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                                     >>MALE  MIKE  So we're going to talk

                                     about working with state officials,

                                     legislators, and so on. You know this is

                                     real important for ongoing. A lot of this

                                     we've mentioned sort of as a thread, how

                                     important it is to be at the table, how

                                     important it is to advance ideas, to

                                     innovate, to be involved with positive and

                                     negative kind of decision making is really

                                     what it is, and my personal theory is that

                                     you should try to be at the table,

                                     definitely try to improve systems, and at

                                     times when you can't get to the table or

                                     you're being prevented from that, then

                                     you can use grass roots advocacy and so

                                     on and keep it in mind, and this is more

                                     my personal theory is that it's also, I

                                     think, as members of the independent

                                     living movement to make sure that people

                                     speak for themselves and that it's not just

                                     seen as the professionals speaking for

                                     this large population. We need to make

                                     sure that individual people also have a

                                     voice and are able to speak for

                                     themselves.

                                     So a lot of the things that are current that

                                     we need to be involved with official,

                                     legislators, waiting lists, big problem all

                                     over the country, probably going to be

                                     worse, service reductions, budget cuts,

                                     and again the positive stuff program

                                     improvements and enhancements. These

                                     are all different kinds of advocacy, so

                                     what are the things that we're doing?

                                     Things like candidate forums, you know

                                     making sure that we're testifying at

                                     budget committees, maybe making sure

                                     that people, other people are testifying.

                                     Other things real important going on are

                                     sitting on steering committees, and so on,

                                     the money follows the person. Almost

                                     everyone state has an MFP program.

                                     That's a program that is as fundamental

                                     as independent living. That's people with

                                     peeping moving out of institutions and

                                     back into their own homes that's why to

                                     be involved.

                                     We've talked an awful lot about these

                                     programs and we need to make sure that

                                     the individuals that serve, that they

                                     understand their right to appeal. Every

                                     Medicaid program has an appeal piece to

                                     it. You can't find a Medicaid program that

                                     doesn't give people a right to appeal, so

                                     we need to make sure that people

                                     understand those rights. And again,

                                     protection and advocacy, a lot of states,

                                     the protection and advocacy actually

                                     includes the CAP, client assistance

                                     program, open up records and hand over

                                     the brochure for the CAP. Media events,

                                     marches, rallies, we just had our state

                                     wide disability caucus, just got done a

                                     couple days before we came here is

                                     another kind of example. And you know,

                                     we've talked a lot about delivering

                                     services and having programs that really

                                     assist people with maintaining and

                                     increasing independence, but at the same

                                     time, you know, Olmstead, the Americans

                                     With Disabilities Act Olmstead decision is

                                     real critical and that's another real big

                                     area like Money Follows the Person to

                                     make sure we're assisting people. If there

                                     is a waiting list, if there are service

                                     reductions, that's a real big way that we

                                     have to fight back and probably more

                                     importantly to really help people fight

                                     back for themselves. Because it's going to

                                     be bumpy, the whole state budget

                                     problem is going to last for a while, and

                                     that's just a real, real important way, and

                                     at the individual eleven, for people to file

                                     their Olmstead complaint. At the systems

                                     level, organize people, and organize

                                     events. We had just recently, at least at

                                     home, we had enough complaints filed

                                     state wide that we did get Justice came in

                                     and Office the Civil Rights and they're

                                     auditing the entire state agency to see

                                     what's going on with waiting lists and it

                                     was just I'm sure a coincidence but when

                                     this ought audit came in, this hard frozen

                                     list that had been frozen for like three

                                     years, all of a sudden they decided to

                                     open it up and started moving people off,

                                     coincidentally, so again, it didn't totally

                                     solve the problem but at a systems level,

                                     can really help and I don't know what you

                                     guys, if you have had waiting lists yet. If

                                     service cuts have caused people to be in

                                     that situation. To a certain extent it has

                                     been.

                                     >>MALE  LEE  We had waiting lists and

                                     they moved to managed care, and now

                                     under present administration we do again.

                                     Phil, are you going to comment on that or

                                     otherwise?

