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(Standing by.)

>> MARK JOHNSON:  All right.  Good afternoon.  Good afternoon.

Actually, I just wanted you to be quiet again.

I hope you had a good lunch and a little bit of a break and maybe some of you went out into our July weather in May, because I know it's hot out there.

Just imagine that with about 90 percent humidity.  That's what is really fun, about late July, early August.

The folks working the Internet connection here reminded me that there are a number of participants out there on the Internet and theres at least 30 sites, meaning there are more than one people viewing this.

So be mindful of that and you can turn around and say one more time, wave at our folks back there.

Once again, all this will be archived.  If you want to see yourself waving or want to show your boss that you were actually here, all you have to do is go to the archive and say:  See, I was there!  At least I was there when we were waving

(Chuckles.) 

>> MARK JOHNSON:  So, it's a strategy thing.

Number two is just I know we might not get to all the questions of you folks out there in cyber world, but your questions will be answered sometime in the near future.

You have ILRU's contact information.  If they don't answer your question in a reasonable time frame, don't call me.

(Laughter.) 

>> MARK JOHNSON:  Number three is in the back of your packet, you do have a front and back resource page.  I mean, it's loaded up with the latest and greatest related to this issue.

And a couple resources have come up already this morning.  My guess is some more will come up through conversations, what not.  Those are being added to this resource page.  You know, the stuff we talked about this morning.  Everything from lore wrist's website if you want to buy some of her art to the contact information for the office of civil rights, from the people who want out, the people who might go in if they don't have services.

Once again, justice and OCR, and good lawyers can only act if they have real people to tell the stories about.

So that resource page is in your packet and it's evolving.  If I understand all right, ILRU has a wiki site.  I messed up earlier and said they were Twittering.  They actually have a wiki site and that wiki site is being updated once again as we are here.  That will make that wiki site only as good as y'all want to.  If you want resources and then you have that opportunity.

Last before we have the conversation about barriers, to Olmstead implementation, last is there was a pre‑eval, is that right, to this thing?  There's an ongoing eval and there's a post eval.  So there's just an eval is what I'm trying to tell you.  Meaning IRU, Tim was reminding me that thus far trainings around Olmstead have been pretty much one‑on‑one, you know.  What is it?  A little history of it, that kind of stuff.

So this is the first one that has been maybe a little more towards strategies and actions and building the national plan of action here, folks.

So you are a part of a first.  So the pressure is on to deliver something by the end of tomorrow that can compress all ‑‑ can impress all of the people who are not here.

Seriously, take that task seriously.  Constantly evaluate this process.  How can it be better?  Who would you want to listen to more?  Don't say anything about the MC.

(Chuckles.) 

>> MARK JOHNSON:  Unless it's all good.

So we are going to spend about another 25 minutes just ‑‑ I was having a conversation with one of your colleagues.  I didn't get his name, from Denver.  Bill.  We were beginning to talk about barriers to implementation.  Bill, do you mind jumping right in with what you were telling me is one of the barriers you're having in Denver?  We'll document the barriers.  They'll be editorialized and stuff like that.  Go ahead.  Microphone.  Again for the ... for all of us.

>> AUDIENCE:  Is that it?  So one of the things that I'm grateful to be here to hear is that I thought I was behind.  But as it is turning out, I'm doing okay compared to a lot of people.

(Chuckles.)

>> AUDIENCE:  You know?  And I have been doing this since The Act was actually enforced.  What is happening right now due to some changes in human services, I'm finding some barriers coming up.  I think that's just due to the political stuff that is going on in my state.

But what I've learned how to do is to take ‑‑ I see these as just challenges.  It's an opportunity for me to work this program and be able to do some success.

I have almost 99 percent in term of placing people in homes, transitioning from nursing homes.

There's a bill there in Colorado which is called, project access.  Which will allow me with HUD to get people in section 8, transitioning them out of the nursing homes and out of jails also.

So in the time frame that it takes, because HUD has to do the inspection and I have to get the certification from the landlord, and doing all these things.  So I have been learning how to work that program into the community.  And part of this thing is that the people who are implementing these programs don't really understand how this process works.

Right?  What I was here to try to fine out and the main reason I came down here, how can we work as a coalition to take people out of nursing homes in a timely manner?  Because these people are stuck and their expectations are really high in terms of trying to get them out.

I'm here also to assist anybody in what I have been doing and the strategy.

The other thing is relevancy.  You know, getting people out of the nursing homes and getting them out of jails is not a huge concern in terms of relevancy because if you are taking someone out of Wisconsin and putting them down in Denver, there's a whole cultural thing that goes on.  There's this whole socialization that goes on that I was looking to see how other people were doing this.

So if there's anything ‑‑ 

>> MARK JOHNSON:  One barrier is like Bill mentioned earlier, some housing stuff.  The other is just if you have been in an institution for awhile, you probably adopted what they call institutional behaviors.  That's a transition when you're in a community and all of a sudden there is nobody there to lock up the house maybe or turn this off or turn that on or you told your attendant, oh, I don't need any more done and all of a sudden you're there.

There's a whole adjustment process for lack of a better word.  Some of that is culturally if they are move from other areas.  For years, Tennessee didn't have anything.  And they were literally moving to Denver.

