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                                     >>SPEAKER  RICHARD  Good morning,

                                     everyone. If I could get your attention,

                                     let's go ahead and begin. We have a full

                                     morning, and we have a schedule to meet

                                     after we leave so we'll go ahead and

                                     begin. While we're waiting for Suzanne,

                                     she'll be up in just a moment, I would like

                                     to acknowledge a lot of people who have

                                     put hard work and good work into this

                                     training. Darrell Jones and all of her team.

                                     All of the presenters who have very

                                     generously worked with us over weeks

                                     and weeks to put this together. Certainly

                                     Tim and the NCIL team, thank you guys

                                     for logistical work and much much more

                                     you do to help put the trainings on. Dawn

                                     H. In the back who is running the video

                                     camera for the training, and her colleague

                                     running the video recorder and bill and

                                     others with the audio, we appreciate all of

                                     you, and everyone, we appreciate you

                                     being here. We have learned much from

                                     one another and that's always a benefit of

                                     doing this kind of thing together, coming

                                     together in one location. We try to create

                                     opportunities and space for that to

                                     happen. I believe we have. Certainly it

                                     would always be better if we could do

                                     more and we'll be getting out a

                                     participant list so you can stay in contact

                                     and we also have some opportunities to

                                     organize groups around topics that

                                     interest you and we'll be in contact about

                                     that also.

                                     Before we begin I would like to

                                     acknowledge to those who use alternate

                                     formats and we erred and some of the

                                     slides that we presented were not in the

                                     packet that you received and those were

                                     not read aloud when they were presented

                                     and we apologize. We're very humble

                                     about that apology. We try hard to be

                                     exemplary about access. We are a

                                     community and everyone in our

                                     community is just as important as

                                     everyone else, and we try to show that by

                                     making sure that materials are always,

                                     always, always fully accessible, so this

                                     morning, Tim will be talking with you, if

                                     you're using an alternate format, and

                                     making sure that you will get that in the

                                     format that you can use. It's late, it's

                                     after the fact, but we certainly can do that

                                     now, and I personally apologize to you.

                                     The buck stops here and I take full

                                     responsibility and I'm so sorry that it

                                     happened.

                                     Suzanne, I believe, is going to be here

                                     shortly but maybe I can begin the

                                     discussion of having some interaction

                                     with your state administrators. That's

                                     going to be a crucial part of the work that

                                     you do as you're starting or continuing to

                                     operate a personal assistance program.

                                     Those relationships make all the

                                     difference. You have heard Lee, you've

                                     heard Phil, and Mike all say that early on,

                                     they had a strong connection with their

                                     state administrators. In many cases they

                                     were at the table writing the waivers

                                     together. What an enviable position to be

                                     in and maybe in this day and age that's

                                     not going to happen but you certainly can,

                                     there will be an information source for

                                     you. They can support your aims within

                                     your state. If you're having to approach

                                     your legislature to get changes in state

                                     law that will smooth the skids for you to

                                     operate a personal assistance program, if

                                     your state agency blocks it, your

                                     legislature is not going to go forward with

                                     it. Sometimes you can get around them, if

                                     they're just absolutely intractable, but I

                                     can promise you from my own personal

                                     experience, when you have people in your

                                     state who are opposed to what you're

                                     doing, it can take years to get around

                                     that. Sometimes these folks are going to

                                     be intractable, and one of the things that

                                     Suzanne I think will talk about here in

                                     just a minute is how to reach out and let's

                                     hope I'm facing the audience. I've done

                                     presentations like this. (Audience laughs)

                                     and no one told me, and I won't tell you

                                     what I said.

                                     But you can find people who will support

                                     you. You can find people in your state

                                     agencies who can champion your cause,

                                     so in the best of all worlds, it's someone

                                     who really gets it, or you can help to

                                     understand the value of it, on a human

                                     level. The rightness of it as far as the

                                     morality, as the ethics of how people live

                                     their lives in the community. If you can

                                     get that, if you find someone that is

                                     willing to go with you in that direction,

                                     then that's the very best. Sometimes it's

                                     just dollars and cents, and even if that's

                                     all you get, you know, you've got that,

                                     and so it's worthwhile.

                                     Suzanne, maybe you could talk a little bit

                                     about what seems to work, because you

                                     have been a state administrator and what

                                     works and what doesn't work. I probably

                                     would suggest that it's not good if you

                                     begin the relationship with that

                                     administrator not actually being sure if

                                     they might be kidnapped or chained up

                                     somewhere in their office or something

                                     like that, which.

                                     >>SPEAKER  SUZANNE  It was a little

                                     scary.

                                     >>SPEAKER  RICHARD  That's not the

                                     most positive way to begin. Doesn't mean

                                     you shouldn't be long advocates. By the

                                     way the long history of that, Arkansas

                                     ADAPT, on the eve of the New Hampshire

                                     primary in December 1991, took over the

                                     Arkansas governor's office and there were

                                     18 of us chained there for 18 hours and

                                     we did that because the state cut the

                                     Medicaid program that would have forced

                                     hundreds or thousands of people into

                                     institutions, so that caused maybe a

                                     certain level of wariness on the part of

                                     state legislators when they met with us

                                     but it gave us power that we didn't have

                                     before, so maybe there was value to that.

                                     Suzanne, what would you recommend

                                     that folks do to reach out and to connect

                                     and to build and maintain a relationship

                                     with a state?

                                     >>SPEAKER  SUZANNE  Sure, let me tell

                                     you, everybody wants to negotiate for

                                     visibility. I know that at the center, we're

                                     trying to get in, to involve ourselves with

                                     CMS more, and we have a little recipe for

                                     that, and I think it might be valuable for

                                     me to relay what we have adopted as our

                                     recipe for visibility with a big

                                     organization, one that is not necessarily

                                     wanting to have a conversation with us.