                                     >>MALE  PHIL  I was just going to say

                                     that we haven't had those kinds of

                                     problems in Arizona because of, and

                                     fortunately, because of the managed care

                                     and the waiver, really working under the

                                     one waiver that we have. We have had no

                                     caps on the program, so Arizona was

                                     really pretty lucky in that regard that

                                     people with disabilities that wanted to

                                     move out into the community had that

                                     option, the choice to do that. Arizona

                                     didn't. Arizona being the newer state that

                                     it did, too, didn't build a lot of institutions

                                     so there wasn't as much intrenchment by

                                     the nursing homes and state hospitals and

                                     institutions like that, that often are so

                                     powerful at their state legislatures to

                                     maintain that status quo system and so in

                                     that regard, I think Arizona was kind of

                                     fortunate.

                                     >>MALE  LEE  I think Mike kind of covered

                                     some of the things that are important,

                                     coming up with legislation. Bob Michaels

                                     told me this a long time ago and I think

                                     this is really true is that whether it's

                                     systems or individual advocacy, you kind

                                     of know when you've made it, first of all,

                                     when we're working with somebody and

                                     you're trying to figure out if they have an

                                     influence, do they know who the legislator

                                     is? Doesn't matter if it's staff, board or

                                     consumers, do they know who they are,

                                     No. 1. No. 2 is when they call, do they

                                     know who to ask for, if it's an aid for the

                                     legislator and will they take their calls,

                                     and when you really know that you've

                                     made it is when they call you and ask your

                                     opinion on things, and again it doesn't

                                     matter if it's a bureaucrat or a legislator,

                                     that's where you want to get to. You want

                                     to get to be their resource so when, in

                                     Wisconsin, we have a day similar to what

                                     they do in Kansas where all the centers,

                                     we identify consumers from everybody's

                                     district, and so we hit every legislator and

                                     senator one day. Then in the hope that

                                     they have a permanent contact, and

                                     besides having a list of issues that we

                                     want to talk to them about, we always

                                     make a point of what we can help them

                                     with, because they get people calling

                                     them with complaints and needing help

                                     and you want to become their resource so

                                     not only do you demand or suggest that

                                     they do certain things, you also tell them

                                     how you can help them and when they

                                     start calling you and letting you solve

                                     their problems, you really have a lot more

                                     influence on them, so that's something to

                                     work on. One of the things we've done in

                                     Milwaukee to help consumers to do this,

                                     in this electronic age, we've been taking

                                     computers in from businesses, cleaning

                                     them up and actually paying for the

                                     internet for a year, but we ask that the

                                     consumers who get those for nothing,

                                     that they have an ongoing contact with

                                     their legislators and we let them know

                                     when there's an issue, that we hope they

                                     would promote so that's one of the things

                                     we're doing.

                                     >>MALE  PHIL  I was just going to throw

                                     out that I think the things that Mike

                                     covered and Lee, to some extent here,

                                     too, about how to effectively work

                                     systems advocacy and be engaged at your

                                     local level and federal level with

                                     legislators or state bureaucrats or federal

                                     bureaucrats, like as I'm thinking about it,

                                     it's like some of you that are here today,

                                     or this last couple days, I know some of

                                     you are executive directors so these are

                                     things that you deal with all the time or

                                     your advocacy staff or your advocacy

                                     directors.  You are dealing with these

                                     advocacy issues all the time. Some of you

                                     maybe are PAS program directors, or

                                     you're going to develop the PAS program

                                     in your center, you're thinking how does

                                     this impact me because this is not

                                     something I do very often? And so I'm

                                     sure that is running through your head.

                                     But I will say this. Even in your role as a

                                     PAS program director, and I know Gwen

                                     knows this really well, there are

                                     bureaucrats that you have to work with,

                                     and you can influence how policy is

                                     developed in your state and for your

                                     programs by being at the table with those

                                     bureaucrats and as an example, well I'll

                                     tell you this much. If you're going to have

                                     a successful program, you had better find

                                     out who the long term care program

                                     manager is in your state, or in your

                                     Medicaid agency or in the health plan, or

                                     in all of the health plans that are

                                     operating in your county, you need to

                                     know who those people are, and you need

                                     to be talking to them and you need to

                                     develop relationship with them if you're

                                     going to have a successful PAS program.

                                     Even Mike was talking about when we do

                                     our legislative advocacy days at the state

                                     capitols, we all do those, and you need to

                                     have your PAS people out at those. You

                                     have to have your program staff come out

                                     and participate in those advocacy efforts

                                     and bring consumers and because that is

                                     gonna help. And like Mike said, you want

                                     consumers to be telling those stories. It's

                                     nothing about us without us and if we as

                                     professional CIL people are the only ones

                                     there making, talking about this, it's not

                                     as effective, it really isn't, so I know those

                                     are some, I think that's really important.