You know, that's a cultural thing in itself going from Memphis to Denver.

(Laughter.)

>> MARK JOHNSON:  It's a good thing because I lived there for awhile, but it's a shift.

Amber?  During the break you mentioned something that is going on with our colleagues in fillly, the center there.  Something that they just experienced.  Can you talk about that as a barrier to Olmstead implementation for the folks in Philly?

>>:  Amber:  So what I was telling, this is Amber from Chicago.  What I was telling Mark was that last week on Friday the Center for Independent Living for Philadelphia, they have something like 400 employees and due to state Medicaid budget cuts on Friday they laid off 132 of those employees.  That's definitely a barrier to Olmstead implementation when you take away the nonprofit infrastructure that supports community integration.

>> MARK JOHNSON:  Other barriers, folks, that maybe you are experiencing at your center or in your state?  Over here, DC?  The district.  The other state.

>> AUDIENCE:  Can you hear me now?

>> MARK JOHNSON:  Get a little closer.

>> AUDIENCE:  Yeah, get up on this thing.

I guess one of the biggest ‑‑ I'm Richard Sims from the DC Center for Independent Living, Washington, D.C.  The biggest issue we have, the issue of accessible affordable housing.  I mean, the unit ‑‑ we are getting people out, getting them IDs, providing transportation.  Even trying to store furniture for them, helping them look for furniture.

There's no place to go.

>> MARK JOHNSON:  Housing again.  Other barriers?  Mike?

>> AUDIENCE:  I think a couple of the biggies that probably have everywhere is one, the perception that there's not enough resources to fund community programs.  Without thinking about what else things are being spent on.  Again, the other thing that I think everyone deals with is the complexity and fragmentation of the support systems and some of the housing things that people have talked about are an example.

In Wisconsin, if we want to get someone into a public housing unit or a voucher, there's 216 or something like that, housing authorities in the state of Wisconsin.  So trying to make sure that not only is there housing somewhere, but there's housing available that the person can afford in the place that they want to live.

>> MARK JOHNSON:  Real good question.  I mean, we mentioned earlier today silos.  You know, if you're this diagnosis or have this label there, if you're this age, it's there.  Where are the point of entries?  Are they multiple?

Some are means or income‑based.  A lot of fragmentation, a lot of silo stuff, a lot of lack of coordination.

Other barriers that you are experiencing?  There's one big one that I'm surprised nobody has mentioned yet.

>> AUDIENCE:  Transportation.

>> MARK JOHNSON:  We have transportation as one.  Go ahead, elaborate on it.  For example?  This is our Dib tech, by the way.  Or if you're in this region, your DIB tech.

>> AUDIENCE:  Is it on?  Transportation, yeah.  We get that even in a city like Atlanta, we get that a lot, as Mark knows.

Marta, our metropolitan Atlanta rapid transit authority, which probably many of you used to get from the airport to here, has definite challenges for persons with disabilities despite the fact that we have had multiple lawsuits and all sorts of things to try to fix the problem.

But in fact, I went to a MARTA meeting yesterday to their elderly and disabled access advisory committee for the first time.  This is the first meeting I have been to.  It just sounds like the same old story.  Nothing has changed.  Everybody has problems with the bus stops.  And the no‑shows on transit and problems with paratransit.  It's the same old broken record we have heard time and time again.

So I know that's a barrier for people because working as I do at the ADA resource center, one of the 10DB tabs in the United States, that's where I work, we hear it all the time.  I can't get from point A to point B because I don't have transportation.  That happens in the small towns, the medium size towns and the big towns.

>> MARK JOHNSON:  Some of that, it goes back to what Bill was saying, you known the Metro Atlanta area here there's limited train service because it's just not there.  It's a young system compared to Metro DC.  There are a limited number of bus routes.

In addition to that there's a limited number of paratransit.  Legally, paratransit doesn't have to go everywhere, right?

When you think about the fact that in your city, my guess is the fare boxes generate less than 10 percent of their revenues.  What do you think when they run out of money?  They start cutting the routes.  That's some of the stuff you're starting to see in major metropolitan areas.  Public transit never paid for itself.  That could be exacerbated to the budget stuff.

Back to Bill's point, allies.  Who are the other allies working on transit issues?  Are you once again talking to them?  There are a lot of groups out there that benefit from public transit but that company less it.

There's a table in the middle.  South Carolina?

>> AUDIENCE:  Financial, I want first month's rent, the rent you have, you have utilities, whatever else, deposits.

>> MARK JOHNSON:  Some of the transition costs.  If your assets have been liquidated and you have been forced on Medicaid and been forced to live somewhere you didn't want to live, now you have nothing, including a couch.

Even though there's some stuff at the federal level in some MFP stuff and this that and the other, there's still issues around that.

Kelly, did you have something?  You were squirming.

Anybody else?

>> AUDIENCE:  Yeah.  Besides that financial issue ‑‑

>> MARK JOHNSON:  Use that microphone.

>> AUDIENCE:  Besides that financial issue, the other issue besides that also is gas and electric.  If you are caught in a nursing home and you didn't pay that bill, when you come out of the nursing home that bill is waiting for you.  That telephone bill is waiting for you and that also poses a big barrier.