                                     We found and researched and talked and

                                     went to conferences and we found a

                                     champion, somebody that we could focus

                                     on. This person is willing to talk with us,

                                     amenable to our plans, is willing to listen.

                                     Regretfully, she's leaving now, I think

                                     next week.  Life is full of barriers, but we

                                     have a plan to talk with a person that is

                                     going to take her place and what we want

                                     to do is we want to go to them, whoever it

                                     is, yet unknown, we want to go to them

                                     and present what we do and with the

                                     eye on how can we be of value to them?

                                     We don't want to ask for money, we don't

                                     want to complain, we're just simply there

                                     to figure out how our organization can

                                     help them do their work, and I think if you

                                     look at this picture, as you being us at the

                                     center, and then state administrators

                                     being CMS, then I think you can draw, I'm

                                     hoping that you can draw some good

                                     conclusions then. So what our plan is that

                                     we're going to go to CMS and going to talk

                                     about what we do with an eye on how we

                                     could help them do their work better. How

                                     we think we can draw the dots together is

                                     that our national participant network is a

                                     robust group of people that represent the

                                     participant or consumer voice, and within

                                     much of the legislation that has come out,

                                     and regulations at CMS, we know that

                                     embedded in those laws are consumer

                                     participation, engagement through

                                     councils or committees or things like that.

                                     So what we want to do is tell CMS how we

                                     can help them monitor states' activities

                                     for gathering participant engagement. So

                                     that's the connection that we feel like we

                                     can help them do that.

                                     The next step is after you gain their trust

                                     and they listen to what you're doing and

                                     find value in that, again not complaining

                                     or asking for money, then what we want

                                     to do is present to their staff what the

                                     national participant network can do, and

                                     embed those thoughts within staff then,

                                     showing that the champion has been our

                                     leader. So this is the way we feel like we

                                     can ingratiate ourselves with CMS. State

                                     reps get bad raps, deservingly so and

                                     they're people that care about things,

                                     they care about their family, they care

                                     about their job and if you can reach them

                                     with stories about consumers or

                                     anecdotal evidence of the thing that you

                                     are doing, that might be a way in. Brenda

                                     and I have been talking, since there's

                                     been a change of administration in

                                     Arkansas, you know, how can you get to

                                     the table again? And it is a struggle but

                                     it's persistent and it's you conveying your

                                     value to them.  You might want to look at

                                     participant surveys and see where

                                     participants are saying services are not

                                     quite good enough or there are some

                                     flaws here or there. Usually that's public

                                     information, it should be. Ask an

                                     administrator about that. Do you have

                                     participant surveys? Are they public

                                     information? I would like to look at those,

                                     the findings and analysis of all that.

                                     And then look to see where you can help

                                     improve things then, and then relay that

                                     to them. We know that in your surveys

                                     there was a weakness in customer service

                                     or contacting case managers or things like

                                     that. Try to come up with some strategies

                                     that you can help them do things. They

                                     might be tiny, and you know that's okay,

                                     but I guess those would be my thoughts.

                                     So Richard, when you were in your

                                     situation, how did you, why were you

                                     such a visible person to us? At the state.

                                     >>SPEAKER  RICHARD  I don't know

                                     maybe you can tell us that better than I

                                     can but there are a couple things to

                                     reflect on. One, Suzanne said don't turn

                                     out looking for money, and that, more or

                                     less by happenstance, not because we

                                     designed it that, not because we were

                                     smart enough to see it, is that was a good

                                     progression but when we started this, we

                                     weren't looking to start a center program.

                                     We didn't come with our hand out. We

                                     didn't come with the idea of money. We

                                     came with the idea of starting a program

                                     that would benefit people. And then, it's

                                     taken years for those discussions in

                                     Arkansas to really develop and Brenda is

                                     just beginning to do that. Not starting

                                     about money, using every connection you

                                     possibly can, trying to build your boards,

                                     so that your boards have connections. You

                                     know, it happened that a member of our

                                     board knew a state senator. The state

                                     senator started introducing us to other

                                     senators, you know. Show up at the fun

                                     run on Saturday morning and there would

                                     be Jay Bradford, the senator, who would

                                     introduce me to other folks that he knew

                                     and a member of another member of our

                                     board knew a representative and we

                                     began to use that contact.

                                     Then by happenstance, we hired

                                     somebody mainstream who was friends

                                     with a key representative and he was

                                     influential to get that person to sit down

                                     with a roomful of people with disabilities.

                                     That guy, that representative had opposed

                                     what we were doing, and essentially had

                                     said, "There's no way in hell we're going

                                     to support this kind of a program," and

                                     probably within a period of two years, he

                                     turned into a big supporter because he

                                     was able to sit down with people and we

                                     very carefully orchestrated that. Again,

                                     after you start doing it, and this sounds a

                                     little ethereal but after you make up your

                                     mind that you are going to start reaching

                                     out and using every contact you possibly

                                     can use, you will begin to almost

                                     miraculously start making connections

                                     and those connections will make other

                                     connections, and you will begin to get a

                                     group of supporters. Some of your

                                     legislators, some in your state agencies. I

                                     know that Arkansas is a smaller state

                                     than many states, but I also believe that it

                                     works not too much differently. They're

                                     just bigger bureaucracies. If you're

                                     working on for example a waiver and the

                                     agency you're working with doesn't seem

                                     like they're going to have the horsepower

                                     to get it done, dump them. Go somewhere

                                     else, look somewhere else in the

                                     bureaucracy. If your Medicaid agency is

                                     going to be resist tent or they don't have

                                     the wherewithal to do it, go to your

                                     Division of Aging and Adult Services, and

                                     if they're not doing it look at

                                     rehabilitation agency, other areas of your

                                     human service agency. You'll know when

                                     you get to the point where you just are

                                     not going to be able to go any further with

                                     an agency. Start looking elsewhere, and

                                     you can just ask that new agency, which

                                     you want to work with, if they will help

                                     you pull whatever work has already been

                                     done into the newer agency. Those are

                                     just several of the techniques.

