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                                     >>SPEAKER  Let's all have a seat and

                                     we'll get started with the rest of our

                                     agenda. During the break, I wrote some of

                                     the things we talked about on this side,

                                     and this is not pretty, but over here are

                                     some of the issues that we talked about,

                                     about starting up, funding, creating

                                     community interest, training workers, tips

                                     for success, criminal background checks,

                                     philosophy, forms, models, including

                                     others, employment taxes and in the more

                                     mature programs we have continued

                                     funding, building business, how to

                                     improve and streamlining and I

                                     categorized these items for everyone.

                                     Quality services, liability, Medicaid

                                     funding and AAA relationship. So I'll get

                                     some tape and put this over there and if

                                     you can think of any other things, scribble

                                     it during break or lunch and then what

                                     we're going to do is circle back at the end

                                     of Wednesday, or sometime, circle back

                                     and see how well we did with meeting

                                     your expectations then. Now we'll get into

                                     the heart of the matter and people who

                                     know what they're talking about will be

                                     talking. I want to introduce Mike Oxford.

                                     Mike, tell a the group a little bit about

                                     yourself, then.

                                     >>MALE  I know how to put an lavaliere

                                     mic on, first thing. I'm Mike Oxford,

                                     director of the center For Independent

                                     Living in Topeka, Kansas, been the

                                     director there since 1994, and I've been in

                                     independent living since 1984, and my

                                     whole interest in independent living is

                                     freedom and liberty and that's been my

                                     interest all along and still is.

                                     To agitate, I've increased freedom and

                                     liberty for everybody, and end oppression,

                                     that's enough of an introduction of me.

                                     Those interests really lie with personal

                                     assistance and I've been interested in the

                                     label of people of all ages for decades,

                                     now, so I'm glad to be with you all. We're

                                     starting out with philosophy, kind of

                                     where we always start but this is really

                                     important, because of the unique

                                     philosophy of the independent living

                                     movement, and you know, I'll share a

                                     little bit about my philosophy and what I

                                     think the independent living philosophy is.

                                     Everyone claims to know it and then you

                                     talk to 'em, right, and it's always different

                                     as you talk to different people.

                                     I don't think, really, the independent

                                     living movement is consistent with kind of

                                     care-taking, and you know that kind of

                                     thing, and there's a little bit different

                                     tweak here on personal assistants. I think

                                     that we really are all about advocating. I

                                     think we're about community integration,

                                     and equality, and so as we think about

                                     personal assistance, that ought to be the

                                     background for why we want to get

                                     involved with personal assistance,

                                     however you want to get involved, and

                                     that, as much as we can, should be the

                                     background for how we set up and run our

                                     programs.

                                     Now that's kind of nirvana, the

                                     philosophy, and then there's the reality,

                                     and the largest funder is Medicaid,

                                     medical assistance. That's the legal term

                                     for Medicaid. It is bureaucratic, it does

                                     have a lot of medical model, and there's a

                                     lot of paperwork and a lot of bureaucracy

                                     and that flows to the state level and there

                                     is a lot of paperwork and reporting and

                                     oversight, and a lot of medical model in

                                     there, and so the trick is how do we avoid

                                     as much of that as we can? Because you

                                     don't really, my opinion, don't really need

                                     all of that medical model stuff to have

                                     high quality personal assistance services

                                     and you certainly don't need all of that, if

                                     your interest is increasing the liberty of

                                     people with disabilities, and advancing

                                     community integration and quality.

                                     So Judi Heumann here, and this is

                                     important for personal assistance,

                                     because you run right into people who

                                     think, "Well okay it's all about having an

                                     aide take care of you, it's all about having

                                     an aide do things for you."  Well with

                                     independent living the issue is control

                                     over the decision making. It doesn't mean

                                     that you have to do everything yourself,

                                     by yourself, it's who's making the

                                     decisions? And so I think this is a real

                                     important kind of a paraphrase from Judy

                                     that really should inform our

                                     personal assistance programs.

                                     Here's the mission of my center. It's like a

                                     lot of missions that centers have, but you

                                     can see that we identify ourselves as a

                                     civil and human rights organization. That

                                     we see our mission as advocating for

                                     justice, equality and essential services,

                                     and that for integration and accessibility,

                                     and so this mission has to drive all of our

                                     programs. If we're looking at

                                     personal assistance and I'm in the state of

                                     Kansas, and the program is not consistent

                                     with this mission, then I ought not do it.

                                     Now you can try to get as close as you

                                     can, but if there are serious barriers, you

                                     know the real decision is, "How much am

                                     I going to give up?" Okay, and so

                                     sometimes what we have to do is we have

                                     to advocate and change that system so we

                                     can participate.

                                     Or you no, maybe the first level of our

                                     involvement with personal assistance is

                                     making sure the state has a program and

                                     is gonna change the medical model and so

                                     on so it is consistent with our missions.

                                     Real fast, kind of my state, my center's

                                     involvement. Our original waiver was one

                                     size fits all. It covered people and

                                     Medicaid waivers are alternatives to

                                     institutions. That's what they do is they

                                     provide an alternative to an institution, so

                                     our first waiver in 1982, the omnibus, the

                                     law creating waivers, allowing for them,

                                     federally, passed in 1981, so that's when

                                     waivers started existing. In 1982, our

                                     state had applied for a waiver. It was one

                                     size fits all. It covered people who were

                                     eligible for two kinds of institutions,

                                     skilled nursing facilities and intermediate

                                     care facilities. So again it was a pretty

                                     limited program. It was capped at either

                                     four hours or six hours. The ICF level, you

                                     got four levels, up to four hours. Nursing

                                     facility, up to six hours and again if you

                                     were assessed at needing more than four

                                     or six, you didn't qualify. You either got

                                     nothing or you got the institution. That

                                     was it. It was a hard cap. Both of the way

                                     around. One of the real aggravating things

                                     that I found out early on is they had set

                                     the cost effectiveness formula and back

                                     then, and all waivers have cost

                                     effectiveness formulas. Right now it's

                                     formula that says, "The cost of the

                                     Medicaid waiver service cannot exceed

                                     the cost of the institution," essentially.

                                     Back then it said the cost of the waiver

                                     service had to be less than the cost of the

                                     institution and that was real important

                                     and our state set it at 75 percent of the

                                     cost. They weren't even allowing people

                                     to have the same dollars.

                                     The case management and oversight was

                                     all by RNs and social workers and all state

                                     RNs and social workers, and the Aides

                                     worked for the state as contract

                                     employees, minimum wages. Services

                                     were available only Monday through

                                     Friday (giggling in audience) basically

                                     from 7:00 in the morning until 7:00 or

                                     8:00 at night and that was it, so you went

                                     to bed real early or you stayed up all night

                                     and the weekend was on your own, a

                                     nightmare, and it really was nonskilled

                                     stuff only, no quasi medical, very strict

                                     nurse practice act so that meant you got

                                     homemaker and basic personal assistance

                                     but no help with like meds or caths or

                                     wounds or anything like that. This wasn't

                                     serving people. It was better than

                                     nothing, but you can see the problems, so

                                     people started agitating right away and

                                     there were lots of people there with

                                     people sitting up all night, people having

                                     serious issues over the weekend, and so

                                     on. The aides, they knew they worked for

                                     the state, not the individual, and there

                                     was frankly theft and abuse and a lot of

                                     problems, a lot of problems that happened

                                     because the oversight was actually really

                                     pretty limited because they were, the

                                     state considered them " independent

                                     contractors " not their employees and

                                     they were not working for the individual

                                     so there was a lot of quality issues with

                                     that. Again lots of problems there, and I

                                     guess one really big problem is because

                                     they were independent contractors, the

                                     state said, they didn't pay all the

                                     withholdings and big time were the Social

                                     Security withholdings, so the IRS got all

                                     over the state and the state owed all

                                     these back taxes, and all these back

                                     withholdings. And the program almost got

                                     shut down because of this big tax bill. So

                                     the state was like, "Whoa we don't like

                                     this," and people started advocating and

                                     saved the program. The state paid the

                                     back taxes. The Aides all became full state

                                     employees, and the good thing is because

                                     of the advocacy, the director of the

                                     Medicaid program appointed this

                                     nonmedical task force and the task force

                                     actually came up with some really good

                                     principles of consumer control and self

                                     direction as part of their findings.

