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(Please stand by.)

>> MARK JOHNSON:  So if everybody would come back in and get settled.

If everybody could come back in and get settled.

We are, I think we have a question from the Internet and then Karen is going to finish up the third suit and then Amber will talk some about the use of media.  We can have a little Q&A after that.

Go ahead, Karen.

>> TIM GLISSON:  The question comes from Darrell price.  He asks:  Karen, does the HHS complaint process typically provide relief as effective as a suit?  If so, how should the complaint be structured to achieve that?  Can you suggest the resources for legal support in addition to the complaint based on enforcement?  He says sorry, not all P&As seem equal to Equip for Equality and Access Living's work.

>> KAREN WARD:  I'll try to answer that.  The total answer is that I don't know the answer to all the things that you are raising.

Our experience has been that administrative complaints are valid and a viable way to bring matters to the federal government's attention.  Sometimes they result in resolving individual matters.  I do not think that on a systemic level a complaint to HHS would result in something that would have teeth.

It might result in an opinion, and opinion letters can be very useful in negotiating with state officials.

But in general, the court remedy is more of a threat.  That being said, it is totally true that the court remedy is extremely expensive.  It takes a long time.  I would not ‑‑ and it's not exclusive.  So I think one could still make your complaints to HHS or other appropriate agencies, depending on the situation, and play it out.

I don't see any reason not to do that.  I don't have any good advice right now as to what those complaints should look like.  I can help you find some of that information.  But I would say go for it.  I think would be p one of the things we learned yesterday in hearing from everyone is that not everyone is currently or maybe ever in a position to do the big thing, but the other things are all important.  The message that is consistently, repeatedly played and given when you attack from an administrative standpoint, from a legislative standpoint, from a lobbying and action standpoint, from a litigation standpoint, is that this has to happen and we are not going to stop until it does.

I don't have any more details to offer you at this time.

Okay.  Back on ‑‑ oh, yes?

>> AUDIENCE:  I wanted to ask a couple of questions.  It looks like you excluded state institutions from these lawsuits?  I'm just curious as to why.

My other question was on the IMD suit.  Was it Williams versus Quinn?  Were these all long‑term IMD residents as opposed to people who were cycling through?

>> KAREN WARD:  I'll answer the first question first.  The reason we didn't do the state ops, we're not done yet, I think.  We hope to get there.

We are picking the facilities where we thought we could achieve the most in the shortest period of time.

Also with regard to state operated facilities for DD, where, we are just against them existing and so we really don't think that necessarily that the emphasis right now is on getting an individual to go somewhere else.  Because of the conditions of so many of the State operated facilities, one in particular, Lincoln developmental center, we have been successful along with Access Living and others to get those institutions closed.  And when those institutions close, then we do work on the transitioning of the individuals out of those institutions to try to have Olmstead be part of the plan with a small P for what happens to them, whether they go to another state operated facility.  We absolutely think that state operated facilities are not where people should go.

With regard to the State operated mental health facilities, it's a very tiny number of people in them now and usually for short‑term.

>> AMBER SMOCK:  If I can add another piece of information ‑‑ is my mic on?

Okay.  So one other tiny piece of information is yes, there's a lot of systemic advocacy that is operated around the State operated member tall health centers.  We are tracking the State budget.  Last year the entire state developmental center system cost about maybe $300 million to run.

We think that they are going to experience a $54 million cut for the fiscal year 12.  That's the equivalent of shutting down one whole SODC.  There are many ways to skin the cat.  So I just wanted to add that.  Yeah.

>> KAREN WARD:  Your other question was are the people at the IMDs long‑term?  For the most part, yes.  The IMDs ‑‑ first of all, they offer almost no mental health treatment.  So for a person who needs short‑term treatment they are generally in a hospital.  And so people stay in IMDs for a long time.  Sometimes they leave the IMD and go to another, especially if they get kicked out for smoking in the wrong room or something.  These are people chronically in an IMD or have been homeless.  That is the thing, it is for many people better to be in an IMD than on the street.  Our task is to make them understand that is not what is going to happen to them if they participate in transitioning through the class action remedy.

Any other questions so far?

The final case I am going to talk about is sadly for me in a way is the one I'm going to tell you the least about.  It's the one I personally am involved in the most.  The reason I'm going to tell you the least about it is because it remains in settlement negotiations and all of those are confidential under court rules and court orders in the case.

We have certainly involved the disability community to the extent we could with regard to making them experts in the case so we could consult and get their views on what needs to be in a settlement agreement.

We have had many, many meetings with regard to resolving the case.  I will eel tell you just a little bit about what the case is.  We decided, the nursing home population is so huge that we limited the case to cook county.

Now, I know it was mentioned earlier that we have these three categories, developmental disability, mental stability and physical disability.  The nursing homes have many, many people with primary diagnosis of mental illness and some in Illinois with only a diagnosis of mental illness they find their way into a nursing home F they meet the DON score, the determination of need, they can be in a nursing home.

Our class in cook county for the Colbert case is 20,000 people or potentially up to 20,000 people.