                                     >>SPEAKER  SUZANNE  I think one thing

                                     that you will run into is time. Bureaucrats

                                     don't have a lot of time, and anything that

                                     you can do to help them do their job, just

                                     as Mike said, the last couple of days, he

                                     helped write the waiver. So anything that

                                     you can do to help them, either provide

                                     statistical information or figure out, I

                                     know you don't have the time, let me help

                                     you do some things and then sort of go

                                     from there with them.

                                     >>SPEAKER  RICHARD  Don't hesitate to

                                     bring someone in from out of state who

                                     has expertise. Long before we worked

                                     with Suzanne, we brought Robin Cooper in

                                     from, I forgot who -- NASD, and she was

                                     the expert on home and community-based

                                     waivers and she sat down with the

                                     disability coalition and with mainstream

                                     and a handful of other people and said

                                     this is what you need to do. We didn't

                                     have beans of idea what needed to

                                     happen. "Here's what you need to do, and

                                     here's the kind of waiver," so we can

                                     begin to start intelligently about what we

                                     were doing. I'm not sure that your state

                                     agencies will take real kind to meeting

                                     with them but they might. Someone like

                                     Suzanne, Suzanne has a day job, but

                                     someone like Suzanne, someone like

                                     Robin Cooper although more specialized

                                     now than she was in the past, there are

                                     other people who can work with you step

                                     by step on this, and that can be real

                                     valuable, too.

                                     >>SPEAKER  SUZANNE  One of the

                                     resources that is out there for states is

                                     there's a technical assistance group that

                                     has been pulled together and a contract

                                     with CMS, and I'm part of that, as well as

                                     Robin Cooper, John Fortune, John

                                     Augusta, Michael Small, Sue Flanagan,

                                     they hire us to give technical assistance to

                                     states as they create participant directed

                                     services and that's a free resource to

                                     states so you might want to mention that

                                     to them.

                                     >>SPEAKER  RICHARD  We didn't have

                                     that then, so my idea of getting someone,

                                     that's a step you might not have to take.

                                     >>SPEAKER  SUZANNE  I think you do

                                     both, actually, to be really effective. You

                                     could do both, because I think a private

                                     contractor or consultant could help you

                                     understand the situation, help you

                                     navigate through your system, and that

                                     would give you power, but the other

                                     technical assistance advice source are

                                     there for the state then, so I would

                                     approach using both of those strategies.

                                     >>SPEAKER  RICHARD  If you're pointing

                                     to the check box in the waiver that says in

                                     so many words, it's going to lock you out

                                     of the system later on, and if they can

                                     point to that and say, "That box, make

                                     sure it's not checked when you go through

                                     this process."

                                     >>SPEAKER  SUZANNE  That's where a

                                     private consultant could really help you

                                     and make sure those provider

                                     qualifications include you, maybe you are

                                     not ready right now but eventually, make

                                     sure you're not excluding, in the language

                                     of the waiver. And here, you know, CMS is

                                     a funny place. They have never been

                                     really forthcoming with their

                                     interpretations of policies, never really

                                     took a stand on major issues. It was

                                     always well if you talk to this person, it's

                                     one way. If you talk to this person it's

                                     another. But back in 2007, they actually

                                     sat down and wrote out instructions to

                                     complete a waiver, and those are public. I

                                     mean I can send them to Tim and he can

                                     send them to you, and it talks in pretty

                                     basic language what states should do,

                                     options they have. It's probably 250

                                     pages, so it's not an easy read, but you

                                     can look at, they have certain sections,

                                     and when I send it to Tim, I'll highlight

                                     that provider qualifications can be found

                                     on page blah, blah, or participant

                                     involvement discussion is on page blah,

                                     blah, and be happy to do that but for the

                                     first time, it's all there in print, and states

                                     have this. They do each read it but states

                                     have this tool and it's public. You could

                                     have it, too. So lots of the mysteries have

                                     been taken out of the whole realm

                                     because of these applications.

                                     >>SPEAKER  RICHARD  And in the distant

                                     past also I was reluctant to make this a

                                     dollars and cents issue because I thought

                                     there, and a lot of us thought there was

                                     danger in focusing on the money as

                                     opposed to the human issue, and the

                                     value of home and community based

                                     services. We were also concerned that if

                                     we focused too much on money, then that

                                     would make it a cost cutting program, and

                                     it would drive down the hours that states

                                     would authorize for services that could be

                                     available, and there is still that risk, but in

                                     this environment, I believe and I'd like to

                                     hear Lee's and Phil's and Mike's

                                     perspective on this, in this environment, I

                                     think I talk dollars every chance I have. I

                                     think the reality of t but at the same time,

                                     you don't want to let the state limit the

                                     hours so much that people can't live in the

                                     community, but I think that is something

                                     you can deal with as you're talking dollars

                                     and cents.

                                     >>SPEAKER  SUZANNE  I know one thing

                                     that we're working on at the center is

                                     coming up with various formulas for state

                                     administrators to go into their systems

                                     and pull out dollars and see what they say

                                     about participant direction compared to

                                     traditional services. We think that

                                     initially, personal care increases with

                                     participant direction because people

                                     actually receive services, whereas under a

                                     traditional system, they go without

                                     services a lot because of either staffing

                                     issues at the agency or not being flexible

                                     enough to meet the needs, so we know

                                     that personal care hours can increase, so

                                     what does that mean? If a bureaucrat

                                     simply looks at that, then it's, "Oh then

                                     we need to cut this program because it's

                                     costing us more," so carry that a little

                                     farter, though, and look at the impact that

                                     you have on other services,

                                     hospitalization, emergency room visits,

                                     more costly home health services. What

                                     we're seeing is a decline there because

                                     people are actually receiving basic

                                     nonmedical services then, so factoring

                                     that in, it tells a little bit different story.