Then if you have a record, right?  When you come out, at least in my state they run CBI reports on you.  So you have the CBI report.  Your adjustment to getting back in the community, plus those bills.

And if you're really jacked, then all the furniture and all your stuff has been taken away.  So you don't have any furniture.  And then ‑‑ well, I can go on, but that's okay.

(Laughter.)

>> MARK JOHNSON:  So a history of consequences of some bad decisions you made, make an inability for people to see that you're a changed person and want to get on with your life.  Sometimes people hold on to that bad stuff and hold it against you.

You still haven't mentioned the one I'm really thinking about.

>> AUDIENCE:  What about getting your SSI or SSDI back, or whatever financials you had before you went in?  Sometimes they've taken it and you're not getting it.  How long does it take to get that back?

>> MARK JOHNSON:  I guarantee we have people who can help you with that.  Over here, yes.

From the Georgia state university.

>> AUDIENCE:  Yes.  My name is Stacy Ramirez from Georgia.  many of us in this room have sat together at the Olmstead planning committee.  I thought I made it, arrived as an advocate to be on this Olmstead planning committee and I was going to make real systemic change.  That has been Talley, how many years ago now?  Four?  Three and a half years ago and hours and ours of planning.

So it's my opinion that the Olmstead plan is a bit of a barrier in itself in that we spend all this time planning and no time building and action.

So that Bill mentioned community building.  I think that unless we really work hard on building communities around ourselves, circles of support around ourselves and those that are coming and transitioning from the institutions, all the bureaucratic conversations we are having here, yes, are important.  But it's the friendships and relationships.  It is the life well lived that we all deserve that I think is important.

>> MARK JOHNSON:  You can always tell people who come in after lunch.

(Laughter.)

>> MARK JOHNSON:  Because you will appreciate when you go back and look at the archive of this, the whole conversation about plans.  You will enjoy that part this morning because it reinforces that.

But I think your point is well taken from the standpoint of when I was speaking of Holly there in Memphis, Tennessee and saying how much that family had been through and really how valuable services the managed care companies providing her.  The issue is, she still can't get from point A to point B on a consistent regular basis.

The point is that she still has limited friendships.  Some neighbors, her church, whatever.  But those whole circle of natural support or people knowing you exist, putting a face on yourself.

When I asked her, I said, well, Holly, do you know who your state representatives are?  No.  I said so that means you have not invited them to come visit your house?  No.

I said well, you know what?  You don't exist in their mind.  They might get this report about how much is being spent on blah‑blah‑blah, right?  And as Bill Henning said earlier, they'll mark it red and say spending too much.

But when they have to put a face on that potential budget.  I said:  Holly, I want your state reps, every time they have to vote on this issue, to see your face.  Until you invite them to your home or go to them, you won't be that face.

Any other barriers?  We have ten more minutes on barriers before California takes the stage.

>> AUDIENCE:  Hi.

>> MARK JOHNSON:  Talley and then Amber.

>> AUDIENCE:  One of the things we have, a little bit about the guardians, but family members and guardians, children, people who think that the individual is safer in the institution or who think they can't make it out in the community often can be both psychological barrier but also a real practical barrier.

>> MARK JOHNSON:  Paternalism is still alive and well.  So attitudes in general.

Amber, did you still have something?  Or Karen?

>> AUDIENCE:  Well, along the lines of when you were talking about the young woman who said:  Then what?  The lack of programming and employment opportunities and actual real things for people to do in the community once they get there.

>> MARK JOHNSON:  It's a great point.  Bill once again reiterated sometimes you may be doing some things now that are helping implement Olmstead and you don't know it.  That whole initiative they have in Massachusetts of their workforce truly being diversified and having, what was it, Bill?  Twelve something ‑‑

>> AUDIENCE:  (Off microphone.)

>> MARK JOHNSON:  All right, Web people, you only have a little time if you want to submit your questions.  I'm giving you a heads up.

>> AUDIENCE:  My name is Karen.  I'm from the district as well.

I wanted to answer the question for South Carolina.  She said if you go into an institution and lose your benefits.  It's called expedited reinstatement when you get out.  That's something that can help you with that.

>> MARK JOHNSON:  And you'll get her card from her.

Vermont?  Vermont.

Then we'll go back, Bill.

>> AUDIENCE:  All I wanted to say is one of the problems with this is that the programs are so siloed.  In Medicaid in Vermont you can get transportation to the doctors, but you can't get transportation to buy groceries.  Therefore, you can starve to death, but you can go to the doctors.

(Chuckles.)

>> MARK JOHNSON:  Because you're starving to death.  And you need them to prescribe food.

>> AUDIENCE:  Right!

>> MARK JOHNSON:  You're right, it's back to the silos.  Think about how absolutely absurd ‑‑ think about this.  You know, our whole push over the last whatever number of years when the folks in California, Ed Roberts and Judy Heumann and those folks, the whole absurdity, to have a Medicare program that has a homebound rule.  We are going to give you a power chair, but guess what, you can only use it in your home.

All right, Bill.