                                     So we saved the program. There was still

                                     the problems in it. The limitations were

                                     still there but there was enough of an

                                     advocacy-burst and a group of people kind

                                     of coalesced enough that the effort

                                     continued on.

                                     By 1988, we were drafting legislation and

                                     we were working on legislation that was

                                     gonna do a few basic things. Give people a

                                     right to direct their own services. Give

                                     people basic rights around consumer

                                     control and we knew the big barrier for

                                     what people needed was we were going

                                     to amend the Nurse Practice Act which is,

                                     I still, a bit of I would say a big, big,

                                     barrier in almost everybody's state is that

                                     Nurse Practice Act if you really want

                                     consumer control, if you really want to

                                     have people directing all of their own

                                     services, then you're gonna have to look

                                     at your Nurse Practice Act because most

                                     states, the nursing laws are pretty strict

                                     and they base, and in our state the

                                     nursing law was this. What was the

                                     definition of nursing? Nursing was what

                                     the R.N. said nursing was. (Audience

                                     giggling) nursing was a judgment law, an

                                     exercise of judgment by a Registered

                                     Nurse, and that's pretty typical in a lot of

                                     states so we knew we needed to do that

                                     and so we did. We drafted this legislation

                                     and it did a few things and if we look in

                                     this post Olmstead environment, " post

                                     Olmstead " makes me sound like a

                                     researcher -- if you think about a priority

                                     being people who are priority to be placed

                                     in an institution, so we made that a

                                     priority, people most at risk. We gave

                                     people the right to choose the option to

                                     make decisions about direct provisions of

                                     and control attendant care services,

                                     including but not limited to selecting,

                                     training, managing, paying and dismissing

                                     a attendant. Providers shall include

                                     individuals in the planning, startup,

                                     delivery and administration and training

                                     of attendant. After a big war, mainly with

                                     the nurses, and also with our state,

                                     getting this law passed. I've told this

                                     story about the advocacy effort at other

                                     places and other times. I won't really go

                                     into it but it really was a multi year,

                                     monumental effort but it was really worth

                                     it because now we have all that stuff in

                                     law and it's not just in a program. It's not

                                     just a policy. It's not just something that

                                     can be given or taken away with the

                                     change in administration, but it's a law

                                     and people have a right to do that under

                                     color of law.

                                     So that was really the interest, and my

                                     first interest, and the interest really of my

                                     agency with personal assistance was to

                                     advocate for this stuff.

                                     What was interesting, oh the other thing

                                     in the law is we dealt with health

                                     maintenance activities and make sure

                                     those were covered. We'll talk more about

                                     that later.

                                     We passed it into law. What was

                                     interesting, and then the state didn't

                                     implement the law, we'll talk about that

                                     later but I'll just mention it took more

                                     advocacy to get it implemented and then

                                     to find providers, and initially, the centers

                                     weren't thinking of themselves as

                                     providers. No one wanted to provide the

                                     self directed services and eventually my

                                     center and then another stepped up and

                                     did it and now they kinda all do.

                                     But the philosophy, again, is in kind of the

                                     liberty and increasing the liberty so over

                                     time, in 1997, (not 1977) our state was

                                     up for a labor rewrite and we were

                                     involved with the centers and our SILK

                                     was involved with the state now,

                                     cooperatively rewriting a waiver. If you

                                     can get in there with your state and

                                     rewrite the programs and be at the table,

                                     that's a very important thing, and just

                                     listening, you all have a lot of expertise

                                     and there's no reason that you shouldn't

                                     be right there, writing your states

                                     programs and policies and so on, as they

                                     come up. We were able to do that, we

                                     wrote the waiver, and what I am talking

                                     about is a waiver for people with physical

                                     disabilities, called the PD waiver and we

                                     wrote it separately. The waivers

                                     themselves are forms and they have a lot

                                     of boxes you can check for what services

                                     you can do but there was also always this

                                     other box " other " so we checked the

                                     other box and we came up with three

                                     services. Independent Living Counseling,

                                     Personal Services and Assistance Services

                                     and we'll talk more about personal

                                     assistance later but one of the things we

                                     wrote in is to be an independent living

                                     counselor, that's basically the case

                                     management function, you have to

                                     annually have at least 12 hours training in

                                     the history and philosophy of independent

                                     living, amongst other things so again we

                                     tried to put independent living right in

                                     there.

                                     Personal services, again one or more

                                     persons assisting another person with a

                                     disability with tasks which the disabled

                                     individual would typically do for

                                     themselves in the absence of a disability.

                                     So instead of trying to check box, we said,

                                     "Well the assistance is going to be

                                     whatever you would do anyway," in the

                                     absence of the disability. So it's very

                                     broad, it's very individualized.

                                     We said it was also according to the

                                     normal rhythms of the day and the idea

                                     there was that if some people normally

                                     would do those tasks from midnight until

                                     6:00 in the morning then that's when they

                                     need to be done and scheduled and so on

                                     so again the scheduling, the when, was

                                     individualized. And then we also put in

                                     assistive services and those are assistive

                                     technology, adaptive equipment, home

                                     modifications and so on in there and that

                                     was our waiver. It's been real good.

                                     Again if we think about philosophy here,

                                     obviously the ADA should be informing

                                     and driving a lot of our philosophy. I

                                     won't even go into that. The Olmstead

                                     decision, the most integrated setting has

                                     really created opportunities for us, and I

                                     thought, and a few people that we've

                                     talked, most integrated setting means a

                                     lot more than just living outside of an

                                     institution. Or living in, and appear lot of

                                     people say " least restrictive " a lot of

                                     state and federal official, they have

                                     conflated most integrated and least

                                     restricted, and least restricted is out of

                                     IDEA, education law, and they are very

                                     different. Least restricted means

                                     restriction that you minimize. Most

                                     integrated assumes integration that you

                                     maximize. I mean most integrated is a

                                     much bigger, more powerful notion, and

                                     so don't let those two things be conflated

                                     and it also means a lot more than just

                                     least restricted or just living outside of an

                                     institution. Integration happens,

                                     arguably, and I'm arguing it, with

                                     controlled decision making. With all sorts

                                     of other integration besides just getting

                                     services, you know, outside of an

                                     institution, so things like consumer

                                     control, self determination, and so on are

                                     functions of most integrated, and I think

                                     that's arguable and it's something to think

                                     about again with your program design or

                                     with your advocacy.