                                     Then if you factor in that people are

                                     actually more satisfied with their services

                                     and the community is stronger because of

                                     participant direction then that's yet

                                     another positive indicator that you could

                                     use. State administrators simply pull data

                                     from their MMS system, Medicaid

                                     management system, and look at dollars

                                     and if you do that, then we have seen that

                                     participant direction is on the chopping

                                     block, in a number of states, so what

                                     we're doing at the center is trying to come

                                     up with various formulas for states to use

                                     to pull information and aggregate that

                                     and analyze it a little more appropriately.

                                     So once we get that, I'll share it with you

                                     guys.

                                     >>SPEAKER  RICHARD  So there is data

                                     that supports an argument. There's data

                                     that refutes the wood casino work effect

                                     to a large effect, we've talked about that.

                                     You have data, now, that folks didn't have

                                     several years ago, and we'll support the

                                     arguments, so I think that's been drilled

                                     down. I think we're probably ready to

                                     move on with a full agenda.

                                     >>SPEAKER  SUZANNE  Great, just to

                                     wrap that part up, any questions? Okay.

                                     All right. Actually I'm going to ask our

                                     team of sports, the directors at the

                                     agencies to come up and we've got

                                     somewhat I call dangling participle

                                     questions, so we're going to ask the

                                     experts some questions. So if they'll come

                                     up, I'll get my questions.

                                     >>SPEAKER  MIKE  Just kind of as a

                                     follow up to an earlier discussion, too. Is

                                     don't forget that just early on, another

                                     strategy that worked for us was, you

                                     know, don't forget your state elected

                                     officials, as well.  When we first started

                                     out, none of the bureaucracy had any

                                     interest at all and certainly, a lot of

                                     members of the legislature did. So

                                     however, if you just go, I would say that if

                                     you just go straight to the legislature,

                                     without even trying, the bureaucracy, you

                                     can really offend them unnecessarily, so

                                     make sure that you kind of keep that in

                                     the loop, and at least try, but certainly

                                     elected officials have to respond to people

                                     with disabilities. People that need

                                     services, and so on, just like anybody

                                     else, and so on, again, that's something to

                                     keep in mind in terms of the strategy.

                                     >>SPEAKER  SUZANNE  This question is

                                     the CIL is offering PSA services wouldn't

                                     advocacy for a consumer to increase

                                     hours seem like the CIL is trying to get

                                     more money? So I guess it's an advocacy

                                     versus providing services issue?

                                     >>MALE  MIKE  I can start. We run into

                                     that all the time, and it is a problem, and

                                     opponents to the request will pick up on

                                     that and say that. Owe though providers,

                                     they're always coming up here and asking

                                     for more money and I heard that. It's a

                                     quote.

                                     But the thing of it is, again the way to do

                                     that is to try to not have it be your

                                     executive director, your agency staff.  If

                                     there are people on waiting lists, if there

                                     are people in need of services, again,

                                     independent living says that people can

                                     speak for themselves, and really try to at

                                     least have that in the background. To ask

                                     for increases in funding because there are

                                     a lot of people waiting, because there

                                     have been cuts and so on is not a

                                     technical thing. It doesn't require a lot of

                                     expertise, and again, to use the grass

                                     roots to make those kinds of requests,

                                     and to be involved with that is what I

                                     would say.

                                     >>SPEAKER  SUZANNE  All right. We have

                                     a question.

                                     >>FEMALE  Are you indicating that it's not

                                     good for any center staff to be up at your

                                     legislature, because we do have one

                                     advocate that is up there all the time?

                                     >>MALE  MIKE  No absolutely not. That's

                                     not what I am saying. I mean the

                                     question is, just to be clear, thanks for the

                                     clarification. The question was if centers

                                     providers are asking for increases or for

                                     specific -

                                     >>SPEAKER  SUZANNE  Let me read it

                                     again. If a CIL is offering PSA services,

                                     wouldn't advocacy for consumers

                                     increasing in hours seem like the CIL is

                                     trying to get more money?

                                     >>MALE  MIKE  Just get more money, and

                                     so the answer is not that you shouldn't be

                                     up there, but that the grassroots really

                                     needs to be involved with that, because

                                     opponents who don't want to increase the

                                     budget will pick up on that and just say,

                                     "Oh those providers always ask for more

                                     money," that's been our experience, I

                                     think, from us, and the way to get around

                                     that and combat that is if you have grass

                                     roots, also speaking up, you know, and

                                     being involved in that, and in particular, in

                                     a real kind of big way, but that

                                     involvement will cut through, it's not just

                                     providers. The need is real. There are

                                     people out here making that request.

                                     >>FEMALE  I just want to make a

                                     comment as far as going with services,

                                     etc. What we're finding now is these are

                                     consumers that have been receiving

                                     services for years and years, and they

                                     have had a level of certain care, and now,

                                     because of the cuts, their services are

                                     being, they're losing hours. It's not the

                                     decision of the independent living center,

                                     it's because of the tools that the state

                                     may be using and our folks need help

                                     navigating how they can do an appeal to

                                     this stuff so I don't see it as, "We're

                                     looking to get more money," we're

                                     supporting them and keeping the services

                                     that they have.

                                     >>SPEAKER  SUZANNE  How do you

                                     handle this problem? Let's say I'm a

                                     consumer, and I've been assessed a

                                     certain number of hours, but I need more.

                                     I feel like I need more, and so where does

                                     your organization serve as an advocate to

                                     obtain more services as opposed to a

                                     service provider that follows certain

                                     rules?