>> AUDIENCE:  There's one other thing that has been happening for me.  I have had, since I have been doing this, I had four people die, all right?  This whole year I have been working with one client trying to get him out of the nursing home.  I finally got the section 8 in line.  I finally got the housing in line.  I finally got all of the stuff he needs.  I got the bedding, the sheets, I got everything in line.

Except he died last Friday.  And part of the discouragement of this is that it seems as though that in some cases people just seem to be heartless.  They don't seem to have any compassion at all.

I run across this and I wonder, and one of the things I came down here to see about, how can I expedite this quicker?

>> MARK JOHNSON:  There's a lot of responses to that.  In the district an then one more and then next session.

>> AUDIENCE:  You know, I really ...

>> MARK JOHNSON:  You're going to figure out how to take that off.

>> AUDIENCE:  I don't have an answer to that, but one of the things, I wasn't going to bring this up, but I happen to have brought Dr. King's letter from Birmingham jail with me this week.  I just, every time I need inspiration I read that.

And one of the things I think we would be a little naive if we don't understand this whole thing about cultural conditioning, that it works with race and it works with disability as well.  We run up against people who don't think that they're worthy to be out here living independently.  You have a hell of a coaching job to do to build people's spirits up.  Each one of you have your own story that you can probably tell about somebody who just didn't think that because years and years and years of saying that you are a second class citizen, that you're not worthy of living independently just as other people live.

So I think if you haven't thought about that, many of you have already, but if you haven't, do so because it's a tremendous burden.

Dr. Francis Wellsing once said years ago that in America both blacks and Whites are culturally conditioned.  The manifestation of that is that they believe that Blacks are inferior; Whites are superior.  It manifests itself in these ways, that Blacks are under valued, underestimated, and marginalized.

This being a movement from the civil rights movement just use those same words, which I think are very applicable to people with disabilities.  Under valued, underestimated, and marginalized.

>> MARK JOHNSON:  That's a good point.  You can applaud.

(Applause.)

>> MARK JOHNSON:  I think, you know, you obviously that's something that the culture, where it is now.  Actually within our own disability community, classes exist.  So we can't deny that either.

Gosh, I would rather be a para than a quad even kind of comments, that kind of stuff.

Then when you start talking about people with intellectual disabilities.

What I liked this morning, a huge amount of focus on the mental health community.  How many centers really see that many folks, then you know it's lowest in the land.

I see hands going up.  You see that in larger areas.  Access living, as soon as you moved the location and you're down the street from the Y, who is coming in that door?

We have a lot of issues around cultural competency and cultural stuff and diversity stuff.

I'm going to wrap it up in one minute and turn it over to Laurel.

From the great state of California.

And the governor did just split from his wife, right?

>> LAUREL MILDRED:  The former governor.

>> MARK JOHNSON:  Former governor.

So the one thing I didn't hear and I know it's going to sound very generic, but how many, if you had to look at the United States Congress right now and you had to determine the number of allies we have in the United States Congress, right?  How many people do you feel you could go to because you know they get it and you know they are going to go to the floor and voice your concerns and you know they are going to vote for you?

How many of you would say it's less than 25?

About seven, eight, nine, ten hands.

How many would say less than 50?  All right, well I guess I'm going the other way, right?

(Chuckles.)

>> MARK JOHNSON:  My point is that how many members of the House do we have, folks?

(Voices calling out).

>> MARK JOHNSON:  House of Representatives.

Go ahead, Karen.

435.  I'm not saying this is statistically valid test that I did, but my guess is it would be hard pressed to find more than 25 or 30 that really own our issue and are willing ‑‑ now, go to the Senate.  You have 100 there, right?  Less than 20?  Maybe less than ten?

I mean, how many more times do you have to go to Senator Harkin, that's not enough.  We have a long way to go in that relationship, in that process.

To me a huge barrier is the leadership.  That's our responsibility to create that leadership.  I'm not sure we are establishing enough of that kind of expectation and relationships.

At that point we are going to go to the next session.  And it's going to be a little bit of California's experience and approach to implementing Olmstead.  We will have a break and come back and finish that session and then we will just have a wrap‑up.  Okay?  Take it away.  I can read your bio.

>> LAUREL MILDRED:  It's up to you.

>> MARK JOHNSON:  I met her last night.  She's cool and I think she'll do a fine job!

(Laughter.)

(Applause.)

>> LAUREL MILDRED:  Hi.  I'm Laurel Mildred and I'm the Olmstead advocacy director for the California foundation for Center for Independent Livings.

And I was talking to somebody earlier who said he had done a lot of thing.  I did, too, I'll mention a few of them that are relevant.  That's my role.

I was invited here to talk about policy.  We are a diverse group.  I try to come at it from different angles so you'll find something that is useful for you.

I wanted to start ‑‑ Heidi is going to throw little pieces of Candy at me if I talk too fast.  I am going to try to remember.

They don't call it manic for nothing, you know?

I just have been so appreciative this morning of both being in Atlanta and being part of the larger civil rights movement, as well as appreciating the role of the wonderful attorneys that do this work with us side‑by‑side, and how powerful it is to have those allies and how important each of us are to one another.

A lot of my work has been about unlocking policy processes.  So some of the things I'm going to talk about are coming from that place.  So I'll just tell you briefly I started my career working in politics.  I got my shiny Bachelor's degree in political science and I went to work in democratic campaigns and fund raising for about ten years.