                                     More of the Olmstead decision. Other

                                     things, people have mentioned other

                                     things that you can do. Way back when

                                     we started, people moving out had a hard

                                     time with furniture and so on and

                                     furnishing their places so we were able to

                                     set up a warehouse, that we received

                                     donations, we gave it away. We set up a

                                     little residence for emergency housing.

                                     Again because some people, housing is a

                                     big problem and there's oftentimes a wait

                                     there but some people were in situations

                                     that a wait was unsafe or a bad idea. We

                                     felt aggressive outreach to the nursing

                                     facilities should be part of our philosophy.

                                     We weren't going to just wait on referrals

                                     or until the nursing home decided or the

                                     state decided someone should get a

                                     service. We wanted to go and

                                     aggressively look for people and talk

                                     about rights and talk about integration

                                     and community services.

                                     So how are we able to get into the nursing

                                     facilities? In the early days it was hard

                                     and we got thrown out of a lot of faces,

                                     police got called, I mean it's kind of rough

                                     (audience talking) but we eventually

                                     found a Medicaid statute that says, and

                                     this is nursing facility, so this is Medicaid

                                     laws covering nursing facilities, and it

                                     says the facility must provide reasonable

                                     access to any resident by any entity or

                                     individual that provides health, social,

                                     legal or other services to the resident,

                                     subject to the resident's right to deny or

                                     withdraw consent.

                                     Well, we started thinking the CIL we are

                                     providing social, legal and " other "

                                     services so that meant that provided,

                                     people didn't withdraw consent and they

                                     said it was okay. We had a right to be in

                                     there, as much right as anyone so there's

                                     kind of a right to access, again, that you

                                     can argue and work out in terms of being

                                     able to go in, affirmatively, meet people,

                                     and it's no big thing. I mean we don't go

                                     in people's private spaces, you don't go in

                                     their private rooms but there are kind of

                                     public spaces, shared public areas in all

                                     facilities and you can go there and talk to

                                     people about services, programs, give a

                                     brochure.

                                     We created a brochure that's in the

                                     materials. And again also in your

                                     materials are some of our move-out

                                     planning, move-out checklists so on for

                                     you to look at. I don't want to go overtime

                                     but it's in there to look at but again the

                                     move-out is not a casual kind of shoot off

                                     the hip thing. I mean there's a lot of

                                     ground to cover, there's a lot of issues.

                                     It's got to be done right because you don't

                                     want to start moving people out and have

                                     them get hurt. One, we don't want people

                                     to get hurt. Two, you know, when you

                                     begin moving people out, it's kind of like

                                     the facilities, maybe the state, is just

                                     waiting for a problem so they can blow it

                                     up and then make a big deal out of it like,

                                     "You shouldn't have been doing it to begin

                                     with," so there's a political issue and most

                                     importantly there's a personal issue that

                                     you want to make sure people are served

                                     well and they're happy and healthy and so

                                     on. -- a political issue -- and so move-out

                                     plans so that is based on how your

                                     services and programs are. That's really

                                     the rest of it.

                                     Really, that's just a snapshot, kinda, of

                                     how our center's philosophy, in our state,

                                     was able to really create some innovative

                                     services, to create rights, and to kind of

                                     expand services in different ways that

                                     people needed.  And so next up will be

                                     Phil.

                                     >>SPEAKER  Just a note, we're going to

                                     save questions, let all of our speakers talk

                                     and then we'll have them over the

                                     session.

                                     We have another little " changing of the

                                     guard " here. Thanks, Mike, for the

                                     presentation, Mike in Topeka, and Kansas,

                                     was doing all of this, when participant

                                     direction, consumer direction was just a

                                     twinkle in other people's eyes, they were

                                     actually fighting for it long before many

                                     others even realized it existed so Kansas

                                     is certainly to be commended for that.

                                     They have a very mature program that we

                                     can learn a lot from.

                                     .

                                     >>MALE  PHIL  Well good morning,

                                     everybody. It's on. I'm Phil Pangrazio, the

                                     center director at Arizona Bridge for

                                     independent living and for the rest of the

                                     year I'm going to call it ABIL, which

                                     makes me of court ABIL-man (audience

                                     laughter) I've been the center director for

                                     just over 11 years now, and I kind of

                                     thought I would start by maybe giving you

                                     a little bit of history behind our center and

                                     maybe how our program got started. You

                                     know interestingly, I got involved in

                                     independent living around 1991. I think it

                                     was in the middle of 1991 when I became

                                     a board member at ABIL, and that was

                                     kind of my first indoctrination into

                                     independent living. Suzanne Webb was

                                     the executive director at ABIL and she

                                     served for about nine years. Bob Michaels

                                     was the center director at ABIL prior to

                                     Suzanne and kind of all during this time, I

                                     actually started my career in hospital

                                     administration. I was working for the

                                     county hospital. I started out in medical

                                     assistance eligibility, and I went over to

                                     the County Hospital and worked in

                                     administration, finance, budgeting, and it

                                     was really interesting because at the time

                                     the attendant care program was run by

                                     the County Health System and it was

                                     funny listening to Mike talk about how the

                                     county got in trouble with the back taxes.

                                     Same exact thing happened. They were

                                     cutting checks to the consumers, or yeah,

                                     they were cutting checks to the

                                     consumers, thousands of consumers, and

                                     then the consumer would turn around the

                                     pay the attendant, of course the county

                                     never paid any attention to the fact that

                                     someone was actually supposed to be

                                     paying the taxes, and no, the consumer of

                                     course got the check, and they're like

                                     wow, I'm not paying the tax, I'm just

                                     going to pay my worker and kind of

                                     manage it in that fashion, so same exact

                                     thing. The county got in a lot of trouble,

                                     they had to pay the IRS, who came

                                     a-calling and they had a huge liability

                                     obligation that they had to deal with and

                                     that was actually one of the impetuses for

                                     the county wanting to get other players

                                     involved, and at the time, this was in the

                                     mid '80s when all this was happening. In

                                     fact you're going to hear from Gwen Dean,

                                     raise your hand real quick, our director of

                                     Personal Assistance Services program and

                                     Bob Michaels actually hired Gwen and so I

                                     have to thank Bob for hiring Gwen, and I

                                     suspect we have quite a few Gwens in the

                                     room here, because she's been doing our

                                     program since, literally, the late 1980s,

                                     and kind of got it started.  But we

                                     originally started, we were like many

                                     Centers For Independent Living, we would

                                     recruit the attendant workers, PAs, and

                                     then we would train them, and then we

                                     would refer them out to consumers. But

                                     the county was still running,

                                     administering it all, and paying, as I said,

                                     they were paying the workers at that

                                     time. Or they were paying the consumers

                                     and the consumers would turn around and

                                     pay the employees, so ABIL, we kind of

                                     developed the systems to train the

                                     personal assistant workers, and you know

                                     we became very proficient at it. We

                                     developed a very elaborate training

                                     program, and one that in fact the county

                                     kind of usurped our training materials

                                     over the years on several occasions, and

                                     began developing their own internal PAS

                                     program.