And so it's people with physical disabilities and mental illnesses who are in for the most part privately owned, almost all for‑profit nursing homes.

And we filed a lawsuit and got judge Lefco who has been a good judge for us so far and we moved for last action certification.  That was opposed.  It was granted and the class has been certified as the following:  All Medicaid eligible adults with disabilities in cook county, Illinois who are being or may in the future be unnecessarily confined to nursing facilities and who with appropriate supports and services may be able to live in a community setting.

It's very similar to the others in terms of the class action.  I mean, the class action definition.  We have engaged in extensive discovery.  I personally took a number of depositions.  State officials.  And those depositions illustrated the silo problem and also possibly a way to a solution for it.  In taking the deposition of the division of rehabilitation services under our Department of human Affairs, which is our home services side of things, he admitted that if the budget for what was being paid to house people in the nursing home, the state portion of that budget were put in his column for him to provide housing supports, including long‑term subsidies of rent, that he thought that would be good public policy and something that his agency could handle.  He didn't think it would be a problem.  That doesn't mean that's what the State is going to do.  He's not the only one or even the top person.  He is head of home services program.

The problem is that the nursing home long‑term care, which is the phrase that is used in nursing homes in Illinois, is managed and paid for by the Department of Health care and family services.  That is our state Medicaid agency.  But by contract or agreement, they have an agreement with the Department of human services to provide home services.  It is further complicated because, as you I'm sure know, a large portion of nursing home populations are people who are older.  In Illinois they've decided that people who are older should have all their services coordinated, unless they start when they are younger and then they can be grandfathered but should have the services coordinated and provided through the Department on aging.  They have different waivers.  They have different limits.  Different requirements for whether people can hire their own PA or own assistant as opposed to going through a nursing agency as others.

Illinois, it's 59 and a half that you are siloed over to the Department on aging.  Getting all these folks together has been really difficult.  What we have done is has gotten the interest ‑‑ this is true in all the class actions, but we have gotten the interest of the deputy governor.  So the meetings that we have, and I can't go into the actual content of the meetings, but we are trying to say you've got to have, a puppeteer has to be at the government level and we have to have unitary financing or coordinated financing such that we don't hear that HHS gunnel et is not enough to cover it even though there's an offset and adequate over here.

We have to get whatever is possible for individuals and the sticking point in the lawsuit if we were to try the case, which we still might but hopefully not, would be housing and whether providing housing ‑‑ because unlike the pure MI population where permanent supported housing had a role before and we had the states providing, you know, funding these IMDs, we don't have a history of the States providing housing.  We do have the States paying for housing in the nursing home and that's our handle.  We say if you're paying it in the nursing home, you can pay it over here and you know how to do housing in other aspects.  You have a Department on housing.

So we are not giving up on that.  And we are hoping that a settlement will have similar timetables, et cetera, from the other one of.

We have a status hearing, I think it's in another two weeks right before Memorial Day, reporting to the court on settlement.  The fact of our settlement works is public and we have a stay of discovery.  Our expert discovery was not taken.  It was stayed pending the settlement discussions.

One thing that helped us in this case, we have had comments made by state officials publicly that they want to do community services and everybody knows that community services are cheaper than institutional services.

So they sort of have been on record saying things that it would be difficulty consult for them to argue that it would be a fundamental alteration because of cost to go forward.  I mean, to provide the relief that is sought in this case.

I am not under any illusions that if we do settle this case that the process for monitoring, scrutinizing, evaluations and individuals' needs and also to keep the State honest with regard to cost information that we get will be a daunting one.

But we are confident that we will provide the right folks.

I would add as Marca did in the other cases we have settled with substantial attorney fees going to the agencies.

Now, obviously you settle attorneys fees.  You don't run up your numbers and get whatever you ask for, but they have been substantial.  And one can in these cases request that the law firm donate to the CIL, P&A, ACLU, whomever is doing the case, their portion of the fees if they want it to actually count it as proceed bone owe.  Many law firms will do this.

Before turning this over fully to Amber, the last thing I wanted to talk a little bit about is what CILs and P&As can do.  The topic that was put on the slide is, what can do in Olmstead litigation.

Obviously this conference has been about much more than litigation.  Our collaborations have and will continue to go well beyond litigation.

Larger CILs can do exactly what Access Living has done, which is co-counsel on a case and just be a full partner with a P&A.  In fact, be lead counsel in some cases while the P&A may be lead counsel on others.

That works well, and especially works well in Access Living because we are a mile apart.  We are in the same town.  Travel in the same circles, attend a lot of the same meetings, community meetings.  We even had employees that have gone to work one for the other and back.  We are a known entity.  It's a much more challenging situation if the P&A is far away, in a different part of your state, if you don't know the individuals, if they haven't been welcoming to you.

But I often times think people aren't welcoming because no one sought them out.  I would urge you to make the effort.

Some of the things that smaller crimes and even the large ones can do, it's a huge role in providing the "what" for a lawsuit.  The lawyers are doing the how, but the what, the people, the stories, the facts, the history, statistics, the data, the studies, the solutions, the remedies, the CILs can have an enormous role in that.

