope I can sit by you at dinner tonight?

(Laughter.)

>> MARK JOHNSON:  I think Laurel might be visiting the south again.

Is it okay, Michael, if I hold off on you since you're presenting tomorrow?

Am I missing somebody?  Kelly's table?  Is that right?  I can't see somebody maybe.

Well, somebody talk.

(Laughter.)

>> MARK JOHNSON:  We're doing good.  You're okay with time then?  Thank you, everybody.  That was good.

>> AUDIENCE:  If irk manage to get the microphone, that's the first step, I guess.  I'm Wendy, I do nursing home transition in Alabama.  And I'm fluctuating here between feeling overwhelmed and hearing everybody saying I shouldn't feel overwhelmed.  So I'm trying to figure out how I can take pieces of what I heard today and make it work.  So I think my first take away is don't give up, no matter what.  I need to be reminded about that constantly.

Because Talley was talking about morning about this terrible legal decision that came out of Alabama.

That's part of it.  The other thing I'm curious about is whether we can take any of the mobilized effort that we are seeing in response to the recent tornadoes and hang on to some of those new alliances to carry that power into the community in terms of getting more people out of nursing homes.

I don't know how, you know, I guess just again don't give up.  But lots of people have mobilized around the horrific event and maybe we can not only benefit from that as a state but also make it even stronger so that those same partners will be there to help us move towards transition.

>> MARK JOHNSON:  Good point.

>> AUDIENCE:  I guess the third thing is, I understand the feeling that someone was talking about earlier that folks in institutions just eventually give up, you know.  I talked with somebody, moved somebody years ago who said he needed to make a phone call.  I said well, come to my office and make a phone call.  He said I haven't made a phone call in three years.  I don't know if I know how to do it.

I said well, you knew how to do it three years ago.  So we'll just pick up the phone and we'll go from there.  It was a very simple phone calm.  Something he wanted and he called the store to see where he had it.  When he put the phone down he said that's the first call I made in three years.

I'm curious about the concept of resilience.  A lot of that has been done with young adults but not so much with elders and folks with disabilities.  It is a whole theory of what they basically call protections and supports for people who are facing trauma in their lives.  I think by the time you end up in a nursing home your protections are probably ‑‑ your protections are probably gone and what supports are there or were there may or may not be available.

So I see a lot of what I've learned to think of in terms of learned helplessness.  It doesn't matter what I do because nothing I do is going to make a difference if I'm sitting in an institution and I have been there for years and years.

>> MARK JOHNSON:  Right.

>> AUDIENCE:  Part of that empowerment for consumers is they are sitting there and saying it doesn't matter what I do.  I can't make any difference.  You have to go a long way to, for somebody to say no matter what it takes, I'm going to get out of here.

>> MARK JOHNSON:  Good points audience - tells me there has to be more that I can learn about how to do that so that once I don't discourage myself, then I have to find some active ways to encourage and empower other people.

If anybody has any ideas on that?

>> MARK JOHNSON:  Also, like I say, this is part of what you are going to be doing tomorrow afternoon is sorting through some stuff.  If there are steps you have already taken ‑‑ you just reminded me, right now, wad di welcome, Waddie welcome.  And I'll explain that tomorrow.  It triggered that name and you'll realize why later.

Kelly's table.

Any other people at Kelly's table?  We'll come back to you, Robin.

>> AUDIENCE:  Hi, I'm Margo Waters.  I'm from Georgia.  I'm an independent living coordinator disability link.

I, the information was really great.  I think that with the information that I have received today I can take this back to some of the other advocates and we can work on getting Olmstead implemented the way it should be here in the home of the Olmstead.

So I'm anxious to get started.

(Applause.)

>> AUDIENCE:  Mark, this is Stacy.  I started this morning, I was late getting here because I was with the ADRC in peach tree city speaking to them about the dignity of risk and self determination.

And I get here and Bill is teaching me about how to demystify Olmstead and work with some of my parent advocates on bringing people to the table.  Bethany point out one of the major events at the center for disability is all about Olmstead.

I realized I had been compartmentalizing my advocacy.  I have been putting them in compartments and when I'm on the Olmstead planning committee, I'm doing Olmstead.  When I'm in the community doing person‑centered planning, I'm doing person centered planning.  When I'm working with advocacy with a parent, I'm working with a parent.

It just all collapsed.  It's all in one big bucket now and followed up with Laurel in a Web that is coming together on how to now connect these compartments so that it will be a bigger, better base.  So thank you.

>> MARK JOHNSON:  Real good point.  Other people feeling that way a little bit, too?

Anybody else at that table back there?  Because I'm short.