                                     It was probably in the early 1990s when

                                     the county came to ABIL and said, "We'd

                                     like you to take the whole enchilada," and

                                     become the employer, and handle all of

                                     the payroll and the workers would

                                     become our employees, so we did that for

                                     several years, and I remember the

                                     decisions by the board at the time,

                                     because our board was, I think, well our

                                     executive director at the time was a little

                                     reluctant and concerned about the rate

                                     that we were gonna get paid because I

                                     think at the time the rate was like 8.50 an

                                     hour and can you imagine trying to run a

                                     program at 8.50 an hour, and so but the

                                     board forged ahead. In fact one of our

                                     board members, who is since deceased,

                                     put up a, he loaned ABIL $25,000 to float

                                     our cash flow and that's kind of how it got

                                     started, and he took out a line, a home

                                     equity loan and gave us $25,000 to start it

                                     so we got it started and I think we grew

                                     to over a thousand attendants by the mid

                                     1990s and at that time, the county, they

                                     were I don't know what happened exactly

                                     but they decided they wanted it back and

                                     they took and they came in and they took

                                     it all back and they demanded our

                                     databases and our procedures and

                                     policies, and so they, we were like, kind of

                                     felt like we had to give 'em, so we did. We

                                     gave it all back.

                                     Within one year they came back to us and

                                     said, "ABIL, would you consider taking

                                     this program back," so we did it, we lost it

                                     for like a year and then we got it, maybe a

                                     year, year and a half, I don't remember,

                                     but then we got the program back, and

                                     we've been running it ever since.

                                     It's interesting, in fact when I was

                                     working at the County Hospital and I

                                     knew the people that were running the

                                     PAS program, they were registered

                                     nurses, and I know we have some nursing

                                     people here. My mother was a registered

                                     nurse, and I love my mother. (Audience

                                     laughing)

                                     But it is a medical world that nurses live

                                     in and we know our program is not

                                     medical, it is nonmedical programming,

                                     and so I remember talking to some of the

                                     nurses that were running the PAS

                                     program at the county at the time and

                                     they, philosophically, this just really

                                     wasn't their gig, and they didn't value the

                                     workers. They saw the workers and the

                                     consumers, I mean let's face it our

                                     consumers are Medicaid, low income

                                     people with disabilities. Many of them

                                     come from very much socioeconomically

                                     disadvantaged communities, so some of

                                     these high paid registered nurses running

                                     those programs were not particularly

                                     sympathetic about neither the worker nor

                                     the consumer. So where the element of

                                     respect and dignity that needs to become

                                     part of our program, which I know is a

                                     huge part of ABIL's program and why we

                                     are successful, because we respect our

                                     workers and we also were empathetic to

                                     people with disabilities that need the

                                     assistance from the PAs to live in

                                     communities and be as independent as

                                     possible. So I do think that was part of

                                     our competitive edge that we got.

                                     I wanted to talk a little bit about,

                                     changing gears, about advocacy versus

                                     services because I know that's always the

                                     big thing that gets thrown out here in

                                     CILs shouldn't be doing PAS because

                                     we're becoming providers, big providers

                                     and we really should be advocating and

                                     that's our most important mission and

                                     certainly it is important and I was going

                                     to tell a story about that, too.

                                     I recently had one of the former founding

                                     board members came and visited me, and

                                     he said to me, I know a lot of you know

                                     about the disability empowerment center,

                                     which we built in Phoenix, our large office

                                     building that we built, and it houses 10

                                     other nonprofit organizations, so we've

                                     kind of become a multi tenant disability

                                     services campus and we're also building

                                     the sports and fitness center for people

                                     with disabilities on our campus, so

                                     anyway, this gentleman came in and

                                     visited me, one of the old timers, the old

                                     time advocates in the community and he

                                     says to me, he's like, "I don't know how

                                     you did this, Phil, but it's really great, but

                                     you know, remember when we started

                                     independent living back in the old days,

                                     you know it was mid '70s and we were

                                     getting started and started off as the

                                     Arizona Congress For Action and apply for

                                     part C funding with the Feds and at the

                                     time, there was two groups. There was

                                     the advocates, and then there were

                                     people who wanted to deliver services.

                                     And I joined the advocates, " and I didn't

                                     know really what he was saying, and

                                     maybe he was saying I wasn't an

                                     advocate but that we were about

                                     delivering services, but I think, but that is

                                     how the division sort of exists in the

                                     community. There's those of us that feel,

                                     the purist that advocacy is that's what we

                                     should be doing, our sole purpose as a

                                     CIL, so that comes up when centers get

                                     into paths, but what I think though is, I

                                     think we all kind of agree, most of us, you

                                     wouldn't have come here today if you

                                     kinda didn't agree that PAS, it does

                                     enhance the CIL model, obviously for

                                     resources, it brings in resources that

                                     otherwise wouldn't be in our centers and

                                     we wouldn't have available to us. In

                                     Arizona, we have five centers for

                                     independent living and ABIL is the only

                                     center that delivers PAS, that operates a

                                     PAS program and we've tried to mentor

                                     our sister centers in Arizona to deliver

                                     PAS programs and they've really

                                     struggled, both philosophically and then

                                     capacity-wise, having the expertise and

                                     kind of the business savvy to pull it off,

                                     because it does take, it's a business model

                                     and it does take the business savvy and it

                                     is hard work to do it. Although, this is

                                     certainly not, the one thing I didn't want

                                     to have happen today is over the next

                                     three days, especially those of you here

                                     that are thinking developing PAS

                                     programs in your community, it's not

                                     rocket science, either. Even though it's

                                     hard, it's not rocket science but it can be

                                     done by you centers that are having a

                                     problem so I think that's important to

                                     recognize and I wouldn't want anyone

                                     coming away from here thinking that,

                                     "Wow this is too complicated, there is no

                                     way to do this, it's too hard to get

                                     started," and that's not the case and I

                                     know all of us are willing to help mentor

                                     those of you that are wanting to get your

                                     programs started.

                                     But going back, I know at ABIL we really

                                     believe that the PAS program enhances

                                     the CIL model because I think it provides

                                     us resources to hire the people that do all

                                     of our programs, that do outreach to

                                     rehabilitation hospitals, that do home

                                     accessibility modifications, that do our

                                     work incentives planning, that does our

                                     employment program, that does

                                     independent living skills instruction. You

                                     know so we wouldn't have funding to hire

                                     as many people, in all those different

                                     areas, do reintegration from nursing

                                     homes. We wouldn't have the resources to

                                     bring on as many people to do that work,

                                     and to do advocacy, to have an advocacy

                                     staff and have an independent living

                                     advocates, we wouldn't have the

                                     resources to do those things if it weren't

                                     for PAS and in fact, I know Gwen will talk

                                     about this. The beauty of our program is

                                     that when Gwen has a PAS consumer that

                                     has an Independent Living issue or even

                                     an advocacy issue, she refers it over to

                                     the other side of the house, to the

                                     advocacy unit, and our independent living

                                     advocates take it and they run with it and

                                     they deal with it, and they don't do it in a

                                     way where they're out to protect the

                                     empire or something. They do it, they're

                                     grass roots advocates and they handle the

                                     situations in that way. So I think we

                                     actually, that model works really well and

                                     it compliments really well and I know like

                                     many of our consumers in PAS will get

                                     referred to maybe, because our employee

                                     supervisors will go in and do home

                                     assessments and identify that this person

                                     could really benefit from having a home

                                     mod and then our home mod people go in

                                     and do a home mod so there are very

                                     complementary models.

                                     A couple other things, am I close?

                                     Because I could just keep going,

                                     (audience laughs) but you don't want me

                                     to.

                                     >>SPEAKER  SUZANNE  I'll give you a

                                     sign.

                                     >>MALE  PHIL  Maybe some more coffee.