Along that line somewhere I got a diagnosis of bipolar disorder which helped me understand both me and my whole family history.  A lot of people say I was the first one in my family to graduate from college.  In my family I was the first one to get a diagnosis.  That was as good as getting a college degree in terms of understanding what had happened.

So that went on for a couple of years and then I found myself on the locked side of an institutional doorway.  The experience of having your shoe leases and your mirror from your purse taken away was so powerful, I was incredibly fortunate.  I learned one of the incredibly fortunate few who had a helpful experience and I learned how rare that was.  But what that did was it made a huge change in my life.  Like many of you I got into this work because I wanted to help other people who had experiences like me.

I went from working on campaigns and politics to wanting to work on mental health policy.  I wasn't an easy road.  I ended up at the Senate office of research in our legislature, working on mental health and disability policy generally.

And you know, political people are not seen as policy people in California.  You know, those political people who work in campaigns, they are not policy people.  So it's very few people who make cross‑over and become policy people.  That was one barrier.  People who actually talk about their real life experience sometimes in policy processes was really strange.

So I had to really figure out how to open up some of those and unlock some of the ways to effect change using the language and more rays of the policy world.  Some of my work comes from that experience.

I want to ask before we get started if anybody would raise your hand if you're from California?  I think there's some people watching that might be from California.

You can keep me honest if I misspeak for California.

I also, as I'm kind of a Johnny come lately to the IL world, you guys probably know much more about many things than I do.  My understanding is we have a statewide association that represents many of the ILCs, about 24, and all states don't have that.  If you raise your hand if you have a statewide collaboration or association?

Some people working through the SILC?  About half the people do.

And then I wondered are many of you, how many of you have a policy role?

At all?  Where you work on policy?

And then does anybody have a dedicated policy role?  That's really most of what you do?  Okay.

I tried to put in something for everyone but you can see we have a really diverse group.  Some of these things may speak more than others.

Also I have to admit to you that this is only my second time speaking to cyber space.  Sibs I'm a tech notice phone, cyber space makes me nervous.  I put all of the presentation on my slides.  When I gave the first one, somebody said "we can read, you know".

I understand that people can read.  This is my way of dealing with cyber speech.  You might want to watch me saying this one because you'll hear me saying this one.  Thank you for your patience with that.

We are based in the State capital in Sacramento.  We are a statewide nonprofit trade association representing 24 of our state's 29 Independent Living Centers.

The first thing I want to talk to you about is a lot of this is about how to go deep.  From the conversation that we had before this, we know that one of the challenges of Olmstead, it's everything.  It's transportation.  It's housing.  It's long‑term care.  It's health care.

And there are people that have expertise that is very deep in all those areas and working from nonprofit organizations, here we are trying to cover all that territory and it's 12 years later and I'm going to identify some of the barriers that we found which echo the ones that you identified.

One of the strategies was like how do we get deeper into the conversation actually move this, kind of have a lever to move the conversation forward?

So it was the collective wisdom of the people who work in IL that we needed to put more focus on policy.  When the RF funds came along with community input the State independent living council and the Department of Transportation ‑‑ I'm taking a breath for Heidi ‑‑ made Olmstead implementation a priority and designed several grant opportunities intended to advance the implementation of Olmstead.

One of these projects emphasized public policy.  That's the project I'm going to talk to you about today.

So in 2009CFILC applied for and was awarded a public policy grant of $150,000 from our State Department of rehabilitation.  It's a two year project.

Our proposal was to restart a defunction Olmstead coalition which had been sort of disability rights of California our P&A held the space for that coalition for a long time until the funding ran out.  We wanted to bring that back.

We wanted to bring policy and training resources to the ILCs and other advocates in order to strengthen the capacity to move Olmstead forward.

We called our project Californians for Olmstead, not original but to the point.

That's right.

Our mission is to work towards community inclusion of all people with disabilities in California.  Through the implementation of the Olmstead decision.  Do this by working with people with disabilities to secure public resources and quality support needed for people to live full and equal lives in the community.

I'm sure many of you have ‑‑

(Audio lost).

>> LAUREL MILDRED:  Through the implementation of the Olmstead decision.

We do this by working with people with disabilities to secure public resources and quality support needed for people to live full and equal lives in the community.

I'm sure many of you have.

(Technical difficulties.)

>> LAUREL MILDRED:  Services.  The project connects with the ILCs and their roles as transition providers and brings their hands on experience to advocacy.  So what I heard loud and clear from them is the same I heard from you:  Housing!  You can't get people out if there's no place to go.  We really tried to bring that experience into our policy advocacy.

Our major project activities are listed here.  We developed a communications infrastructure, a website, a Facebook page, a list serve.  We revitalized the coalition I mentioned.  We hold monthly teleconference meetings.  We had public policy outcomes, four to six positive and four to six defensive.  It's easier to do the defensive ones in the current climate of budget cuts, but we've managed both.

Take advocacy action, develop toolkits and organized a series of trainings.  Those were our project activities.

So like all of you, we tried to take a breath and say at this point it was ten years in after Olmstead.  What are the barriers?  So we had many, I think there are 11 or 12.