                                     >>MALE  MIKE  Well I mean again, at

                                     least with us, and what I tried to say is

                                     every Medicaid program has an appeal to

                                     it period. Know that about Medicaid, any

                                     program, there's an appeal, and so again,

                                     and that applies to I think all of the

                                     different states' assessment systems. And

                                     so whoever is doing the assessment or

                                     reassessment and however that happens,

                                     and they're different across the states,

                                     there will be an appeal to that. There will

                                     be an appeal, and that's really where the

                                     important thing is right there for an

                                     individual, they're assessed to get X and

                                     you really think you need X + 5, the

                                     assistance with appealing that and then

                                     making a case for why that's needed is

                                     real important. But there's always an

                                     appeal.

                                     >>MALE  LEE  And we occasionally have

                                     people who are unhappy with the

                                     assessment and think they need more,

                                     and we give them the information and the

                                     climate systems program, and the state

                                     program where they can make their

                                     appeal grievance.

                                     >>MALE  PHIL  I was going to say that I

                                     think, kind of what happens in Arizona

                                     quite often and you can confirm this, is

                                     you get new case managers, or you get a

                                     directive that kind of comes down through

                                     the program contractor or the health plan

                                     that's coordinating the services and they

                                     all of a sudden, they're cutting hours.

                                     They start cutting hours, and I know what

                                     we do, we kind of refer that over to the

                                     advocacy side of the house and make sure

                                     that our advocacy specialists and our

                                     independent living advocates work with

                                     consumers and take those calls and talk

                                     with them about their service cuts, and

                                     then mentor them, so that they do file

                                     those appeals and those grievances,

                                     because what happens is once those

                                     appeals both go to the health plan, but if

                                     they go to the Medicaid agency also,

                                     that's when the Medicaid agency is going

                                     to be on the phone and they're going to

                                     call the health plan and they're going to

                                     say, "Hey what's going on over there?

                                     You're cutting folks that were, had been

                                     for years a been getting 25 or 30 or 40

                                     hours a week and all of a sudden you're

                                     cutting 15?" So I just think working with

                                     consumers, again it comes back to they

                                     need to submit those appeals. I mean it

                                     doesn't really, that's where it's not

                                     effective if it's just the center that's doing

                                     the advocacy.

                                     >>MALE  MIKE  And the center can't

                                     appeal an individual's plan of care. An

                                     individual has to and so we have to make

                                     sure we have a way to help them. I mean

                                     in our state, even when we have had

                                     waiting list, hard frozen, for three years,

                                     there was like what's called a " crisis

                                     exception " where again it was an appeal

                                     where there was a way for people to get

                                     served if they met certain criteria, so even

                                     on a hard freeze, and I would say, you

                                     know, depending upon where everybody

                                     is from, that's really, to me that crisis

                                     exception, that was the Olmstead

                                     decision. That was our state complying

                                     with Olmstead, notwithstanding a hard

                                     freeze, people at imminent risk of

                                     entering a facility and that was really one

                                     of the main criteria, excuse me, an

                                     institution was going to get served so

                                     they wouldn't violate the law and so again

                                     that's assisting that way.

                                     >>MALE  PHIL  There's a fair amount of

                                     turnover amongst case managers. I'm

                                     speaking how it works in Arizona, but

                                     with a case manager that is working for

                                     the health plans that authorize the

                                     number of hours per week, with a fair

                                     amount of turnover, you get new folks in

                                     there that really don't, you know, they're

                                     new to this, and that's, and it's almost, I

                                     know our people will, it's almost an

                                     educational process to talk, let them

                                     know, "You're probably being a little bit

                                     stingy on that," and once they learn a

                                     little bit how the program works, then

                                     some of those new case managers won't

                                     be doing, making those drastic kind of

                                     cuts that were definitely inappropriate.

                                     >>SPEAKER  RICHARD  You know from

                                     observing the way this seems to work in

                                     the DD community, the developmental

                                     disabilities community and the programs

                                     there, I believe it's quite routine for the

                                     program that is providing service to assist

                                     someone in appealing the number of

                                     hours. Those folks don't lose a lot of sleep

                                     over a concern about the organization

                                     providing services assisting in appealing

                                     decisions about hours, and it doesn't

                                     seem to be perceived as a serious conflict

                                     on the part of the agencies. It seems to

                                     me that if there's an appeal and if there's

                                     merit for the appeal, that that probably

                                     will help you move it forward, so I guess I

                                     would just say it's probably not something

                                     to lose a lot of sleep over, in my

                                     judgment, and maybe you guys have

                                     something perfected on that.

                                     >>MALE  LEE  That's not something I

                                     would lose sleep over but it does affect

                                     the communities perception, if they think

                                     you're doing it just for money, that's a

                                     problem. But as long as the consumer

                                     gets more what they need, I'm not going

                                     to lose sleep on that.

                                     >>FEMALE  Let me just make a comment.

                                     As a provider, it's imperative that you

                                     understand the consumers' appeals

                                     rights. As a provider, you may do

                                     something that will keep them from

                                     having that opportunity. For instance,

                                     you're assessing someone and they come

                                     back and say, "No, you only are going to

                                     get two hours."  If you accept that, and

                                     provide the two hours, sometimes that

                                     gives the person, they lose their right to

                                     appeal. You need to ask for what they

                                     want, and then if they deny or modify,

                                     then they have the right to appeal. Some

                                     agencies just don't understand that.

                                     They'll just say, "Okay that's what the tool

                                     comes out to, that's all we can give you."

                                     Well at that point then the consumer has

                                     no appeals right, no means to, they'll say

                                     well the agency said that was fine. So be

                                     careful in that you understand the appeals

                                     process for the consumer.