                                     Okay. I know one thing, we'll talk about

                                     over the next couple of days is in regards

                                     to you know it's a competitive business

                                     now. Centers For Independent Living for

                                     lack of a better term invented PAS. We

                                     knew that people with disabilities,

                                     whether young or old or middle aged need

                                     personal assistance services. We're the

                                     ones that developed this program to help

                                     people stay in the community, and that,

                                     look what's happened? Now there's

                                     private company after private company,

                                     home care agencies are all out there

                                     trying to make, have a piece of this, and

                                     for the private companies, they're not

                                     nonprofits. They're not reinvesting

                                     resources into programs to serve people

                                     with disabilities. It's more of a private

                                     model, of course, with private ownership,

                                     and I think because it's so competitive

                                     now, I think the thing where Centers For

                                     Independent Living really need to make

                                     the hay is we have so much more to offer.

                                     We have so many, the broad array of our

                                     programs that are available to help

                                     consumers is what we should be

                                     leveraging to maintain and be able to be

                                     competitive in the marketplace with all

                                     the private home care companies that

                                     have popped up. I mean, how many,

                                     Gwen, how many in Arizona? 250 or 300

                                     private home care companies. And I'm

                                     sure your states have it, too. It's crazy,

                                     which is fine, too, because that's choice,

                                     and consumer have choice. We just hope

                                     they choose us!  That would be fine, too.

                                     So again, I think that understanding that

                                     CILs can leverage their services for

                                     competitive advantage is really important,

                                     is all the more reason why centers should

                                     be doing this work because we really have

                                     more to offer consumers from a broad

                                     perspective.

                                     Maybe the last thing I'll mention before I

                                     kickoff is that we're going to cover a lot of

                                     this tomorrow, when Gwen goes over our

                                     program and gets really into the nuts and

                                     bolts and details, because I don't need to

                                     do that because she'll cover that so well.

                                     Arizona started, Arizona was the first

                                     state that developed a Medicaid managed

                                     care program in 1982, and so we've been,

                                     we've actually been contracting with the

                                     managed care companies in Arizona for a

                                     long time. We have Mercy Care, well

                                     actually County Health System was the

                                     first that kind of operated under this

                                     managed care model but then when the

                                     county divested itself of the long term

                                     care program and all of the long term care

                                     program, and the acute medical care

                                     program was put out to bid, and now is

                                     run by Mercy Care which is owned by I

                                     believe Aetna, and then there's Bridgeway

                                     and SCAN, and EverCare owned by the big

                                     insurance companies, Aetna, or I can't

                                     remember the other companies that own

                                     those, but and you're seeing them in all

                                     your states, seeing all these managed

                                     care companies come into your states.

                                     The only reason I mention this is just that

                                     even though managed care elicits a lot of

                                     fear in many of us, a concern that it's

                                     going to end up devastating and

                                     decimating our home and community

                                     based programs, it hasn't happened in

                                     Arizona and hopefully it won't be the case

                                     in your states if a managed care model

                                     kinda gets thrown upon you. Lee will talk

                                     about this and I know Mike wanted to talk

                                     about it and I think we'll bounce back to

                                     each other here in a little bit but the one

                                     thing that PAS does and has done for us

                                     as a center is it actually has put us at the

                                     table with the state agencies. We,

                                     whether it's Medicaid or managed care

                                     executives and program managers, we're

                                     at the table and they want to be talking

                                     with us. They, because they value us,

                                     because we're such an important partner

                                     for them because we serve so many

                                     people that are their members in

                                     managed care organizations. The Medicaid

                                     agency is responsible for making sure that

                                     the programs are of high quality so they

                                     have a vested interest in listening to us as

                                     a center For Independent Living because

                                     we're providing and serving so many

                                     people so that element of why a center

                                     should want to do PAS, it really, it's going

                                     to enhance your power in the community,

                                     for lack of a better term. Because it makes

                                     you far more relevant and a player than if

                                     all you were was, and I don't mean to be

                                     disrespectful, but if your annual budget is

                                     a million dollars or half a million dollars

                                     and all you're really able to do is the bare

                                     core minimum four core services you're

                                     not going to be a player in the way a

                                     center that has a PAS program, and has a

                                     $30 million budget and has employees or

                                     90 employees or 100 employees out doing

                                     all the other Independent Living Services.

                                     You're going to have a far greater seat at

                                     the table, so I want to make that point.

                                     There was something related to that I

                                     wanted to say but it will come up later.

                                     That's really all I wanted to share. I'm

                                     going to let Lee come up and kind of go

                                     through his, he's going to talk about his

                                     program, and I know there will be

                                     questions later so thanks.

                                     .

                                     >>MALE  Lee I'm the director of

                                     independence first in Milwaukee, Lee

                                     Schulz, and I've been there since 1986.

                                     Photograph Phil and Mike have given a

                                     fairly positive look on PAS services in

                                     independent living centers and I hope to

                                     do the same thing, but I thought I'd

                                     mention that the last time I did a

                                     workshop was about four years was Mike

                                     at NCIL and I believe the title of it was

                                     something like, "If it can go wrong, it

                                     will," and we've experienced it!

                                     I currently have about 1600 employees,

                                     and I think Mike is somewhere in that

                                     ballpark. The fact of the matter is over the

                                     course of 20 years doing this, that we've

                                     really seen a lot of different problems

                                     everywhere from workers comp to theft,

                                     you just name t we've experienced it, so

                                     even though we're really presenting how

                                     to run a good PAS program, you need to

                                     know that we've also hit on the down side

                                     so if you have questions about that at any

                                     point absolutely ask us. We're not shy

                                     about sharing that because it's just part

                                     of running the business. I wanted to lay

                                     that out to start out with.

                                     We started our PAS program in 1991, and

                                     kind of on the same path that Mike was

                                     talking about, in Wisconsin, we had a

                                     waiver program for long term care called

                                     Community Options Program and over

                                     time that morphed into about 12 different

                                     waiver programs and got real complicated

                                     but what was really the trigger for,

                                     actually the state was the impetus for

                                     developing the PAS programs at the

                                     center, and the reason was both state and

                                     county governments were having

                                     problems with not complying with law.

                                     Taxes. Unemployment. That kind of stuff.

                                     Workers compensation, the money went

                                     to the consumer and the consumer hired

                                     the worker, and didn't have

                                     unemployment comp or workers comp

                                     and when they got injured that was a

                                     problem so because of that, and I think

                                     one of the materials that we sent off

                                     that's available to you, very simply, the

                                     legislature, basically in two sentences,

                                     developed this new service called

                                     personal assistance, 11.05 was the

                                     original rate for those services. I think it

                                     was 1990 that was available to centers,

                                     and two of the centers in Wisconsin

                                     immediately got into it. We did not, and

                                     very deliberately did not because I was

                                     scared as hell to do it. As Mike was

                                     saying, it's Medicaid. It is giving up

                                     control to people that, how do you find

                                     them, how do you deal with them, all that

                                     paper and all of that, it just seems really

                                     dangerous. And I think maybe, too, as a

                                     nondisabled independent living center

                                     director at that time I was really scared of

                                     it because it seemed like I was going to

                                     the dark side. (Audience laughter)

                                     And the other thing was at that time, we

                                     had, oh, probably maybe we were about

                                     800, thousand, or million dollar budget

                                     and looking at the numbers, it looked

                                     really spooky that we would go bankrupt

                                     really quickly. Fortunately, there was a

                                     state person that was ahead of our DHS,

                                     Department Health Services at the time,

                                     even though there were two other centers

                                     doing it in Wisconsin, they were not in

                                     Milwaukee, so they were in lower

                                     population areas, and he really wanted to

                                     show that it would work and he had to

                                     have Milwaukee to do it, so he was

                                     constantly on me to approve doing it, and

                                     I basically told him, kind of with board

                                     approval, "We couldn't do it unless we

                                     had some startup money," and we

                                     actually got him to kind of manipulate the

                                     system, so we got $120,000 to start up

                                     our program. We really only needed about

                                     forty but it was a nice cushion and that's

                                     how we start. So that's kind of the

                                     beginning of our having a PAS program.