                                     >>MALE  MIKE  I think all three of us

                                     mentioned earlier on that this particular

                                     service is really a way, an inroad into a

                                     huge grass roots base of people, probably

                                     bigger than any other I've ever seen, and

                                     so again, going back to our independent

                                     living center sort of roots, as we all

                                     started from CILs before we provided this

                                     service is this is a way for us to really

                                     expand our mission and to really

                                     empower a lot of people, and so that's

                                     kind of what Phil is saying. I just want,

                                     one thing that we did, Olmstead

                                     complaints. We made it easy. We

                                     developed a simple form that people can

                                     fill out and the only thing on this is we use

                                     a uniform assessment. It's something that

                                     what makes people eligible, but whatever

                                     the eligibility, it's on the website, so you

                                     can look at it to try to make it easy for

                                     people to file a complaint and the key

                                     language, if they're in the community, if

                                     they're not in an institution is, "I am at

                                     imminent risk of having to move into an

                                     institution," and so like on our form, again

                                     it's a checklist, so I won't go all the way

                                     through it, there's time, you can go

                                     through and various reasons that people

                                     can just check boxes for how they are at

                                     imminent risk of having to enter an

                                     institution because essentially they're on

                                     a waiting list, and they're being denied

                                     services, so if that's an issue, here's a real

                                     simple way to get it in people's hands and

                                     for your staff to be able to talk about

                                     people's rights, talk about the Olmstead

                                     decision, to like say a group or something,

                                     and then leave the forms, because it's not

                                     like you want to talk someone into it. It

                                     has to be a legitimate thing that someone

                                     feels they are threatened that way. Again

                                     we talked about these things that are

                                     going on, we'll come back a little bit, the

                                     class act and the MDS, but again this MDS,

                                     brand new policy, very important for your

                                     state. I mean ask your Medicaid agency or

                                     your Department on Aging or both about

                                     that because it requires the nursing

                                     facilities to actually do discharge planning

                                     and to make referrals to community

                                     agencies, for example, centers for

                                     independent living, it says that, in their

                                     regulations, it mentions us, that we

                                     should be getting referrals from nursing

                                     facilities for people that want to move out

                                     and the thing is that people that want to

                                     move out need personal assistance so it's

                                     a way to hook people up to your program

                                     and a way to help people liberty rate

                                     themselves, so there's a lot of stuff going

                                     on. The state legislators, state

                                     bureaucrats don't listen, they don't let

                                     you at the table so there's other things

                                     that you can do creatively, Mars, rallies,

                                     what have you, we've got a rally at the

                                     state house coming up. It's not a

                                     demonstration, it's a rally in support of

                                     Medicaid to coincide with what ADAPT is

                                     doing in September. This is an example in

                                     2003, our really big budget threats,

                                     waiting lists, and so on, and this was an

                                     ADAPT event, we drove up really fast in

                                     unmark van, outside the capital grounds

                                     with tents with poles, you know those

                                     dome tents with flexible poles, they were

                                     already threaded in there and flattened

                                     out and pitched the tents on the lawn and

                                     set up a little town on the state house

                                     lawn and we had a museum and a

                                     restaurant and different things around the

                                     notion of if they cut services, if they were

                                     going to deny people, people would have

                                     to live in tents and it was public, I mean

                                     right, the people own the state house.

                                     They always say it's the people's house

                                     and so we went to our home that we

                                     owned to stay there and await decisions

                                     around services. It was very effective, got

                                     a lot of media, it was fun, and it really did

                                     help get through to state legislators

                                     around coming up with some funding and

                                     not cutting things. We had a daily

                                     newspaper that we delivered every

                                     morning called the Tent City Times and

                                     people started waiting for their

                                     newspaper, it was interesting, and we had

                                     again, we had bureaucrats bringing

                                     doughnuts and the whole thing, so it

                                     worked well. So it's another way. What

                                     I'm trying to say is be creative. Do things

                                     that will catch people's attention and that

                                     the grass roots can be involved in and

                                     relate to.