And to identify the actual plaintiffs in cases.  The ethics requirements for lawyers do not apply to nonprofits seeking plaintiffs in class actions.  We are allowed to go out and look for plaintiffs to achieve the goals that we want to achieve for society.  And so obviously CILs have a huge role in that.

Of course, the care and feeding and deposing and witness preparation and all for those individuals, plaintiffs as well as other witnesses, when the case goes on.

So even without having a legal person in your agency, you certainly can do that.

The last thing I would like to suggest is, and outreach, you continually do outreach and assist with media with a case even if you are not in a co-counsel relationship.

I would suggest as I was talking with Talley yesterday, legal aid attorneys are barred by federal statute, at least until we get that change, of doing class actions.  But they are not barred from representing, to my knowledge, from representing an organization in what we call constituent or situational litigation.  So by that I would mean affecting our CTA case that we brought a number of years ago, it did not start as a class action.  The named plaintiff in the case besides a number of individuals was Access Living.  And Access Living we survived a motion to challenge the standing.  Access Living has constituents who ride the buses and ride the trains or are barred from doing so and are injured by this practice.  So they were able to actually be the plaintiff in the case.

This would give a great visibility and extremely active role and would be a way for you to tap into legal aid attorney as well as private proceed bone owe attorneys ‑‑ pro bono attorneys as well as P&As in going forward with litigation.

Talley, you don't want to do that?  Okay?

>> AUDIENCE:  Quickly, the legal services lawyer may think this they are not able to do that.  But they are.  The rule is that the organization has to have a constituency where a majority of the people are low income and meet our requirements, which usually will not necessarily be an issue.  So if there's an issue ‑‑ if your legal services person thinks they can't do it, have them call me.  I'll show them how they can.

>> KAREN WARD:  You could co-counsel, have another entity in there so that people who were not low income that might be impacted by the result would be represented by one the other agency insurance there that would have different could you be.

Yes?  Richard?

>> AUDIENCE:  There's some other creative options, to, underscore some of those in 1994 in Little Rock, Center for Independent Living there partnered with the Arkansas medical association to sue the State Medicaid agency over Medicaid cuts that would have forced people into institutions and also would have affected the rates that were charged by doctors, sorry, paid to doctors under Medicaid.  Sometimes you have partners that you wouldn't expect to have in circumstances like when states are doing draconian things which they often do.

And then that was a class action suit.

And also mainstream, which was a tiny center compared to many centers now, did get pro bono support to get, to do a class action civil rights lawsuit, too.  Sometimes we have support more than we think.

>> KAREN WARD:  I would add that Olmstead need not only be implemented through class actions.  If there are CILs that have a legal arm or have relationships with pro bono attorneys to represent individuals, I have taken a lead on Katie Beckett litigation, kids who are turning 21 an having their children's waiver services removed.  In the grooms case that was talked about yet and the ratashevsky cases, that might be an avenue for CILs.

There's lots of collaboration beyond litigation that P&As and CILs can do.  It's a great idea.  Being with y'all for the last couple of days has reinforced my view, it's a shame if we are not hanging out more together.

So I thank you very much.

(Applause.)

>> AMBER SMOCK:  So just so you know, that's Karen's contact information up on the screen and the other person you can also contact is a b an attorney named Laura Miller.  What is her position at Equip for Equality?

>> KAREN WARD:  One of the attorneys.

>> AMBER SMOCK:  You have two contacts for that.

So Tim, you said this was one file?

Is this one file?  The tech guy said this was one file.  Where is mine?  Oh, found it!

All right.  So as a bunch of you know, I'm Amber Smock, director of advocacy for Access Living.  We have a sister Center for Independent Living that serves suburban cook county.  The entire metropolitan Chicago area is about 12 million people.

So what I'm going to talk about is, I know mark has mentioned and Marca mentioned on the video that I would talk about media.  And I can talk about that a tiny bit.  Mark, however, my presentation is focused on what Access Living is, how we function, and how it is we have been able to partner with Equip for Equality.  Karen mentioned several of those points already.  I won't go over too much of that.

I want to talk about some of the results we have been able to get through nonlegal advocacy that complement the work for Olmstead implementation in Illinois.  That's what I'm going to talk about.  I think the reason that Marca has talked about the media advocacy is how many of you are familiar with ADAPT?

A lot of people?  Some people?

(Applause.)

>> AMBER SMOCK:  Yea, yeah.  How many are Facebook friends with national ADAPT!  Okay.  How many people follow the national actions on the Twitter stream, either by Twitter or online?

Those are two efforts that I coordinate through the national ADAPT media committee.  Mark is on that committee.  A lot of folks make sure they have communications out about the fight against institutional bias across the country.  That's one hat I wear.

Another hat, I'm a coordinator of Feminist Response in Disability Activism.  It's on hiatus right now but FRIDA was a disability rights women's direct action.  I have a tattoo as many of you can see, a tattoo of a hand for deafness.  The top half is the ADAPT logo.

With ADA PT instead of fingernails.  The bottom half is the FRIDA logo, a pair of eyes.  So I'm committed, okay?

(Laughter.)