                                     I'm convinced, I was convinced then and

                                     I'm convinced now that it really did fit

                                     with our mission because it has allowed

                                     us to get really involved in getting people

                                     out of nursing homes, keeping people out

                                     of nursing homes and other institutions,

                                     because it's a service option that they

                                     didn't have before. How it has really fit in

                                     with our center, too, and being a fairly

                                     larger area, we'd really expanded our

                                     diversity. We have different populations in

                                     the city. We have a relatively large

                                     Russian immigrant population and

                                     Hispanic population and through this

                                     program we've recruited nurse who is

                                     speak Russian, Spanish, it's just added

                                     lots of diversity and it kind of gets into

                                     what Phil was kind of finishing up is it's

                                     made us a player in the community and in

                                     this state on all kinds of different levels.

                                     We know the issues. And over the last

                                     seven years, Wisconsin has moved from

                                     straight Medicaid to the managed care

                                     system so it's made us a player as

                                     changes have happened with the Medicaid

                                     locally moving to managed care. It's made

                                     us a player in the city as far as the ethnic

                                     populations. We're involved in housing

                                     issues because we have attendants

                                     working all over the city in different

                                     geographic locations and then in HUD

                                     housing and so forth and so on. It's

                                     allowed us to, and I think Mike mentioned

                                     this, in terms of resources, we've been

                                     making, profit-wise, probably a million

                                     dollars a year, usually more than that, on

                                     our personal care program for the last

                                     probably 10 years, and we budget about a

                                     million dollars in IL staff or grants to

                                     people who pay rent or buying furniture,

                                     so we're expanding around a million

                                     dollars a year keeping people in the

                                     community in some fashion. So it has fit

                                     very well with our IL mission. But our

                                     program in Wisconsin at this time,

                                     anyway, and as the managed care comes

                                     in, it's changing and Ginger who will,

                                     knows all the details and I don't any

                                     more, I forgot what I was going to say.

                                     Oh well, I guess it wasn't important.

                                     >>MALE  I was mentioning how long

                                     you've been director, senior.

                                     >>MALE  PHIL  There's no stress in this

                                     job, until we got PAS, I didn't have gray

                                     hair (laughter).

                                     In Wisconsin, the way PAS was set up, we

                                     have to have RNs supervising the personal

                                     care workers, so we currently have about

                                     20 to 22 RNs that are supervising 1600

                                     personal care workers. And again, if you

                                     would mention that to somebody,

                                     especially 20 years ago in independent

                                     living, they would say you're absolutely

                                     nuts, you are on the dark side. We try and

                                     recruit RNs who have a community

                                     background, and we've found hospice

                                     nurses are generally pretty good because

                                     they're already kind of in the direction of

                                     consumers have a right to die, basically,

                                     in hospice. And then we try and brainwash

                                     them for the first week (laughter) as to

                                     what independent living is and get the all

                                     new RNs to go to NCIL or to Adapt

                                     Actions, and that's how we try to

                                     counteract the medical model, and I think

                                     it's worked pretty well. The benefits of

                                     having a PAS program, again we've made

                                     a lot of money on it and we've used those

                                     resources to influence things in our state,

                                     help consumers, and then also been

                                     involved in some national issues. I think

                                     that's about all I have, actually. Oh I have

                                     a question though and I think we can go

                                     to questions, right?

                                     >>SPEAKER  If I could have Phil and Mike

                                     come back up so we can be in front of the

                                     camera. We'll open this up for questions

                                     for the three gentlemen. And be sure and

                                     use your microphones when you ask a

                                     question. I'm sorry, Phil, if you could

                                     move in just a little bit more.

                                     >>MALE  You've all mentioned at one

                                     time or another how many employ he is

                                     you have, 1600, 22 nurses, blah, blah,

                                     blah, you have to set up corporate

                                     structure that allows you to maintain the

                                     integrity of your IL staff as a majority of

                                     people with disabilities, talk about how

                                     those details work?

                                     >>MALE  LEE  That's easy, as far as

                                     federal criteria for being consumer

                                     directed I said living center it does not

                                     include personal care workers or sign

                                     language interpreters for the deaf, so but,

                                     I will say that as you grow, I mean, we

                                     now have 100 in-house staff, not counting

                                     the personal care workers. It's

                                     interesting, I feared that, and I think

                                     early on, as we were growing, gradually,

                                     our first year of operation, we had 60

                                     consumers, so one RN.

                                     But as time has grown, I now have 10

                                     folks who work in human resources. We

                                     have I think around 10 people in

                                     accounting, and a lot of those folks are

                                     handling time sheets, handling hiring

                                     personal care workers and firing personal

                                     care workers and so forth and so on.

                                     It's interesting as we've expanded, it

                                     seems like I'm finding a lot of people who

                                     are into numbers and accounting who

                                     have disabilities, finding quite a few

                                     people in HR who have disabilities so as

                                     we've been expanding our staff, we've not

                                     had an issue of maintaining the majority

                                     of persons with disabilities as

                                     staff/management/obviously board of

                                     directors, but sign language interpreters

                                     for the deaf you would have problems

                                     because the nature of their job would kind

                                     of preclude disabilities to some extent so

                                     that's why the Feds have done that. That's

                                     my answer.

                                     >>MALE  MIKE  We're a little different.

                                     We have been a little different in that the

                                     attendants are not our employees. They're

                                     the employees of the individuals with

                                     disabilities that hire them. And so we do

                                     run payroll for 1500, whatever, people,

                                     goes up and down, but again they haven't

                                     been our employees, so that's been good

                                     for a whole lot of reasons, including some

                                     of the things that can go wrong along the

                                     way. That's been a good thing.

                                     In terms of the other staff, it's really just

                                     like Lee, in that we think that in

                                     particular, in terms of the independent

                                     living counseling and so on, as we'll talk

                                     about later, the way that language is

                                     structured, it really encourages that

                                     everybody would hire among the disability

                                     to perform that independent living

                                     counseling role so as we've expanded

                                     with the our employees that we've needed

                                     to do the Medicaid services that are our

                                     employees, the case management, the

                                     independent living counseling, finance,

                                     and so on shortstop we've found people,

                                     qualified individuals with disabilities to

                                     fulfill that roll and what's really cool is

                                     these are professional high paying jobs

                                     with benefits and everything that we're

                                     also creating employment opportunities.

                                     Because of personal assistance, I think in

                                     our state, the centers have become one of

                                     the largest employers of people with

                                     disabilities and maybe the largest of the

                                     high paying professional jobs of anybody

                                     in the state, because as we've grown our

                                     budgets and our philosophy is remain

                                     committed to that, that's happened so

                                     that's been a really good side effect.

                                     >>MALE  PHIL  My answer is the same as

                                     Mike and leave have given. We've been

                                     able to maintain compliant to that

                                     regulation, so you would think that it

                                     could be a challenge, when we have how

                                     many supervisors on your staff?