                                     >>FEMALE  Here in Missouri we have a

                                     third party coming in and assessing our

                                     participants and a lot of times they're not,

                                     they don't know anything about

                                     disabilities so they'll be really heavy

                                     handed on the housekeeping and the

                                     transportation and stuff like that and give

                                     five minutes for a bowel team which

                                     doesn't really work, so we have somebody

                                     come in, we have a supervisor with an

                                     independent living center who works with

                                     the participants will go out to the home

                                     and go over the assessment with them

                                     because these people are strangers that

                                     are coming in and assessing them and we

                                     have, we see them sometimes once a

                                     month, every three months, we have a

                                     really good relationship with our

                                     participants, and so we feel comfortable

                                     enough and they feel comfortable with us

                                     to tell us what they need on a regular

                                     basis so we find we're kind of teaching

                                     our participants to advocate for

                                     themselves regarding their personal care

                                     needs which helps a lot when it comes to

                                     the appeal or if they have an appeal

                                     hearing or something like that, so that

                                     kind of helps. We kind of guide them, but

                                     they are definitely in the driver's seat on

                                     advocacy.

                                     >>FEMALE  I think for me, the fear is just

                                     where, keeping that line separate that

                                     you're still a CIL first and I've seen that

                                     with waiver, where it sort of takes over

                                     the whole CIL and they're not so strong in

                                     advocacy any more, or doing those core

                                     services, and so I guess that's how, I

                                     want to know how to keep from doing

                                     that.

                                     >>MALE  MIKE  Right, and that's what we

                                     try to talk about and what Ami was

                                     talking about, the tail wagging the dog

                                     and all that. That's exactly a big fear, and

                                     it's a real problem. It can be a real, real

                                     problem with boards and with staff and so

                                     on, especially as the center kind of gets

                                     away from the founding advocates is kind

                                     of what I've noticed a little bit, and again,

                                     that is back to the leadership, the

                                     director, and the board has to be

                                     absolutely clear on the philosophy, and on

                                     the mission of the agency and staying true

                                     to that. I mean mission drift can happen

                                     anyway. Now structural ways to do it that

                                     we've looked at is kind of looking at

                                     having, which I think maybe Phil is

                                     mentioning, how you manage things to

                                     make sure that you have got separate

                                     advocacy over here that's not linked to or

                                     underneath the service provision on the

                                     Medicaid side.

                                     Other strategies can even be over time,

                                     maybe have a separate, besides a

                                     separate administration, a separate

                                     company provide certain things. It

                                     depends on what you're doing, whether

                                     it's case management or the direct service

                                     but even a completely separate company

                                     providing that can be the way, too, but

                                     bottom line is true to your mission and

                                     making sure that the board and the

                                     executive management keep people true

                                     to the mission, and then ongoing trainings

                                     are important, too, to have IL philosophy,

                                     advocacy updates and so on with your

                                     service staff that we've done and also

                                     trying to make sure that all the staff at

                                     least have access, if not direct

                                     participation, in the kind of independent

                                     living activities, and you don't have staff

                                     that all they ever do is the Medicaid stuff.

                                     Are they going to NCIL, are they going to

                                     APRL, are they being involved in

                                     community activities and all other kinds of

                                     independent living things to sort of keep

                                     the blood thick.

                                     >>MALE  PHIL  I was going to say, too,

                                     what Mike hit on is really, really true,

                                     especially at the board level and I know

                                     what we've done is started bringing in my

                                     management staff that run the different

                                     programs on an every couple months, so

                                     that my advocacy director gets in front of

                                     my board, at least three times, four times

                                     a year, and can talk to the board about

                                     what we're doing on the advocacy side.

                                     Because I know our board, especially

                                     when we go over financials, financials are

                                     dominated by the PAS program so the

                                     board gets into, they do get into, "Wow

                                     we're doing great, there's millions of

                                     dollars here," and all that and then they

                                     do, they forget, and they know about the

                                     business side of running a PAS program,

                                     but they forget about, that the center is

                                     doing advocacy, that we're doing

                                     employment services, we've got WHPPA

                                     program and of course all the independent

                                     living core service stuff, so it is really

                                     important, because boards can, the

                                     mission can keep moving away from core

                                     does happen.

                                     >>SPEAKER  SUZANNE  I haven't heard

                                     that term " mission creed " before.

                                     >>FEMALE  Even through the appeals

                                     process through your state, if it is denied,

                                     don't ever stop there. You need to

                                     continue to go on to district court. I have

                                     one in New Mexico, we are in the appeals

                                     process. They denied it, we took it to the

                                     district court and the person receiving 91

                                     hours of PA services.

                                     >>SPEAKER  SUZANNE  The next question

                                     has to do with fraud detection and

                                     education for participants. There's not

                                     really a question here so if we could just

                                     briefly talk about how you identify fraud

                                     and how you educate your participants for

                                     intentional fraud and unintentional fraud.

                                     >>MALE  PHIL  I think this is a question

                                     Ginger can answer.

                                     >>MALE  LEE  We don't have that problem

                                     in Wisconsin!  (Facetious)

                                     >>MALE  MIKE  We have staff that really

                                     makes sure and checks that the

                                     signatures are there. Our program is self

                                     directed, so we don't have a whole lot of

                                     oversight, our case managers,

                                     responsibility at either, but our case

                                     managers, I mean they check in with

                                     people on a regular basis. Our packets

                                     that we go through with people very

                                     carefully, definitely outline fraud and

                                     responsibilities to not commit crimes and

                                     to report and so on. And that's really, you

                                     know, kind of it.

                                     >>MALE  PHIL  I think staff get savvy

                                     about seeing things that just smell bad

                                     and Gwen has brought stuff to me on

                                     multiple occasions where you've got

                                     someone submitting a time card but you

                                     know, but the time card is being faxed in

                                     from California. (Audience laughter)

                                     Something is not right.

                                     >>MALE  MIKE  The signature doesn't

                                     look right, because they see the stuff.