                                     >>MALE  LEE  Do things that you are

                                     comfortable with. I'm not Mike. I have a

                                     board member who has been arrested 35

                                     times at certain actions. That's not me,

                                     but I think we're both effective in

                                     different ways so you have to find your

                                     comfort level and do it that way. There's

                                     no one way to do it.

                                     >>MALE  MIKE  And so just other stuff by

                                     example, that my agency, consumer

                                     attendant action network is a group that

                                     was made up of consumers of the waiver

                                     services and attendants and their goal

                                     was to improve, is to improve wages and

                                     try to get benefits, and actually developed

                                     legislation along those lines and it was

                                     really, we got feedback on our annual

                                     input for our center around this issue, and

                                     so we facilitated the formation of this

                                     group to represent themselves, along the

                                     line of wages, and benefits, so there's

                                     again kind of an example of where it

                                     wasn't just the center, it wasn't like, it

                                     isn't always the issue that the CIL should

                                     just do things for people, but rather we

                                     can kind of help folks organize

                                     themselves, represent themselves, and so

                                     CAAN, and we had a rally in the state

                                     house.  Our state house has been under

                                     construction so it's hard to remember this

                                     with it all being plywooded off and

                                     everything but that's ongoing work where

                                     we simply facilitated people and because

                                     of the input we got. Kind of what Lee is

                                     saying, you can do all sorts of different

                                     things. Another one, and I meant to bring

                                     the hat, the disabled elderly and do

                                     coalition, several years ago, and it was

                                     around state budget short falls and we

                                     had a state wide tour we set up and we

                                     hit nine cities in four days, a big orange

                                     bus, a Greyhound bus with a lift and vans

                                     and a caravan and we would go and just

                                     did like town hall meetings around

                                     people's needs, around the budget

                                     issues -- DEW -- and it really gathered a

                                     lot of media and in particular small town

                                     media. For those of you from more rural

                                     states, at least in Kansas, every little

                                     town or a lot of very small towns has a

                                     little newspaper, and they're begging for

                                     stories to write about something, and

                                     getting that small town coverage has a

                                     big impact on legislators from that

                                     district, so again another way in terms of

                                     impacting state official, state legislators,

                                     do things that get media attention in their

                                     district, in their state district can have a

                                     very huge, positive impact there, and so

                                     that's another thing that we did and we

                                     had hats and t-shirts and did rallies and

                                     so forth and ultimately budget shortfall

                                     worked itself out at that point and so we

                                     kind of disbanded the coalition, it was

                                     kind of premature but we didn't know we

                                     would keep having budget trouble over

                                     and over. That's it. Just another thing in

                                     particular as we look at our list, we're

                                     supposed to cover the Class Act and

                                     Suzanne mentioned it. Again it's public,

                                     affordable, long term care insurance

                                     benefit, as part of the patient Protection

                                     and Affordable Care Act and it's really

                                     been under attack by certain political

                                     persuasions, since its inception, and I just

                                     want to spend a minute, since it's on our

                                     list, I really spent a lot of time working

                                     with it. One of the benefits of having a

                                     PAS program at our center is it allowed us

                                     to have resources for me to go to

                                     Washington, D.C. and participate in the

                                     national policy level in a lot of different

                                     ways.  The CLASS act, community choice

                                     act, turned into community first choice

                                     option and this is a real important thing.

                                     We've talked about Medicaid, the Medicaid

                                     budget short falls, the cuts, and so on.