>> AMBER SMOCK:  Normally, in a professional environment you wouldn't be showing all of your tattoos.  It's a disability tattoo.  It goes with the place.  That's what it's about.  It's cool.

(Applause.)

>> AMBER SMOCK:  I worked at Access Living for six years, started at youth organizer.  I have been in my position as director of advocacy about a year.  I'll talk about my work as part of this presentation.  We'll get started.

I want to tell you a little bit about the Chicago disability scene.  This is important to understanding how we get our work done.  You maybe your scene is the same or different.  All you can do is bounce ideas off.

We have a varied and very political landscape of aggressive advocacy, bureaucrats, professional, academics, elected officials, funders, culture makers.

I assume you have some of that, too, right?

We coexist with a powerful and diverse mainstream local community organizing tradition.

If you are a neighborhood organizer, if you are a social justice organizer, if you are a labor organizer, a lot of those traditions came out of Chicago's history of organizing.

So we coexist with the very proud group of folks.  But we are really carving out a niche for ourselves and making a name for disabilities in Chicago.  We have a cabinet level office in the mayor's office.  In a City of three to 6 million people, that's a big deal.  To have one person in the cabinet able to talk to him about disability is very important.

Our mayor elect, as some people may know, is the former White House chief of staff, Rahm's manual.  We found out that he intends to keep the current Commissioner on people with disabilities when he's inaugurated.  That's good news for us because she's awesome.

Race and class play significant roles in our disability experience.  Chicago is the third most segregated city in the United States.

This is very living and real fact as well.

Chicago advocates address local, state, national and international disability issues.  Marca is currently in south core qua, but we do work at all levels.

I want to talk about Access Living structure.  I asked Bill that question yesterday about how the Boston Center for Independent Living works.  I think that the organizational structure of your center really lends into how well you are able to advocate and do services at the same time.  The whole organizational planning is important.  Access Living was established in 1980.  Marca has been the sole president and CEO since we started.

As mentioned, CIL ‑‑ there you go, 2.7 million people live within the city limits.

More than 600,000 residents have disabilities.  So we have lots of constituents, okay?

Access Living currently has about 70 staff people and our program staff are divided into the independent living, advocacy and legal departments.

This is a new development that happened only in the last year.  Previously we had basically a setup where we have five teams dedicated to specific issue areas.  Would be program department, five issue areas.

What we decided to do in order to be better advocates and better at quality independent living services was provide the department, the program Department into three.  That's how we have the new structure that we've got, based on a very long ‑‑ I'm sorry, process of systemic strategic planning with input from stakeholders, et cetera, et cetera.  That's why we have what we do.

So having three areas of programmatic focus allows us to attack Olmstead implementation with multiple strategies.  Multiple strategies, I love it.  Direct service in connection with consumers.  We do legal enforcement.  We do policy and budget analysis.  We dialogue with law makers, systems change community organizing, we do movement   around shared struggles and we have media coverage.

All of these things are things that we are constantly doing week after week, month after month.

Independent living services department.  Our independent living services director is Ronnie Patrick.  Some of you may know her.  She has 21 staff that she oversees.  They do community integration out of nursing facilities and institutions.  They do homeless prevention.  We have actually a program where, let's see. someone with a disability is about to become homeless.  You can call 311.  When 311 gets a call and the person is saying I'm about to become homeless, but I need an accessible affordable place to live, what do I do?  Access Living is contacted and we help them find a place to stay.  We do housing counseling and home modifications, peer disability support groups and counseling, including for deaf people.  If you don't have a lot of whole lot of Deaf services at your center, I strongly encourage you to do so.  It's important.

We do skills development including financial literacy and pre-employment.  How to write a resume.  How to go on an interview.  And we do information and referral.

So previously we had one person that was a program director who oversaw independent riffing and advocacy and ‑‑ independent living and advocacy and legal.  Imagine that's just a service side job for one person.  Three directors focusing on different areas helps us operate a lot better because everybody has brain space to do this.

In advocacy which is my department I have 13 staff.  We do community organizing on the issues of housing, youth transition, women and girls, employment, Latinos and healthcare.  We have one organizing group for all of those issues, each one.  They all come together occasionally in a coalition that they call power to the people.  When there's an issue that needs a lot of bodies, they need to do direct action really hard, the best thing to do is get the groups together and go and hit one particular target.  That's how they help each other out.  We do policy and is sis and advocacies in the areas of housing, education, employment, immigration, healthcare, community integration/Olmstead.

We have strong community partnerships with ADAPT and the community for all coalition.

I'm a coordinator for the Chicago chapter of ADAPT.  When people need to talk about the leadership of ADAPT, et cetera, all you have to do, I wear both hats at the same time.

My main job most of the time is being a referee.  If our community organizers want to do an action on an office or a person, then our policy people are working with, how do we balance things out?

Right?  So it's my job to help work out a solution so that people can be empowered and talk to, talk straight to power, but policy people can maintain the ongoing relationships that are so important for them to get information.  That's what I do as director of advocacy.

We also have a separate department, legal.  Right now we have five staff, four of whom shall attorneys.  The fifth staff person is a fair housing testing coordinator.