One was our ‑‑ we did have a Olmstead plan.  I was overwhelmed by listening to the experience of Oklahoma this morning, to make eye contact.

Because I took for granted that we have an Olmstead plan.  But it really lacked specificity and accountability and one of the projects I did at the Senate office of research right after the decision in the health and human services guidelines was to write an assessment of California's Olmstead plan and, you know, highlight its glaring inadequacies and I brushed that report the off the other day an read it.  It applies today which is good because it has so many reports or it's sad.

Our system is characterized by fragmentation of services and funding and impacts both the person and overall budgets.  Policy makers value our in‑home supportive services program which has been known as one of the best in the country along with our act for developmental disabilities which are being eroded and in fact there was a proposal recently to just eliminate the program.  We have been fighting that off for a couple of years, as well as cuts.

We have small pilot programs that are federally funded but we can't take them to scale in our large state.

Huge increases.  This is one of the really frustrating things to all of us advocates.  We increased spending for nursing homes dramatically and one of the big things I'm going to talk about in a systems approach is the importance of universal budgets.  Maybe some of you work on that, but basically our nursing home and long‑term care budgets are separate from the home and community based services.  They are seen as sacrosanct.  When it comes to a budget crisis, it's the home and community based services that get cut.  Each program cut individually creates a scramble for resources.

We have term limits in California.  You might know that, I don't know.  It's really impacted the way our legislative knowledge functions.  We don't have the long experience of the leaders who passed the lanner man act and got IHHS adopted.  We have real challenges with institutional, the other kind of institutional memory in the legislature to do good policy.

We have every different program has a different kind of assessment with a different kind of criteria.  There's a lack of true care management.

And the lack of affordable housing and no coordinated efforts to overcome this barrier.  It's really a big challenge.

So those are the kind of part of our initial assessment, where we were when we started this project, a long laundry list of barriers.

From there we tried to dig in.  We are in a situation of all budget, all the time, which is just so frustrating if you want to develop a long‑term vision and move to the next level.  We have had, as many of you have, ever worsening budget problems, constantly on the defense.  The cuts have impacted all cuts in the community system of care.  UCLA center for health care policy says that we turned back the clock 30 years on California's long‑term care system.  Some of the cuts are the new normal, but talking about advancements in Olmstead when you are turning the clock back 30 years on the system that you have is pretty discouraging kind much endeavor.

So it's not over yet.  We are in the worst shape we have ever been in.  Our new old governor, Jerry brown proposed $28 billion to cuts in Allstate services, not just us.  We have to have a balanced solution, he said we'll make half the cuts, be very tough and half we have to extend certain revenues that are set to expire.  Now we made the cuts and the Democrats had to swallow and make some really hard choices.  Our adult day health care that Kelly referred to earlier has been eliminated again and may be brought back in a different form.  There's been devastating things that have occurred and the revenue piece isn't in place.  We don't have the votes for the revenue piece.  We are feeling really vulnerable.  It's potential they could come back for another 12.5 billion in cuts and we don't even know what that looks like.

So in the midst of all this sort of positioning over the crisis, our hair is on fire all the time.  We have been trying to, my project has been trying to keep an eye on the long‑term system changes and kind of nurture the idea of Olmstead system change, even while all of us are running around trying to avoid these cuts.

So we tried to strategically weigh in on budget advocacy and bring resources to our allies so they can work on the things that are right in front of them.  We also, you know, I'm half time in this project.  We tried to be selective about what we could do.  We tried not to do everything.  We tried to pick a few places where we can make a big impact or try to make a big impact.

I laugh about standing up in front of you and it's humble to say anything about policy because y'all know that Olmstead has been implemented in California, right?  What one of the actual outcomes about this is that it's a legitimate question.  It's a tough environment.

One of the questions that Darrell asked me to address is in this complex environment how do we set priorities?  This turned out to be the biggest indicator of whether our project will be seen to have succeeded or failed.  We have a set of deliverables and we are going to achieve those.

I have a great partnership, I'm part of a team that it's nice to be here for CILC, but our Executive Director and Christina Mills our deputy director are the great key partners.  We do this together.  So Teresa, our ED, she coordinates the work I did.  I do policy and she coordinated it so it stayed in step with our board of directors and it helped combine some of the priorities to make sure we were moving in the right direction.

We, of course, listen to our ILC directors on our board and heard their priorities.  We listen to our other coalition partners and found areas where, for example, if somebody was going to make something a top priority, that's a target for us to partner with them on because there's resources and energy.

I was given a lot of discretion to pursue the policy issues I could tell were going to have legs and so in that way we were able to kind of be nimble with our priorities.

So what we are engaged in this year ‑‑ last year we were set on learning and public policy deliverables and we did a summit that I'll describe in a minute.  And then this year we are doing trainings and so we have a series of five trainings and we did our first one a couple of weeks ago.  It went pretty well.  We had about 70 people, I think.  It's posted on the website and it's going into some of the topics I'm covering in depth.  The first is critical issues an Olmstead implementation with overview, policy framework and review of the litigation which, you know, don't look at my website and look at the review of litigation or send me a note if I got anything wrong.  But you know, we were trying to figure out how to relate in advocacy and policy to these evolving body of litigation and try to Mick it more meaningful before, you know, before we have to wait for a lawsuit.