Okay.  Over here to the right.  I know there's Kansas folks and some Georgia folks and other folks.

By the way just for the camera because they are not dead yet T‑shirts?  Stand up.  We need this energy at the end.  We're not dead yet!

(Applause.)

>> AUDIENCE:  Sherry from Kansas and I already spoke.  I'll just say that things back home haven't been feeling so good and my energy was pretty low.  I felt a little bit of hopelessness around me.

But today has energized me and I feel back on fire.  I appreciate everybody's energy that they brought to the room and I have some hope and I'm excited again.  So thank you.

>> MARK JOHNSON:  Great.

>> AUDIENCE:  I've seen sherry the last couple months.  For her to say she's excited makes me happy.

(Laughter.)

>> AUDIENCE:  I totally, this is Stephanie from Kansas.  I've totally gotten fired up here.  Sherry and I talked about something, I want to make reality in this July 22nd, June 22nd, the anniversary of the Olmstead.  Just imagine a ceremony on the steps of the brown versus board of education museum.

>> MARK JOHNSON:  Wow!

>> AUDIENCE:  Celebrating Olmstead and marching to the capital.

>> MARK JOHNSON:  Wow!

>> AUDIENCE:  Yeah, I think it's going to happen and we are going to make it happen in Kansas, whether they like it or not.

(Applause.)

>> MARK JOHNSON:  That is excellent.

>> AUDIENCE:  I don't know how I follow that, but I'm Shelby.  I'm actually disability advocate against sexual and domestic violence and I'm really excited to take this information back to our sexual assault domestic violence centers.  They call me for technical advice on disability related issues.  I'm happy to give them advice on how to get victims out of the institutions and out into the communities.  We are working with the statewide CILs and I want to get information back to them.  I'm excited that Talley will be at the reception because I have questions on how y'all are working with survivors and how you're working with domestic violence and sexual vie hence in their lives.

As director of a statewide collaboration, I want to emphasize, people who are talking about collaboration and taking that back to their states, you really need to headache sure you're using formalized agreements to make sure everybody is on the same page.  You have buy in, you have conflict resolution agreements in place.  Without that you don't have sustainability and you are not going to have success.  If you want to talk collaboration, Stephanie and I would love to talk to you as well and I'll stop now.

>> MARK JOHNSON:  Really good stuff.  Kansas is a great place.

>> AUDIENCE:  Ash lemons from Ohio, specifically the Center for Independent Living up in Toledo.

From what I have heard here today, it reinforces and reaffirms our partnership that we have been strengthening over the years with the AAA.  It seems like that's extremely important that we all focus on that as a strategy.

And then I wanted to reiterate something that someone said, I don't know the ping or salmon, I like your message, until there's an emotional change, intellectual arguments won't work.

>> AUDIENCE:  I'm Robin Wilson Beltty from Georgia, center for leadership and disability at Georgia state.

One thing that I, there was a lot of information and I was a little overwhelmed as well, but one thing that I was really kind of excited about, that the ‑‑ I liked the talk that Talley gave about comparing the brown versus board of education to Olmstead and how moving away from that whole gradualism way of thinking and the immediate and effective, you know, integration and so I'm looking forward to actually reading that paper.  And from Laurel's presentation, what really grabbed me were when she was talking about the findings from, I forgot what committee, but talking what they suggested about interdependence rather than that whole independence and the bootstrap thing.  That's the first time I actually thought about it like that.  Oh!  And also the need to also share aspirational stories.  That's what I took away.

>> MARK JOHNSON:  Did I leave anybody else out?  We go back to the sponsor table now.

One more other person?  Oh, yeah.  Did you want to.

>> AUDIENCE:  This is Mary again from the ADA resource center here in Georgia.  I've got to say how proud I am of all you guys in Georgia.  I have been writing down as fast as I can everything you said and what you took from today and I just want to say from the dib tack perspective that I'm going to go back and talk to Pam Williamson the project director and Elaine Sutton and the assistant director.  We are going to get together with all of you guys and really, really work on getting things going here in Georgia.  It's kind of pathetic that it took yet another court battle to get things moving.  But we can work together.  We've gotten good ideas on collaborating.  I guess we are going to have to have some agreements, formal agreements developed, but we can do all that.

And everybody is on the same page.  So that will be easy.  We'll all get together and work really hard and get things rolling here in Georgia and make some real concrete change, I hope.

>> MARK JOHNSON:  Back there, I think the sponsor's table.  Tim?

>> AUDIENCE:  (Off microphone.)

>> MARK JOHNSON:  We are winding down because I know the interpreters are probably ready for a break.