We have three class action cases based on Olmstead in conjunction with our cocounsels.  We have a rotating active case load of around 40 individual cases.  Most of them involve housing discrimination.  Some involve things like transportation, stuff like that.  At the end, fair housing testing, supported by HUD.

Mark mentioned that the first work that Access Living did was fair housing.  You can see three different departments.  Imagine if you have five departments focused on different issue areas and people are doing a little bit of everything.  People needed to try something different to see how it works.  That's how we ended up with this system and it works well.

As far as Access Living and Equip for Equality working together.  Both agencies were established in the '80s, but not only our interests but employees have overlapped.  Attorneys have come to us from Equip for Equality and some have come ‑‑ it's more Access Living people go over to Equip for Equality.  It's great.  It's a close relationship because a lot of the folks have worked at both agencies.

We also refer clients from one to another.  They are not just gathering folks for class action suits.  We don't do employment discrimination cases.  When we get somebody complain beg that, we turn them over to Equip for Equality who works with them.

If equip gets somebody who is complaining about a housing, they might get referred to Access Living because we do more housing related cases.

As Karen mentioned this part is a little bit short but because of our independent living services we are able to connect directly with consumers.  Our legal staff have taken on the direct work involved in collaborating with full legal partners in the lawsuits.  The staff have been able to press for the full programmatic funding infrastructure to implement the settlement agreements.

We know that we need more housing and the attorneys can ask for so much.

But the advocates can demand that we want all these options.  We can put on the full court press.  We help out in that way.  That's an example of what we do.

We want to empower and transform people to be able to speak truth to power, right?  The reason that a Center for Independent Living, at least the way I see it, the reason we exist is because working with Access Living transforms people.  It is a transformative experience.  Not only transformative for clients, but transformative for us.  That's the expectation, right?

So when you transform people you have these very powerful folks who are much more confident, can tell their stories, et cetera, et cetera.  All we have to do is get them in the right place at the right time.

So some thoughts I wanted to point out about Illinois disability advocacy.  We are one of the wealthiest states in the United States, right?  Which is great for fundraising, yea!  But it's so weird for Olmstead implementation.

We rank at the bottom of community living for people with disabilities of all ages.  Really?

So our statewide advocacy depends on networks and coalitions as I'm sure everyone's state does.  We do have the statewide independent living council, the Illinois CILs.  We have the community for all coalition specifically focused on closing institutions.

We have the coalition of citizens with disabilities in Illinois.

>> AUDIENCE:  I'm sorry?  What is the difference ‑‑

>>:  Mic!  Mic!

>> AUDIENCE:  I apologize.  What is the difference between your SILC and your Illinois network of centers for independent living?

>> AMBER SMOCK:  The statewide independent living council receives funding to be sort of a policy and research group focused on supporting the centers for independent living.  The Illinois centers for independent living is the CILs and their coalition.  Two groups.  The statewide independent living council has a board of advisors and do research projects, that sort of thing.  That's one thing.  The network of centers of independent living consists mainly of the leadership of all of the centers for independent living.

Am I clear?

Okay.

>> AUDIENCE:  I understand now.  We can ...

>> AMBER SMOCK:  Two different groups.  And the SILC cannot lobby.  So they cannot go to the legislator and say we want you to sign on to house bill one.  But the Illinois send network of centers for independent living can do that.  That might help a little bit.

Just so people know, the issue of who is a lobbiest is something that has been pretty well bandied around at Access Living.  Who should be a registered lobby?  Should centers for independent living have a registered lobbyist?  It depends on who is exercising a lot of influence in your state capital.  If you have somebody doing that at the Center for Independent Living, you should check and see whether they should be registered as a lobbyist.  I'm a registered lobbyist because at some point we figured out I was spending a lot of time asking legislators to support bills and going to the state government.  It's bad for the director of state advocacy not to be registered as lobbyists.  A couple of my staff are registered and I think Marca is supposed to be registered as a lobbyist.

Lobby, is it a central effort of your CIL?  Most of time you go around and talk to independent living folks.  Even though we do advocacy, it's not the most significant, it's not the most significant activity in terms of time that we do.

Okay.  So we do believe that in addition to the class action cases that we are, real power comes from being at the decision making table in spring field and Chicago.  Really, any time there's a table, let's be at it, whether or not it's the legal table or the policy table or the State agency table.  Let's just be at the table, man.

You know?  One thing we do see is that distance in our state, the distance between Cairo, at the southern tip of Illinois, and Chicago, the distance between communities, like it creates ‑‑ it can create bonds but also creates tension as well because there's cultural differences internally in the State.  That's an issue.

There are terms in philosophy.  Some disability organizations may not have the same attitude on independent living.  That can cause friction.  The CIL can be the parental lines of everyone living in a ‑‑ that's a disability organization.  They do not have the same philosophy as we do.  There's going to be friction and then there's money.  In Illinois, I'm not sure about a lot of other states.  Sometimes when you have a large urban city, maybe one or two in the State, funding streams can be set up that are just for that one urban area.  And then everybody else has a different set of rules for funding.