Steve gold is going to partner with us and present in about a week his presentation he did for CMS.  Some of you may have seen on the HUD home investment partnership.  And that's a nice opportunity because it's housing within existing resources.  So every state has these resources.  Already allocated.  So the advocacy challenge is to get them hooked to people transitioning to people out of institutions.  It's what I think of as linked services.  By that I mean transportation that is unlinked is going and getting involved were other coalition partners and working with your transportation agency and doing big transportation and trying to get more bus routes or whatever the issue is.

Linked services would be services that are allocated for that person coming out of a nursing home to help that are person get to the nursing home, the grocery store, the doctor, et cetera.

We want people to be able to access the world and we can also advocate the part of getting people out of institutions is to provide them with those linked services.

So this training with Steve is about a linked housing, using those partnership, home investment partnership dollars that the State gets to help people transition out.  We're excited about it.

We are evolving right now, I'm work can right now on setting ourselves up for healthcare reform.  This is the big opportunity I think in policy that is coming up.  And we haven't written this yet.  This is for June, I think.  But there are many opportunities.  I'm going to list a few of them later and mention some of the frameworks that we are trying to get our hands around to understand how we can use the opportunity of healthcare reform.

We have a wonderful researcher from UCSF who partners with us on cost effectiveness.  We are going to dig deep a little bit on following the money and cost effectiveness in advocacy for long‑term services and supports and then we had a wonderful presentation last year from the DEMOS center for the public sector, whom I highly recommend.

And they have a very interesting training presentation which is posted on our website.  I'll show you where that is.  That really opened our eyes about how to communicate about Olmstead.  That issue came up this morning.  They introduced us to good strategies that we are trying to implement.  So we are going to do a training on that.

Final deliverable, a blueprint for future action and it will be posted on our website.

This is all done by September with a nice bow on it, all done.

So I want to just mention that California Olmstead summit that we did because whether you conceive of this as something that is a new project like we did or whether you want a stand‑alone way to get people organized and dig deeper into policy, this is a good strategy.  We convened disability leaders and advocates from around the State around issues of Olmstead implementation and we plan, collaborated and shared the costs of it.  We did it pretty cheap, but we did it with the protection advocacy, disability rights.

Fifty people gathered in September.  We heard a keynote from Sam Bagenstos, day one was heavy, featuring state and national experts.  Day two we did the training demonstrations by DEMOS.  They came from Texas to do that for us.

So the first panel we did, I'm giving you kind of our template F you want to pick it up for some reason we reviewed the budget cuts that had Olmstead impact.  We kind of understood where we were.

We did an assessment of the political climate from a key legislative ally.

We had an overview of long‑term care provisions of healthcare reform and we had a presentation about academic research that would support removing the institutional bias from Medicaid.

We had terrific legal strategies panel which our DRC colleagues organized for us.  They reviewed California Olmstead litigation that they had worked object and their allies worked on.  They reviewed national Medicaid litigation and the Bazelon center and came out and presented on the case that Kelly referred to this morning, especially on the New York case and I have to tell you, I never think that ‑‑ boy, the lawyers, these presentations were like a John Grisham novel.  They were so excited, you couldn't wait to hear what the outcome of the next appear late case was.  It's a great time of legal strategies and we were excited to hear from them about that.

This is sort of my baby.  We had a panel in the long‑term care system reform.  We had a review of all the advocacy that had been done about this and how we raised the nursing home rates and the barriers and the long, long story.  Just to ground us in where we were.

We talked about this theme that I'm developing more in the trainings about how to use cost effectiveness so we keep going deeper on this.

And we had, one of our states accomplishments, I have to give credit where credit is due, after ten years of a lot of impact from the advocates, the state commission of long‑term care report that was comprehensive, 300 some odd pains.  We love this report.  Complicated, took me 17 and a half hours to dig into it and understand what some of it said.

It's interesting how good policy takes you to Olmstead.  We know that.  We know it's more cost effective.  We know it has better outcomes.

But you know, to have these national experts, Bob Mollica and Howard Leslie come in and write this comprehensive systems overview and make recommendations about how you move to the next level, basically we would say how do you implement Olmstead and how you do it from the posture, from the vantage point of state government.  This is what you, state government, need to do in order to organize yourselves to get to that outcome, was so powerful and so we partnered with one of the authors.  He came to California, he's from New Jersey, Dr. Leslie Hendrickson.  He's one of us.  You think he's a former state Medicaid director and he is, but he's one of us.  He gets it.

We invited him to come out.  He made a presentation.  We just developed a really nice alliance with him where we partner with him on various legislative panels and have had a really good collaboration.

So then I did strategies for removing ‑‑ for reform agenda which I'll share with you when we come back from the break.

Finally, we wanted to highlight the things that we do that are good and we wanted to give appreciation to those who do them well and so we highlighted our developmental disability system, our lanner man act system.  It's under siege.  It's being diminished day‑by‑day.  Probably today there's an important legislative hearing on this.  But it has been the foundation.  They have closed some institutions in that system.  It's the only system that has shown real progress in Olmstead.  We heard from them about how they were doing it.