                                     >>MALE  LEE  I think there's some ethics

                                     to that, too. I think it's still true that if

                                     you're on Medicaid, you're not eligible for

                                     PAS services outside of the state? So if

                                     you have a consumer and they're going to

                                     the national conference in Washington

                                     and they want to take their attendant

                                     with, technically, they are not entitled to

                                     that service, or you can't bill for it. I guess

                                     they can take them but you're not eligible

                                     to pay for it.

                                     Well, what do you do, Mike?

                                     >>MALE  MIKE  I personally don't know

                                     much about situations like that

                                     (facetious) that's my story and I'm

                                     sticking' to it.

                                     >>MALE  PHIL  Lee pays for it out of his

                                     own pocket!

                                     >>MALE  LEE  Now that is a dilemma. That

                                     is against the law, yet we, I think all don't

                                     do it that way. But then there's other

                                     cases where a worker doesn't show up,

                                     somebody is in the hospital, whatever,

                                     and that's clearly fraud.

                                     >>MALE  MIKE  Actually, I do have

                                     somewhat of an answer to that. It's a

                                     little different, out of state ADAPT you

                                     mention, I'm not at work, none of my

                                     staff are at work, they are on leave and

                                     they have signed leave requests, and you

                                     know what, and so it's not much, it's a

                                     thin veil, I will admit, but we are acting as

                                     volunteers and as advocates and I'm not

                                     the executive director of my center, I'm

                                     not acting in that capacity. I'm not acting

                                     in the capacity of a service provider and

                                     that really is true and that's what I feel.

                                     >>MALE  LEE  That's not the question. The

                                     question is should Medicaid be paying for

                                     them when they're out of state?

                                     >>MALE  MIKE  Well aside from the rule.

                                     >>FEMALE   We can, actually, boys, men,

                                     settle down!  We can provide services out

                                     of state. However, there is a process that

                                     you have to do and that is, you know, just

                                     briefly you have to notify the doctor, you

                                     need to have that part of your plan that

                                     this is going to happen, so yes, it can be

                                     provided out of state. However, though, if

                                     you know somebody went out of state and

                                     they didn't bother to call the office and

                                     ask for permission, well then absolutely

                                     not. They're not following the procedure

                                     that needs to be.

                                     >>SPEAKER  SUZANNE  And all this has to

                                     be conveyed to individuals. We see a lot of

                                     unintentional fraud, for example,

                                     accompanying participants to the hospital.

                                     Well we're still providing personal care,

                                     that just makes sense, but it's not allowed

                                     so that's why you have to be really clear

                                     in conveying to individuals that no, this

                                     would be a fraudulent situation and we

                                     would have to recoup the money. And

                                     here, we hear all the time that participant

                                     direction is just full of fraud and abuse.

                                     That's fairly undocumented but to that

                                     end, we have developed a little webinet

                                     on our website that talks about fraud and

                                     abuse and you can tap on the website and

                                     look at that. It's about a 30-minute

                                     presentation and it's free to everybody.

                                     So you might want to look at that. We get

                                     a lot of work on that, actually.

                                     >>FEMALE  GWEN  I'd like to just caution

                                     all of you regarding fraud. The home

                                     community based services is a very small

                                     group, even though we provide to 1600

                                     consumers and we have that many

                                     employees, word spreads. So if you have

                                     suspicion that there's fraud in whether it's

                                     on the time card or submitting hours

                                     while they're in the hospital, whatever it

                                     is, if you have a suspicion, you need to

                                     check it out. Because if you think, "Oh

                                     yeah, you know, next time," the word gets

                                     around because now that person has

                                     gotten by with it. And they'll do it again

                                     and they'll tell their friends, and those

                                     friends will tell their friends, and before

                                     you know it, you have a huge, huge

                                     problem. So I just caution don't ignore it.

                                     >>FEMALE  And the thing is, I always tell

                                     them, too, I am not going to let you ruin it

                                     for 1300 other people. You know, you're

                                     not going to do that. You can't play right,

                                     you're out.

                                     >>FEMALE  You also have to take into

                                     account size of community and I think

                                     that probably has a big impact on kind of

                                     fraud and how those kinds of things are

                                     alleged or handled, because I know for us,

                                     and given the population in Topeka is

                                     about 130,000 so not a lot. I tell folks it's

                                     the largest small town you will ever live

                                     in, and so it's really important. And that's

                                     part of why we rely, and what Mike was

                                     getting out, we rely on that independent

                                     living counseling piece, that engagement

                                     with consumers, because I have a benefit

                                     of I do know almost every single one of

                                     our consumers, and almost all of their

                                     workers, and so you may find yourself

                                     running out to pick up cat food at lunch

                                     and you see somebody who you're pretty

                                     sure is somebody's worker, and then you

                                     go back and you check. And it's not that

                                     somebody can't have a second job, but

                                     you know having kind of a smaller

                                     community, and really treating the service

                                     as a community service is kind of how we

                                     manage to get behind the back, because

                                     it's also really easy for families to say,

                                     "You have family conflict, that happens a

                                     lot," aunt doesn't agree with the way

                                     daughter is taking care of mom and so

                                     they call and it creates this big web, this

                                     big triangle, and that's why we really do

                                     emphasize engagement of the folks and

                                     knowing them, so that you understand,

                                     "Oh this is the estranged aunt who is

                                     upset. "

                                     >>SPEAKER  SUZANNE  One more

                                     question and then we'll have a break. This

                                     should be a simple one, or it should be a

                                     quick one, not a simple one. What is the

                                     ratio of clients, consumers per nurse or

                                     care coordinators, what is the maximum?

                                     >>MALE  MIKE  You know there's not a

                                     particular maximum that I am aware of.