And the rest of the State.  Because Chicago gets certain kinds of funding that are different from the rest of the State, that sometimes sets things up for conflict and tension.  It provides a certain background note to when we are trying to do statewide alliances.  Some of our down state partners will be well, Chicago has special money.  So we need more help than you do.

We will be like, well, the money that we have does not adequately serve everybody in our area.  So we need more money.  There's constant battles over money.

But in terms of advocacy, I have to say we got some results not just because of the legal work but because of the other advocacy that we do.

The State has acknowledged cost savings in home and community based services.  They have done that, that's good.  In the governor's 2012 budget incorporate policy furthering community integration.

We've seen the closure of two state operated developmental center, lien on and howe.  We are seeing an increased understanding of Olmstead implementation among key law makers.

Recently I went to a house appropriations committee in Illinois and the chair of the committee would say we have to fund these community based services.  Otherwise we are going to violate Williams!  Yea!  It was great.  It was great.  She was up there and she knew what Williams was about.  She knew we had to enforce it.  She knew that other people knew who it was.  She was using it as a hammer to motivate them to not cut programs so deeply as people wanted to cut them.  It was great.

We do have both money follows the person and what we call the community reintegration program best of your recollection money follows the person has only been implemented in Chicago.

Not the rest of the State.  And it only serves a very set group of people, right?  So there's definitely eligibility guidelines on that.

The community reintegration program is similar to money follows the program but it's much more fluid about who can be served, who can be deinstitutionalized.  That is the program that CILs fought for in Illinois that pays Center for Independent Living workers to move somebody out of the nursing home and into the community.  That's what it is.  It is flexible and it's statewide.

Of course, one of the big scares in this year's budget fight is that the governor original budget completely cut the community reintegration program.  $1.7 million gone.  No more deinstitutionalizing people outside of MFP.

The good news is because of some of the budget advocacy we have done, we are hearing that the vast majority of na money will be kept for fiscal year 12.  We have a rocky road ahead.  We have to get it through the state Senate, but we think it will be okay.  Imagine hearing that the staff who move people out of nursing homes are going to be cut because the State decided they don't have enough money.

There's a disparity.  The State says we recognize that home an community based services are cheaper, more cost effective.  And then on the other hand they take the money away from that.  Somebody says you give with one hand and take away with the other, yesterday?  We have a classic case of that.

We do know that a win that we have had is the emergency backup personal attendance program.  How many states have a emergency backup PA program?  Nobody does?

Okay, this is a good ask!  Okay?  But it is for when, you know, somebody wakes up in the morning and your personal attendant doesn't show up to get you out of bed.  What do you do?  It's nice to place a call and somebody would be on call to come and help you out.  That's what the emergency backup PA system is.  Try that out.  We have that in Illinois.

We are also very interested in ‑‑ well, let's put it this way.  Disability advocates are making very sure that Illinois is interested in applying for the community first choice option.  So they will be doing that because we are going to make them.  They also said that they want to do it.

>> AUDIENCE:  (Off microphone.)

>> AMBER SMOCK:  They have stated they think it would be a good idea.  Gelder is interested in it.

>> KAREN WARD:  Great.  They.

ABeen for awhile.

>> AMBER SMOCK:  We will make sure he does it.

>> KAREN WARD:  We'll go with you.

>> AMBER SMOCK:  We are going to make sure we have a stick, Karen.

So let's see.  But in this state, this is not true of every state, I know, but we do have cross‑deals and labor coalition work with the ARC in our state with mental health community and the state employees international union, SEIU.  In different states they have ID ‑‑ our personal attendant local in Illinois has been very good about working on a training program to train their workers to recognize people with disabilities as the employer.  And personal attendant situations.  That's a progressive sign.  They have been working on changing the language that they use to talk about personal attendant services, et cetera.  They have put their money where their mouth is in order to assure that people with disabilities, Center for Independent Livings, SEIU all work together towards the common goal of transforming community support in Illinois.

This year they gave Access Living $10,000.  For six weeks go to the State capital and bring 15 to 20 people with disabilities once a week and lobby our state legislators about the need for community based services.  That's commitment.  They give us money to make sure that that happens.

They also have run advertisements in the state capitol that feature an adapter talking about how important home and community based services are.  There's intertwined relationships with the unions in our state.  I know that's not always the case in every state, but in this one we are doing pretty good.

People want to talk about that more with me later, let me know.

Here are some policy statements that we have been seeing in writing from our state agencies.  Department.  Aging says that they want to strengthen the community provider network.

Yea!

The Department of human services says one of the goals for fiscal year 12 is to promote independence through employment support and community integration of people with disabilities and low income individuals.

They say they want to rebalance service options, implement a framework for a comprehensive person‑centered service delivery system, rooted in community‑based structures that meets the needs of people with physical, mental and developmental disabilities with increased targets for community‑based placements.

The Department of Health and family services in Illinois has said that they want to continue long‑term care rebalances.  HFS will continue in coordination with other human service agencies rebalancing the long‑term care delivery system with the goal of serving as many people as appropriate in community‑based care.