                                     >>FEMALE  19.

                                     >>MALE  PHIL  19 and some have

                                     disabilities and some don't, because the

                                     supervisory staff are the people who go

                                     out and do the home visits, so again some

                                     of that job, even though you could have a

                                     disability to do the job, but it could be

                                     challenging for someone who might be a

                                     wheelchair user to get in a home and do a

                                     home assessment, but we have been able

                                     to maintain our compliance, but yeah, it's

                                     something you have to work around, not

                                     around, but you just, it will work out,

                                     because you'll be hiring people with

                                     disabilities in other, if you have a little

                                     heavy on supervisory staff that don't have

                                     disabilities in the PAS program, you'll be

                                     using your resources to hire in other

                                     areas in your CIL where you'll be hiring

                                     people with disabilities to maintain that

                                     compliance.

                                     Question in the back.

                                     >>MALE  LEE  Our RNs that we hire who

                                     don't have disability, in six months they

                                     do sometimes they're predisposed a on

                                     other times they do.

                                     >>MALE  If these personal assistance are

                                     not your employees and they are an

                                     employee of the consumer. Are there

                                     1099s and the consumer is the employee

                                     of record and how have you been able to

                                     work that out versus the other two

                                     gentlemen, if they are the employee?

                                     >>MALE  MIKE  That's a reel good

                                     question because there's actually, if you

                                     look, I'm not the lawyer but I did look this

                                     up a long time ago. If you look at the

                                     common law around determining who is

                                     an employer, it's not a yes/no, on/off

                                     kind of thing. There are certain features,

                                     it's like a test, and it can also be a shared

                                     kind of thing and so we share employer

                                     responsibilities with the consumer, and

                                     you know so it's contractual relationship,

                                     and we do certain things, you know again

                                     we do, because Medicaid, except at the

                                     time we started, I'll keep it simple, didn't

                                     allow people to be paid directly so we

                                     would get the money and cut the payroll

                                     check, withholdings, provide insurance

                                     and so on so it's shared kind of thing. The

                                     bulk of the responsibilities fall on the

                                     consumer, and so that's been that

                                     determination. But we accept that we're

                                     responsible for those employer things and

                                     that's how it's worked out. You know

                                     there have been issues, challenges to that

                                     at the state level and so far, it's worked

                                     out that we haven't been the employer.

                                     But that's really how it works, and I think

                                     that's it, unless you want more detail?

                                     >>MALE  I'll call you!  I got to know about

                                     taxing.

                                     >>SPEAKER  I think as we go on with the

                                     sessions we're going to talk about who is

                                     the employer? Someone does have to be

                                     designated as the employer. It can either

                                     be an Independent Living Center or it can

                                     be the participant him or herself, but

                                     independent contractors really doesn't

                                     apply when you hire a attendant, if you

                                     think it does, complete a little form called

                                     an IRS 8, and see if it passes all the tests.

                                     What we've been seeing nationally is

                                     rarely does it pass the test to be

                                     independent contractors.

                                     >>MALE  MIKE  We will all go into this

                                     later and particularly my assistant

                                     director and I will cover that in more

                                     details and hopefully get to that.

                                     >>FEMALE  I sort of have two questions.

                                     One is when you mention profits, which I

                                     would call margins, but what percentage

                                     do you think that independent living

                                     centers should be looking at in that? And

                                     the second is when you're hiring PCAs, do

                                     you have the ability or have you tried to

                                     hire individuals that might have learning

                                     disabilities or might have mental health

                                     disabilities?

                                     >>MALE  LEE  I'll start.

                                     >>MALE  PHIL  Access support. Surplus.

                                     >>MALE  MIKE  Surplus revenue.

                                     >>MALE  LEE  Again when we started

                                     years ago in '92, the reimbursement rate

                                     at that time was 11.05 and now I think

                                     it's 16.05 so it hasn't changed a lot. As far

                                     as actual percentage of profit, I don't

                                     know that we ever figured that out. We

                                     try to keep about a dollar or two an hour

                                     to cover all the other costs, and had he we

                                     had that surplus income, it's almost been

                                     an accident that we have had that extra

                                     money because when we planned it, we

                                     were trying to meet our costs, but in

                                     doing that, you have to be cautious in that

                                     in four years, Medicaid is going to come in

                                     and audit you and you know they're going

                                     to find errors, and they're going to bill you

                                     a hundred thousand or $400,000 and you

                                     got to be able to do that so you're building

                                     up reserves to cover your rear end,

                                     basically.

                                     Another thing is, as you, again when we

                                     only had 60 consumers, we probably

                                     made five grand that year. What happens

                                     is as you get larger, making a nickel an

                                     hour really counts up. I can't remember,

                                     and Ginger has the numbers and can talk

                                     later how many time sheets we have for a

                                     two-week period, three or four thousand,

                                     more than that she says but she'll give

                                     you the real number but it's a lot, and so

                                     if for example we just last week had to

                                     pay the state $25,000 because the state

                                     of Wisconsin has done something with the

                                     Feds that they've underpaid so they're

                                     assessing every business in the state who

                                     has employees a certain amount of money

                                     per employee and we have been self

                                     funded and our unemployment tax for the

                                     last ten years.  We still have to pay

                                     $25,000. So when you're calculating

                                     running a program, you have to calculate

                                     a reserve, and that ends up being profit,

                                     so we've never figured out that we're

                                     gonna have x percentage of profit or extra

                                     resources, we just kind of always been

                                     cautious enough to have some money

                                     there.

                                     >>MALE  MIKE  I would say exactly the

                                     same thing as Lee. We have never said,

                                     "We want to make this much profit, we're

                                     going to take out x percent off the top,"

                                     it's exactly right, we have had

                                     recoupment from the state, and our state

                                     tried to recoup line by line and line, and

                                     Annie does that line by line and they give

                                     you an amount of time and it's like a

                                     debate, if you don't argue a line, you lose

                                     it. And oftentimes they're wrong and you

                                     end up paying a fraction of that, but it is a

                                     liability there, so clearly, if you don't have

                                     some kind of surplus, you go bankrupt,

                                     and it's common and you're always going

                                     to pay them something. They never let

                                     you get by with zero and the other thing

                                     that can happen is you budget, like for

                                     insurance and so on, you know based on,

                                     how you do budgets, you look at past

                                     history, but the insurance, actual bill will

                                     come due in midyear and maybe there's a

                                     30 percent increase, boom, either in

                                     employee health insurance or maybe work

                                     comp or something like that again, if you

                                     let things get too tight, maybe you

                                     couldn't afford the insurance increase that

                                     you didn't really expect, and so on, and

                                     finally, I would just say we have had

                                     years, especially in the early days before

                                     there got to be a lot of competition where

                                     we made a way lot of money and the year

                                     ended and we've got like hundreds of

                                     thousands of dollars on the table, it's like

                                     yeee, and we're not for profit, so what we

                                     and the board did is we got together and

                                     set up community grants so we granted

                                     out our own grants to other community

                                     agencies that did things that tended to

                                     support our mission, and gave the money

                                     away to other not for profits again that

                                     did things that were consistent with our

                                     mission and so on to address that,

                                     because you know we didn't feel right.

                                     We're not in business to make a huge

                                     amount of money so again you look at

                                     your mission and so on and if you end up

                                     with way much, you can give it away to

                                     worthy causes and that's really, we've

                                     just never budgeted that way.