                                     There may be in certain states may set

                                     regulations about a maximum or

                                     something like that. There's not like a

                                     national maximum, so it's really what the

                                     providers think makes sense. You know,

                                     to do the job. From what we've seen in

                                     our state, the emergence of the for profit

                                     case management companies is where

                                     we've seen what pretty big number of

                                     people, because they're trying to make

                                     money, and that's been of concern. I think

                                     to this state, advocates and so on.

                                     Our agency, we try to keep the numbers

                                     down smaller, one, to try to do a good job,

                                     and two, back to the earlier question, so

                                     our IL counselors have time to participant

                                     in other independent living center

                                     activities and things like that. If they've

                                     got such a large number of people, you

                                     know, that that's all they can do, then

                                     that's going to cut into their ability to

                                     engage in other stuff and so we

                                     purposefully keep the numbers down a

                                     little smaller so they have the opportunity

                                     to be able to engage in that, and so with

                                     us, it's like 40 or 45 is probably around

                                     tops that we would start looking at. Now

                                     with certain changes coming up with the

                                     state and the way that they're

                                     rearranging the reimbursement and so on

                                     is that may have to go up a bit, even quite

                                     a bit, just so we can pay the bills, but

                                     that's what we've been doing.

                                     >>MALE   LEE  It's going to vary with how

                                     your program is set up with the state. In

                                     our calculations, we kind of would like to

                                     average 50 to 60 for the RN doing the

                                     supervision for the personal care workers

                                     but as we got into managed care

                                     contracts, some require more frequent

                                     visits than we had under other rules so

                                     that reduces the number. Also, it really

                                     depends on the service and the

                                     consumers you're supplying the services

                                     to, so for young adults like under 18,

                                     because of all the complications with

                                     family and school and such, they seem to

                                     take more time, so that would be a

                                     smaller caseload. The newer employed

                                     RN, we tend probably for six months, nine

                                     months, have a much smaller caseload

                                     than those that have been doing it for a

                                     long time, in part because the paperwork

                                     takes a long time to figure out and you

                                     get more efficient.

                                     >>FEMALE  GWEN  The case managers

                                     with the health plans, they're generally

                                     around 50 or 55. My supervisors can be

                                     anywhere from 80 to 90 consumers, and

                                     that's based on where their cases are. You

                                     know like I try to have the supervisors

                                     work close to home and their cases are

                                     like in clusters and so they don't do a lot

                                     of driving, but those that have to drive a

                                     long distance, their case loads are lower.

                                     And one other thing like Mike said, I like

                                     them to participate in other things as

                                     well, so I have some supervisors that are

                                     DCW trainers, direct care worker trainers.

                                     I have some that do CPR, first aid

                                     recertification, I have some that help with

                                     our new hire orientation, so they have a

                                     little bit of variety as well.

                                     >>MALE  PHIL  Another thing on that,

                                     Gwen, and maybe you could address this,

                                     I know that you have done a pretty good

                                     job of influencing the policies that the

                                     Medicaid agency has. You've been

                                     successful at getting them to modify some

                                     things, in terms of requirements, how

                                     many visits you have to do, 30-60-90 day

                                     stuff and when the budgets started

                                     getting cut and funding was being taken

                                     out that we actually, you actually actively

                                     advocated, "Hey you know, funding is

                                     going to get cut at this level, then we

                                     need to think about loosening up these

                                     requirements a little bit," and I don't

                                     know if you want to speak about that and

                                     what I things that got cut out or that

                                     maybe were a little excessive.

                                     >>FEMALE   GWEN  Well at the beginning,

                                     we had to do a five-30-60-90 onsite

                                     business and then quarterly thereafter

                                     and it was overkill. We would no more

                                     leave the home and it seemed like we

                                     were going back in the home. The

                                     consumer was sick of looking at us, quite

                                     frankly, and so I did go in and talk with

                                     the health plans and ACCS, and the 60-day

                                     now, we can make a phone call. Or you

                                     don't even have to make a phone call if

                                     you don't feel like there's an issue, but I

                                     require all of my supervisors just to kind

                                     of touch base and say, "How are things

                                     going?" So one visit was deleted from

                                     that, which is a huge savings when you're

                                     doing onsite visits.

                                     >>MALE  MIKE  As a followup, really, I

                                     mean if the question is, you know,

                                     maintaining quality and stuff and worry

                                     about that, you know if that's the fear,

                                     that could really be a function of

                                     reimbursement rates, and budget issues,

                                     you know, for that service, and so that

                                     could be something else to get with the

                                     bureaucrats about, and or your legislators

                                     and so on, because some of the agencies,

                                     it may not be the agency is not aware, or

                                     doesn't care, or whatever, but it may just

                                     be that, especially in today's environment,

                                     they're just trying to pay the bills, and

                                     that's a big problem.

                                     >>MALE  LEE  I want to add one more

                                     thing about this, because remember we

                                     want the majority of our employees to be

                                     people with disabilities and again, same

                                     thing when it comes to RNs because of

                                     disabilities, some of the capacity as far as

                                     volume really varies and ability to travel

                                     and so for the and so on so all of that has

                                     to be taken into consideration.

                                     >>FEMALE  I also just quickly want to

                                     say, if you are in a state that has the

                                     requirement of having RNs, use your

                                     resources wisely. Over the years, over the

                                     last 15 years, our paperwork has just 10

                                     times the paperwork than what we did

                                     before. And you have to utilize your

                                     resources, why should I be paying that

                                     nurse to do all this paperwork when she

                                     could be making these visits? So you're

                                     going to have to utilize what you have the

                                     most effective way. Why should they be

                                     standing there faxing off orders when you

                                     could have a clerical person.

                                     >>SPEAKER  SUZANNE  Let's take a fairly

                                     long break, you probably want to get your

                                     things together and check out so let's

                                     take about a 20 minute break, and we'll

                                     come back at 10:30.

                                     (Recess until 10:30)