>> AUDIENCE:  Wireless, 3, there I am.

So instead of reflection, I want to do two things.  First of all we have another question from the Web.  And so Darrell price has been waiting patiently for about 30 minutes, I guess.  He was wondering, and I'm wondering if you can all help me answer this.  If you all have any news on which states are taking up the CFC option from the affordable care act.  So I know that California, Laurel just raised her hand.  I know New York just announced they were going to do it.  Who else?  Any other states?  You getting word they are going to take up the option?

>> AUDIENCE:  (Off microphone.)

>> AUDIENCE:  I'm sorry, community first choice option.  It's the ‑‑ smaller version of this, the CCA, the community choice act.

>> MARK JOHNSON:  Amber can answer that.  near and dear to her heart.

>> AUDIENCE:  Darrell, this is Amber, you know.

And so basically right now I don't think any other state other than New York State has made an actual commitment to go ahead and apply for the CFC option.  What is remarkable about New York State is they set up an advisory board for the CFC option.  You can't apply for it until October 1.  So the comment period for the regulations interpreting on the CFC option just closed.  So right now there's this entire process right now where they are setting up the program and nothing is actually put out for applications.  So you can't actually apply yet.  They just closed the comment period.  That's what we know.  But that's pretty remarkable that New York already has a commitment and is sitting up, getting things in gear in advance of getting money.  Sorry, Darrell.

>> MARK JOHNSON:  Okay.  Folks, I think it's been a good day and I know that the reception is at 5:30 tonight.  It's next door, right, Tim?

>> AUDIENCE:  Yeah, yeah.

>> MARK JOHNSON:  Tomorrow's breakfast is 8:30.  Maybe they'll have grits.  Maybe they'll have some grits.

And they are good with butter and pepper, by the way.

At 9:00 o'clock we will review the agenda.  I'm pretty much sure, looks like it stayed the same but we'll talk a little bit based on these comments.  Other things?  I was going to say one last thing.

>> AUDIENCE:  I want to announce quickly, we had a break in the webcast after our last break.  We have it fixed now.  Once again, I want to thank everybody on the Web for being with us today and thanks for your patience as we work through this beta testing of this program.  It was a lot to put together.  I want to thank the folks at ILRU who fixed that.  I want to acknowledge that and thank you for your patience.

The technology was working.  We had a problem with the link.  So thanks again for those folks for being with us.

I think, Darrell ‑‑ Richard wanted to say something too, before we break.

>> AUDIENCE:  Okay.

I just wanted to say that as a reflection at the end of the day, that for a group of people, many of whom began this morning by saying how happy they were with what was happening in their state, as we've talked along through the day it has become apparent that there is a lot more going on in a lot of states than a lot of us even realized.  And acknowledged in terms of our, of the work na you are already doing.  I think that's tremendous.  It doesn't mean that there aren't challenges.  It doesn't mean there isn't so much more that has to be done.  That's all true.

But just as we've done this wrap up session, I think we've seen and as we've talked through the day we have seen that there is indeed a lot going on.  All of you ought to give yourselves a hand for what has been done and also as you are giving yourself that hand think about the things that are coming next.

(Applause.)

>> MARK JOHNSON:  Just, I think I told some of ‑‑ some of you might know, last night it came here to get oriented what I was supposed to do today and tomorrow and Kelly called from the airport.  And Kelly had flown united.  And united had done a good job of damaging his chair.

So I ran down to where I worked down the street here about ten minute away to get a chair out of the seating clinic.  And fortunately during that time Kelly in his Idaho/southern charm way had convinced the united folks to call delta to say, because united apparently didn't have anybody that worked after 5:00 o'clock that could deal with it.  So united called delta who has an international relationship, or has a relationship with people, they have an international network 24/7 that are bottom line, Kelly got a temp chair.  They picked up his chair to be repaired and then of course Kelly said there's one more thing.  I'm sitting down there at the center, I guess it was about 9:00 o'clock or whatever at night because I missed the total orientation session last night.  And Kelly said it's one more thing.  The cab ride.  My ride to the hotel is, had to leave.  So picked him up, it's ‑‑ hopefully, you know, I asked what I was supposed to do.  I know I always talk a lot.  But you're a great group with a lieutenant of energy and there's an incredible amount of power in this room and the three presentations today were spot on, they were concise.  You have great stuff to go back with.  So you're right, Karen and Amber and Mike and other presenters tomorrow, the bar is high.

Kelly?

>> AUDIENCE:  (Off microphone.) I have an update on the ... 

(The event concluded at 3:42 p.m. CDT.)

(The webcast froze.)

(CART provider signing off.)
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