I would love to find a nursing home reading these sentences.  I would have like to see the look on their faces when they see that Illinois plans to rebalance long‑term care spending.

Karen was talking about how there is separation between DHS managing community services and then HFS having like managing Medicaid payments, things like that.

Well, the secretaries for DHS and HFS were both at that hearing I was talking about, the budget hearing in the house.  They were standing in front of the legislators and saying we need flexibility so we can really do money follows the person between our two agencies.  We need you to give us the power to have the money move between agencies and coordinate accounting systems so that they monitor who is getting what.

That's the first time I ever heard that.  That was like three weeks ago.  So we are in a time of a lot of change right now in Illinois.

But we do still have the significant state challenges such as significant state and federal budget crises, threat to Medicaid.

We have a highly positively arized state legislature.  Current governor is a Democrat but he won by something like less than 5,000 votes in the last election.  So it's very, very scary.  We do not have any major state law makers the effective champion of Olmstead implementation.  That might change in the next year.

Something we worry about is the pitting of funding silos against each other for budget cuts.

Personal, what is more important, personal attendant care, one item, or respite care?  What is more important, you know?  What is more important, day programs for people with developmental disabilities or mental health therapists?  It is not fair to make us fight each other.

Also we are dealing with a managed care roll out and roll out of the affordable care in our state.  In managed care, about 40,000 Illinois people on Medicaid in the next year will be transferred to Medicaid, but by 2015, 1 million people will be transferred to Medicaid managed care.

How are they going to do this?  The answer is, really fast.  Seriously, really fast.  They will work on it and they have gathered input from stakeholders, et cetera, et cetera, but only when we asked to be able to be at that table.  We had a good relationship with the company but only after constantly harassing the state and the companies about what they need to do.

There is some concern about if somebody is transferred from the current providers to the new managed care providers, are there going to be gaps?  People who are left out?  Are there going to be people unable to communicate their needs?  That's something we are concerned about.  We heard that Wisconsin, this is something to watch for.  It's also something that we, the Department of Health and human services office of civil rights knows that they need to watch in different states.

We do need to keep looking at the role of unions, some terms of AFSCME and SEIU.  I explained the role of SEIU in our state, but AFSCME has been a real difficult group

(Chuckles.)

>> AMBER SMOCK:  And something ‑‑ yeah, okay, I see a yes from Bill in the back.

AFSCME is difficult because they are the union of the people who work in state institutions.  Last summer when the governor was rerunning for governor of Illinois, he signed a contract deal with AFSCME in our state that stated for the next two years no workers could be laid off and they would get a pay raise.  And then he got a whole bunch of money from AFSCME for his campaign.  Kind of fishy.  We are in this period where we're trying to figure out how to work with a reduced budget and everybody is getting cuts except the State‑operated institutions.

Why?  Because AFSCME has a contract that says that they get pay raises and no layoffs.

>> KAREN WARD:  And the others are getting furloughs.

>> AMBER SMOCK:  Right, others get furloughs.  They get full days of work and pay and all this stuff.

Again, at that House budget hearing the chairman said you know what?  I want to talk about the one thing that we can't cut and that is the institutions because of AFSCME.  Somebody goes yeah, has anybody asked the office of management and budget to go back to that group and reopen the contract negotiations?  And they said oh, no, we haven't, et cetera.  The chairman said I want you to go back to the governor and tell him he needs to talk to AFSCME about this contract.

She looks around the room and said how many of you support this idea?  How many of you think that Malcolm, the guy, should go talk to the governor and tell him to go talk about the AFSCME contract?  Most of them raised their hand.

I'm surprised the room didn't burst out in tiers because it was filled with AFSCME represents, with the legislature saying you need to do this.

Right now AFSCME is in a very bad position in our state.

Other things we are dealing with are dealing with pro institution groups and reforming the nursing facility industry.  Laurel said institutions need to look at a new business model.  That's right, times are changing.

Also as I mentioned before, there's fractured political dynamic between Chicago and the rest of the State.

Moving on, the next things that we want to think about are we have the three class action cases.  They are past their mid point.  But what is next?  That's something the legal director is looking and and I'm sure Equip for Equality is looking at also.

We are looking at surviving the current economic crisis.  We heard yesterday about what is going on in Philadelphia.  Access Living is in pretty good position but we want to make sure that it's preserved and there's ongoing pressure for state funding for social safety net programs, et cetera.

We are looking at fighting for federal mandate not just the CFC option.  The CFC option is a choice, not a must do.

We need to have a version of the community choice act reintroduced in Congress to make sure there's a mandate.  Maybe it will happen that way or through the affordable care act, but it has to happen in every state.  We are preparing for the baby boom bump of older Americans.  The AARP polled Americans about where they want to live when they age and they want to live in their home.  We know that.

We weren't to look at the development of grassroots leaders in the community integration struggle.  Any time you meet somebody who says skin rise abtd goose bumps because of their story of living in a nursing home and getting out, you want that person on your side.  We have to keep those people.

That's a general overview of things we do.

This is my contact information that is up right now.  Just a couple notes on need media.