                                     We've talked about the benefits and

                                     limitations of Medicaid, and so the idea is

                                     to have something else besides Medicaid

                                     to fund long term care. Because Medicare

                                     doesn't really do it at all and there's no

                                     real idea that it's gonna anywhere in the

                                     future so that was the overall notion is to

                                     have something that you didn't have to be

                                     in poverty, you didn't have to worry about

                                     means tested assets and income and all

                                     the rules and everything else and at the

                                     same time, private long term care remains

                                     expensive, even though it's much less so

                                     than in the past, it's still oriented towards

                                     institutional coverage, and the benefits

                                     are oftentimes still limited.  In other

                                     words, you don't get lifetime benefits. So

                                     that's what the idea of class act is, and to

                                     relieve pressure off of Medicaid. Right, if

                                     we had this other benefit, people wouldn't

                                     spend down all their assets and

                                     impoverish themselves to get on

                                     Medicaid. You could keep your money and

                                     keep your income, and use your insurance

                                     policy, like you do your health care, and

                                     that all seemed good to me and still does

                                     but it remains under attack, and hopefully

                                     it will make it, in my opinion, and I say

                                     this because I think it's worth talking up

                                     more. I think it's worth centers, CILs, the

                                     independent living movement really

                                     getting a little more solid and affirmative

                                     behind the class act and advocating for

                                     the good features that I have just

                                     mentioned of having it and keep, in

                                     particular, that it will take pressure off

                                     Medicaid, because the same people that

                                     don't like the class act, politically, political

                                     persuasion wise are the same ones that

                                     want to cut Medicaid, and it basically

                                     seems like you don't get it both ways.

                                     Unless there's no long term care at all

                                     which really isn't that workable, so really,

                                     that's the idea there, is it's a real

                                     important idea for all those reasons. Now

                                     then, as people now are providing or

                                     interested in providing services in the

                                     future, if the class act survives, basically

                                     what it's gonna do is put a check in

                                     people's hands. You will get a check in the

                                     mail. Well just because you get a check in

                                     the mail, imagine, it doesn't mean you

                                     know what in the hell to do. So you're

                                     disabled and you need assistance and you

                                     get a check in the mail. Well the check is

                                     not going to get you out of bed, not going

                                     to help you eat, and so here we are. Here

                                     we are, it's going to be this great big

                                     bundle of resources, nationwide, looking

                                     for providers, and so we're thinking about

                                     that way, what do we need to do with our

                                     programs, with our states, and so on, to

                                     get ready beginning, you know, what five

                                     years, so that would be 2016 or 2017,

                                     something like that, when this program

                                     goes online, it's live now, because you

                                     have to pay your premiums in for five

                                     years. 2012 it's supposed to come on,

                                     2017, roughly, don't hold me down to my

                                     math, counting past 5, but it comes online

                                     after the first folks that have paid their

                                     premium for five years, and what do we

                                     need to do to get ready? What are people

                                     going to be looking for? And as far as we

                                     know, and this is just from AARP kind of

                                     research is people really are gonna want

                                     to self direct. People are going to be also

                                     looking for quality dependable trained

                                     assistants, and really looking for a place

                                     to go. I mean I think that people getting a

                                     check in the mail aren't going to

                                     necessarily be thinking about, "Well I

                                     know I'll find someone and train them and

                                     do all this kind of stuff," so all these are

                                     real reasons to get behind the class act

                                     and really think about how we can set our

                                     programs up because as centers, looking

                                     for resources and looking for ways that

                                     we can really expand our business, this is

                                     a huge opportunity and the independent

                                     living movement really does have a lot of

                                     ownership in the class act. Whether or not

                                     you individually worked on it, I can

                                     guarantee you the independent living

                                     movement had a lot of input and

                                     ownership into it and we got to think

                                     about how we benefit from that and how

                                     we can also advance our movement which

                                     is a great movement of liberation and

                                     independence, and we can use this to

                                     springboard people with disabilities into

                                     liberty, into better things. So I know I've

                                     talked a lot, so maybe questions or -

                                     >>MALE  One comment and one question.

                                     First of all I just wanted to mention that

                                     on September 21, I believe, ADAPT is

                                     trying to put together a national mailing

                                     for real Medicaid reform at noon on

                                     capitol hill. New York state we're looking

                                     to send buses down. We're trying to have

                                     the largest contingency, so bringing down

                                     other states, let's all represent us. A

                                     question, so with our situation, can you

                                     provide thoughts on advocacy strategies

                                     on how to access and how to serve

                                     community? We have been providing

                                     service for a while and one of the

                                     comments that we heard from the DSS

                                     department is they're not sure there's an

                                     unmet need and that brings me back to

                                     the waiting list discussion. How do you

                                     compile the waiting list and how is an

                                     unmet need determined, and then

                                     thoughts on the strategy?

                                     >>MALE  MIKE  Really unmet need is, it

                                     should kind of be obvious. Basically, it

                                     would be people asking for something or

                                     demanding something that they can't get.

                                     The waiting list is counting people who

                                     can't get something so maybe there's just

                                     a little confusion on developing your

                                     question a little bit more, because you

                                     know again, typically unmet needs

                                     involves something larger scale, not

                                     individuals, so gosh, what would be.