We heard from some of the mental health community which I come from mental health as I said.  I worked on it the last few years.  I was deep over there and it tends to be very, very separate.

We brought they will demand we talked about recovery‑based models.  How you actually can serve people in the community if you have the capacity and the skills and understand what people need and meet them where they are.

We had one county where big ‑‑ we're a big state.  We have a strong county system.  I don't know if you have that same model.  One county made a lot of progress because of a Olmstead lawsuit at Laguna Honda.  Because of that, they developed an actual working plan for what a county system would look like.  We brought them in.

And we brought in a real focus on transition services.  There are other people besides myself who are expert and work on that, but we have a real focus on that.  We wanted to hear from them:  How are you getting people out?  What are the barriers?  What cost it look like?  What are the policy implications of the work you're doing.  I heard from many of you this morning about that.

So I'm trying to check where I am and am I okay on time?  I have a couple more slides?  Yeah?

>> MARK JOHNSON:  Then we'll break.

>> LAUREL MILDRED:  So I want to mention, just recommend to you to check into the DEMOS couples training.  As I say, you are going to be able to find their training on our website.  They are a research based communication strategy is for conveying the positive role of what we together can achieve through government in addressing the common good.  Their research has revealed that there are these dominant stories that shape people's understanding.  Sort of hidden reasoning.  That what you say may be equally balanced by the stories that you trigger for people.  They have these stories in their head.  They complete the story no matter what you're saying.

So they have some recommends about that.  They call these master narratives.  And they were thought provoking for us because they made us realize that some of the ways we communicate make things worse.  We talk a lot about independence and I'm not sure we should abandon that because it's so fundamental.  Independent is part of our name.

But she did point out to us that, you know, if you only go to independence stories, you trigger people's bootstrap expectations that by themselves they can address everything.  That's what independence is in a lot of people's minds.  She suggested to us that we want to trigger some interdependence, some community stories in how we as a community take care of each other and care for people who may need a little more assistance.

She also suggested to us that we often ‑‑ she didn't say it this directly, but we often convey stories of desperation, the really, really bad, horrible stories that really motivate us a lot.

But that shuts people down and they stop hearing.  And they feel hopeless and they don't feel empowered that they can do anything.  So she suggested that stories of aspiration, of what we want our community to look like, what the vision is.  I think we're good at the aspiration stories as well.  We tend to get into a budget crisis and tell the desperation stories.

That's a shallow description, but I recommend to people that you might want to look into that as couples training.

What we achieved out of the summit was successful collaboration with our P&A.  We have achieved increased relationships and cross pollination in work.  We had excellent participation and people were engaged.  We set the stage for participation in a larger foundation sponsored collaboration working on long‑term care systems sponsored by the SCAN foundation.  They are working on a lot of the work, not like we did, but they will be carrying on after our project ends.

We had differences that emerged as it does in all our work.  We had the idea we could have participatory work groups and everybody would take a east piece and keep working on it.  That was hard to maintain.  Most projects take longer than the project lists.  That's September.  Olmstead won't be completed by then.

I wanted to finally tell you all of the presentations and handouts I prefer referred to are posted on the website, California on Olmstead and we'll take a break now and come back and focus a little bit on our work.

>> MARK JOHNSON:  Just to give you some thoughts going into the break, okay?  One is Denver, after hearing California's story, how are you feeling now?  I'm just kidding.

(Chuckles.)

>> MARK JOHNSON:  Number two is, if you think about it, you know, California, we always look at they are eating granola bars for everybody else.  But if you think about it from the standpoint of timing, you know, we used to say hey, people used to want to go to Berkeley.  It was Nirvana.  If you weren't getting services in your town or state, you wanted to get them, you moved to California.

What is interesting now is to see what is happening in California in the last five or six years.  I remember when we were there and we were in Laguna and we invited people to come out and march with us and tell their stories.  It's interesting to see what is happening in California, and now is happening in Wisconsin.

What is interesting to me about listening to the presentation is how the foundations, this initiative has brought them ‑‑ the issue and the stories and this initiative have brought that community together, I think.

>> LAUREL MILDRED:  I think so.

>> MARK JOHNSON:  Like before, because you kind of get comfortable.  I think people in states like California, Wisconsin, you get comfortable.  I understand that.

Then all of a sudden you have these kinds of changes.

Let me tell you something a mentor told me.  I don't know want you to forget it.  But in a weighed blank was a founder in the Atlanta community.  Bethany heard this before.

One of the things he told me, I spent a lot of time doing analysis and trying to persuade people intellectually about things.

He looked me in the face one day and said until there's an emotional change, nobody intellectual persuasion is going to work.

When you go to your break, think about that a little bit.  You are getting a lot of content here.  There's going to be more resources because once again California is leading the way.  They are kind of going through the process you are going to in two days.  They have a two year initiative, to do what you're doing in two days.

Until there is an emotional change, no intellectual persuasion will work.

Enjoy your break, come back, we'll wrap up the day.  By the way we are going to have grits tonight since we didn't have this morning.

Take a break, ten minutes, that means 15 in the conference world.

We'll see you in a little bit, Internet audience.

(Standing by.)

(A break was taken at 1:50 p.m. CDT) 
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