If you have anybody at your center capable of recording the scores of institutional survivors using a video camera and posting them on YouTube, do that and send the link to every legislator you can think of.

If you are able to hold a press conference in your town about community intervention on budget crisis, do that.  If you are able to tweet or use Facebook, do that.  ADAPT's national actions, we got lots of people across the nation to take direct action, but we have national actions, 365 days a year, because of the work of the people like you in this room, right?  Every day somebody can be taking action whether it's through media, whether it's through letter writing, whether it's through taking somebody to go visit a legislator.  Even just The Act of you setting foot in a nursing facility or institution and seeing what is going on and then taking that back to people is really important.

So when I think of organizing, I don't just think of the people who are on site.  I think of everybody who is at home who couldn't make it and who you could ask by phone or e‑mail to call a legislator and make something happen for a community.

In fact when ADAPT was in DC last week and they had taken over the rotunda of the cannon house House office  , the police had given 100 protesters a warning and who shows up but representative John Lewis of Georgia.

(Applause.)

>> AMBER SMOCK:  And the reason that John Lewis showed up is because ADAPT sent out a Twitter alert sand said call your representative and tell them to show up.  Somebody from Georgia called John Lewis and said you need to show up at the rotunda and he is there and gives us a speech about don't give up, I have been where you have been and you need to keep doing this until you achieve your goal and then the police moved in and arrested us, but it was awesome.

(Laughter.)

>> AMBER SMOCK:  I wouldn't underestimate the power of media as a complementary effort to the legal work that is done in the every day independent living work that everybody has to do.  So thank you.

(Applause.)

>> MARK JOHNSON:  I know we're on kind of a hard lunch break.  Richard snb and I'll explain something.

>> AUDIENCE:  If I can get this to work.  There.  I just needed to clarify one point about SILCs to expand on Amber's answer there.

Statewide independent living councils are funded by the rehabilitation services administration through the Title VII of the rehabilitation act to create the statewide plan for independent living, the SPIL and to evaluate that plan and to do activities that are directly related to the development and the evaluation of the plan.

Some SILCs may have other funding that allows them to do policy work or other resources, but those are other funding streams.  They are federally funded objective for which they receive Title VII funding is to develop and evaluate the State plan.

So I just needed to clarify that.  Thank you.

>> MARK JOHNSON:  Go ahead.  It's probably not like that in the district, but go ahead.

>> AUDIENCE:  Can you hear me?

I'm a member of our statewide independent living council.  My confusion was, was this a duplicate entity in Illinois that was created to do some of the things that the SILC is mandated to do?

>> AMBER SMOCK:  Yeah.  It was set up separately and I think it does receive federal grant money and basically the idea is to have ‑‑ and ‑‑ to have an entity that has the ability to advocate, right?  Which the SILC cannot do.  And to be able to have more of a forum that ‑‑ people within SILC meet once a month and it basically sets the stage for the SILC directors getting together, sharing information, talking about what they do and deciding what the advocacy priorities are going to be.

The SILC cannot host that kind of gathering because of the advocacy angle.  You need a separate space in order to be able to do that.

>> MARK JOHNSON:  Okay.  Let me just explain, we are going to have a lunch break.  Then if you could be be back here about 12:55?  And then at 1 we are going to have Kansas and Wisconsin's spearnses, approaches, what they are doing.  If you are not feeling overwhelmed already, probably after that you'll be totally overwhelmed.

Then we are going to use that 1:45 time to just sit at your table with people from your state or region, decompress, debrief and map out your strategy.

It may be something as simple as following the Twitter conversation next time ADAPT has an action.  Don't think of this as, you know, lawsuits, that are nine years into their process and may take more time.  Think reasonable within the size of your center, within your current organizational capacity or whatever.

Yesterday the first group activity was about what Olmstead activities are centers involved with.  We are continuing to get more of the information.

We also talked some about some of the problems, everything from the lack of elected leadership to the budget economy stuff, to the folks who benefit from the current system the way it is.  So we keep reiterating some of the problems.

So obviously this afternoon after the Wisconsin Kansas stuff we will be talking about some steps.

And Amber added one.  I think she said yesterday she answered the question about when might you be able to get your state to apply for the community first choice option?  Did you say October?

>> AMBER SMOCK:  October 1st.

>> MARK JOHNSON:  Add that to your June 22nd NCIL conference, October 1CFC and the November 12 date.  I'm trying to give you framework of dates that you can start putting activity around.

I would be putting your clusters up here on this piece of paper.  It's fair to say that you will be with your own state and some around you.

So go grab your lunch or take a break and try to be ‑‑ seriously, try to be back at 12:55.  Is that right?  Yeah.

12:55.  So who writes like a good schoolteacher?  Because I need somebody who can print something on this board up here.

Anybody want to volunteer?  Oh, come on up!  It's like, what is that show?  Price is right?

Okay, thanks, Karen and Amber.  Once more, applause for Karen and Amber.

(Applause.)

>> MARK JOHNSON:  And understand ...

(The event concluded at 10:55 a.m. CDT.)

(CART provider signing off.)
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