                                     >>MALE  Lee in Wisconsin, wait list, if

                                     somebody is eligible for service, and don't

                                     have resources to pay for it they get put

                                     on the list. As a center, getting a little bit

                                     away from PAS services, we get a lot of

                                     people who believe in our mission, and

                                     want to help everybody, and one of the

                                     hardest things I have had staff to do is

                                     convince them that they have a certain

                                     capacity, and it might be 20 people, it

                                     might be 50 people, depending upon what

                                     they're doing, but they can't keep taking

                                     people. They need to put them on a wait

                                     list. And we do that because if I don't

                                     have a list, I can't go and ask for more

                                     money. If I can go in and say we've got 50

                                     people waiting for benefits, I got to hire

                                     two more counselors, then I can go to

                                     grants and foundations in the state and

                                     push for it. If we look like we're meeting

                                     capacity, or meeting all the needs, which I

                                     don't think is possible, I don't have an

                                     argument, so I think on a center level you

                                     can do it that way. Most states have a

                                     formal level where there's an eligibility,

                                     like voc rehab, they have different

                                     classifications and they can serve so many

                                     and the rest are on a wait list.

                                     >>FEMALE  First thing I thought of when I

                                     heard his question was looking to find,

                                     what we did when we did outreach into

                                     the Hispanic community and how you get

                                     wait lists going and so forth, I was

                                     amazed how many people really didn't

                                     know what their rites to services were,

                                     that they were entitled to certain things,

                                     and I think you know we really expanded

                                     our advocacy in reaching out to the

                                     communities that were underserved and

                                     you get that going and people are going to

                                     say, "Wait a minute, you mean I could

                                     have been getting help or that's really my

                                     right?" They don't know so think about it

                                     that way, getting the word out that maybe

                                     you should be thinking about things like

                                     this.

                                     >>FEMALE  We had a lawsuit in Kentucky

                                     that was successful, Michelle P. Around

                                     waiting lists and essentially, Kentucky has

                                     silos depending upon what your disability

                                     is and what your needs are and if there's

                                     a diagnosis of an intellectual disabilities

                                     someplace you get the Cadillac, so they

                                     moved people out of institutions using

                                     NFP which was great but they put them in

                                     group homes, little group homes,

                                     minigroup homes instead of asking

                                     women if they would like their own home

                                     in the community and that sort of stuff. I

                                     think after talking with AARP and some

                                     other people, we need a lawsuit. Because

                                     when an Olmstead complaint, we've got

                                     so many people that are on the infringe,

                                     they're out in the community with just

                                     barely knitted together. We talked to

                                     Steve Gold and some other attorneys, I

                                     guess I would like maybe, at another

                                     time, to find out from you what would a

                                     good lawsuit be, because I believe we can

                                     find a consumer to do it but that's the

                                     only way, we can't get DMS to say what a

                                     day, or how much costs to be in a nursing

                                     home, they're pro-rating it now. They're

                                     saying since so many people don't make

                                     it, are only there three months, they don't

                                     give an annual. And we've got them to a

                                     cost-neutral basis for our inhome dollars,

                                     so I would love to know more about how

                                     we can file a lawsuit.

                                     >>MALE  LEE  First of all you make up

                                     your own numbers, don't make them do it,

                                     you got to do the research and come up

                                     with the numbers, numbers can be played

                                     in every direction and don't let them lead

                                     that. Mike I think had more comment on

                                     some of the style, but if you're going to

                                     look at filing any kind of complaint,

                                     lawsuits, or legal action, do it in the next

                                     two years. I had no contact with DOJ six

                                     years ago and the last two years, I talked

                                     to them once a month and they're calling

                                     me. They've really gotten the message

                                     from Washington and the regional level,

                                     at least in our region, that they need to be

                                     doing stuff for disabilities, just general

                                     civil rights stuff, and for some reason,

                                     Obama would lose the election, now is the

                                     time to do that.

                                     >>MALE  MIKE  What I here about, talk

                                     about most integrated setting, your right

                                     under ADA is more than just not in an

                                     institution, so there's your minigroup

                                     home thing, it's clearly more than that,

                                     and you know, I think that besides a

                                     lawsuit, and I know Steve Gold would say

                                     this, too, is to make the lawsuit effective

                                     is you got to drum up some dust, you got

                                     to get some stuff in motion around the

                                     issue, too, and so that's where you need

                                     to be creative and do some kind of actions

                                     and do some things. You don't have to

                                     demonstrate, you don't have to get

                                     arrested or whatever but at least do some

                                     things that will draw other people and get

                                     some interest going around what the

                                     problem is, and the final thing is Lee is

                                     right. As many people as possible need to

                                     write some kind of complaint and I would

                                     send them in to your regional office of

                                     civil rights, and that's Health and Human

                                     Services and Department of Justice.

                                     Justice may send them over to HHS,

                                     whatever, that's fine but do them both

                                     and just write letters of complaint and

                                     you need a lot of them, though, so to get

                                     them to come in and nose around but it's

                                     one for thing, you have a hard time

                                     finding that information. If the lawyers

                                     from the regional HHS or from Justice

                                     come in, they will get the numbers that

                                     they need and they won't get jerked

                                     around and so a lot of letters of

                                     complaint, a lot of them and some kind of

                                     grassroots activity around the issue

                                     should really get the thing percolating.

                                     >>FEMALE   Letter of complaint being

                                     that, I'm trying to think of.

                                     >>MALE  MIKE  Whatever the problem is,

                                     people's rights were violated, but they're

                                     not in the most integrated setting, they

                                     were forced into group homes.  Our state

                                     violated the rules of the money follows

                                     the person by not doing the most

                                     integrated setting, blah, blah, blah. We

                                     can talk later about how to do the

                                     wording but that's the idea is you got to

                                     think about clearly stating. I'll say this.

                                     Clearly stating your problem is really

                                     helpful and effective advocacy at

                                     whatever the level, because these issues

                                     can be confusing.

                                     >>FEMALE  AMI  I think that naturally,

                                     the combination of the kind of things that

                                     have gone on, that have been talked

                                     about, that's really critically important

                                     and No. 1 is you have to be resigned to

                                     the fact that in order to effectively

                                     advocate with bureaucrats, with

                                     whomever, you have to work harder and

                                     be smarter than they are, and so when

                                     Phil is talking about having access and

                                     Lee is talking about giving them solutions,

                                     one of the things we do is we'll go in, if

                                     we see a policy that's wrong, we will

                                     literally pick it up, they're almost all

                                     available online, we will rewrite it, do

                                     strikeouts, do it, and we will rewrite it

                                     how we want it so when our state had the

                                     money follows the person, before the

                                     federal demonstration grants, for

                                     example, we had the state program that

                                     would allow folks who had been in an

                                     institution for 90 days to be on a waiting

                                     list at the time so they could jump to the

                                     head of the line on the waiting list. Well

                                     the state wasn't doing anything to inform

                                     nursing homes that this program was out

                                     there, right? They kind of let it go and

                                     they just didn't tell anybody. Well our

                                     folks were having trouble getting access

                                     to the facilities to be able to tell people

                                     about their right, so what we decided is

                                     you know what would be great is if we

                                     had a letter, if we had a letter on state

                                     letterhead and signed by the secretary for

                                     the Department on Aging and secretary of

                                     Rehabilitation Services asked them for the

                                     letter and we kind of got this yeah yeah,

                                     okay, so we got tired of waiting so we

                                     wrote the letter for them, and then

                                     emailed it off and said look we've asked

                                     you for this letter, you indicated that you

                                     would give it to us. Since it's obviously

                                     not front burner for you we thought we

                                     would help you out by writing the letter,

                                     and they made a few changes in it, and

                                     obviously we tried to make it not too

                                     radical and they made a few changes but

                                     basically the letter that we wrote went

                                     out over the signature of two cabinet level

                                     secretaries out to all the facilities because

                                     we did the work for them, and you make it

                                     easy for them. They'll take the easy road

                                     every time.

                                     >>MALE  LEE  I believe we're wrapping

                                     up.

                                     >>SPEAKER  SUZANNE  We have had a

                                     lively session, learned a lot, and we have

                                     had some new strategies. I'm not going to

                                     do a wrap up today, I know you guys are

                                     tired and we're overtime. We'll do it

                                     tomorrow and we'll pull over our

                                     expectations and see how we're doing and

                                     give ourselves a report so have a great

                                     night. If you want to stay around and talk

                                     about your states, that's fine. If you

                                     would rather do it in the morning, let me

                                     know and I'll be glad to come down early.

                                     So have an enjoyable night and thank you.