                                     I would say at the end of the day, over the

                                     years, if we, I like to see around 8 to 10

                                     percent actually in surplus, not that it's

                                     planned for, but historically, that means

                                     that we're running along about right again

                                     to pay for the expanded independent

                                     living service that is we do and to make

                                     sure that we've got enough money to pay

                                     a recoupment or whether a huge

                                     insurance increase.

                                     >>MALE  LEE  Once you get in Medicaid,

                                     Medicaid rules says I think you're

                                     supposed to have I think it's six months of

                                     operating expense, so you can use that as

                                     justification, if anybody ever challenges

                                     you.

                                     The other thing I wanted to mention

                                     related to that question is, in our

                                     program, because we are, even though

                                     we're the employer of record, we really

                                     let the consumer make the decision who

                                     they're going to fire, or who they're going

                                     to hire, and down the road, if they're

                                     gonna fire them, we let them do that,

                                     whether they have good justification or

                                     not, which means we have probably a

                                     higher issue with unemployment

                                     insurance and that kind of stuff. But the

                                     majority of our personal care workers are

                                     either family or friends of the consumer

                                     and it's always been that way. That one of

                                     the things that we're not happy with in

                                     our program, and it goes back to the

                                     reimbursement rate and it's even getting

                                     tighter with managed care because that

                                     15 or 16.05 that we're getting from

                                     Medicare, managed care contracts a little

                                     less than that some of the providers, but

                                     the majority of our personal care workers

                                     hourly salary is probably between 10.50

                                     and probably a high of 13.00 or 13.50.

                                     Now we have had some personal care

                                     workers who have worked for us since

                                     1992 when we started the program, so

                                     we're paying more than any other

                                     provider, basically in Wisconsin, but for

                                     sure in our area, but still $10 or $11 an

                                     hour really isn't livable income, and you

                                     know it's hard to be proud about that, but

                                     we know we're paying more than other

                                     people and we provide more benefits than

                                     other providers but it's still not enough.

                                     >>MALE  PHIL  I was going to throw out

                                     one little twist, I would agree with

                                     everything that's said by both Mike and

                                     Lee, that 8 to 10 percent is probably a

                                     good figure to use.  We've never really

                                     used, looked at it from a percentage point

                                     of view either but I was gonna say when I

                                     first took over as the executive director

                                     11 years ago, it was the executive

                                     director's responsibility at the time to

                                     produce monthly financial statements. For

                                     the first three years I was doing monthly

                                     financial statements as the ED, and our

                                     PAS program was growing, you know, we

                                     were a thousand attendants. We had a

                                     bookkeeper. We had the billing

                                     department was overseen by our

                                     operations director. And it was just

                                     getting crazy. And I brought in a finance

                                     person and she's been with us ever since

                                     and she is a numbers machine, Gwen, is

                                     she a numbers machine? (Audience

                                     laughing) And you have to have someone

                                     like that to make sure. We were having a

                                     lot of bad debt, uncollectible accounts,

                                     you know I could never get to the bottom

                                     of why are we having, why are these

                                     claims being rejected? And so you really

                                     have to have, and I know Gwen got into

                                     the billing department to get to the

                                     bottom of why claims were being rejected

                                     and why we were having as many

                                     write-offs as we were having, so even

                                     though I don't want to say that to scare

                                     you, but it is something you reel have I to

                                     stay on top of or your surplus will quickly

                                     become a deficit.

                                     >>MALE  MIKE  That's absolutely right,

                                     and one thing in our state that's been big

                                     with us is the client obligation it's called.

                                     It's the co-pay that our state has set for

                                     the waivers and what it is, if there's a

                                     co-pay, the state takes that off the top off

                                     billing reimbursement and we're

                                     supposed to collect it off the individual

                                     and there's no mechanism to enforce it.

                                     It's completely unenforceable, and so not

                                     everybody pays their client obligation, and

                                     that's been an area that, well basically I

                                     can tell that you it roughly is costing us

                                     annually around a quarter of a million

                                     dollars, boom, that we're just writing off

                                     year after year because the state imposes

                                     that almost like a penalty. They take it off

                                     the top, they know it's unenforceable,

                                     they could never collect it that's why they

                                     threw it on to us because when they used

                                     to be in charge, they couldn't collect, they

                                     threw it on to us, we can't do it either, so

                                     there you go, four million dollars out the

                                     door as overhead. Out the door.

                                     >>FEMALE  I'm familiar with, locally with

                                     all three of your programs, which they're

                                     great. In Kentucky, we have just, we have

                                     grandpa in Mitch McConnell, pretty much,

                                     that shows you how backwards we are.

                                     Started a consumer directed option CEO

                                     under Medicaid for HCBS and the other

                                     waivers and I'm wondering, now, it goes

                                     through the area agency, through support

                                     brokers and do the case management and

                                     then the consumer hires their own

                                     attendants, all kinds of problems with it,

                                     but have you all faced, in the area of self

                                     direction and CEO and all that stuff, how

                                     has it affected your programs where you

                                     actually hire the attendants even though

                                     you are, and have such great background

                                     and philosophy, you're an Independent

                                     Living Center and three of the best in the

                                     country? Have you had any kind of effect?

                                     >>MALE  PHIL  I think if I'm interpreting

                                     your question right, how do we, I mean

                                     our program even though clearly we're an

                                     agency model program. There's no

                                     question about that, but our philosophy is

                                     just consumer directed through and

                                     through. I mean our consumers, if they

                                     don't like their, half or more than half of

                                     our consumers have family members as

                                     their caregivers to begin with so they're

                                     choosing who they want to start with.

                                     Now those that have general attendants,

                                     nonfamily member, if they don't like who

                                     is being referred to them, they're the ones

                                     that really hire and fire the employee. So

                                     from that perspective, there is the

                                     consumer direction within our own agency

                                     model, and that consumer choice option

                                     available to them.  We do have, we do

                                     have a pure consumer directed model in

                                     the state of Arizona, and it's

                                     administered, the health plans that

                                     operate the long term care program, they

                                     have to offer pure consumer direction

                                     where they would, they actually would

                                     enter that separate. We'll be talking a

                                     little bit more about that tomorrow but it

                                     is about that but it hasn't been widely

                                     used in Arizona because the vast majority

                                     of our consumers in our Medicaid program

                                     have opted to go with agency and that's

                                     just a fact that's how it is. That just is

                                     how it's evolved in Arizona.

                                     >>MALE  MIKE  And I would just say to

                                     me, not speaking to actually in one

                                     program, to me, kind of generally, one of

                                     the big issues around being able, whether

                                     you can actually self direct, has to do with

                                     the nursing laws. Okay if you haven't

                                     dealt with your Nurse Practice Act then

                                     there are going to be certain services or

                                     procedures that you cannot legally direct,

                                     okay, because the law will say it has to be

                                     performed or overseen by a registered

                                     nurse and so it's going to be the actual

                                     service or procedure and that gets into

                                     things like injections, medicine

                                     administration, wound care, bladder

                                     programs, and those are all things

                                     important to people with disabilities and

                                     in the community that if you haven't dealt

                                     with the nursing somehow, delegation,

                                     however it's happened, then it wouldn't

                                     be legal to direct those activities because

                                     only a licensed professional could do them

                                     so that's the general issue on the Nurse

                                     Practice Act and why it's so important if

                                     you really want to be able to direct all

                                     kinds of different services and activities

                                     that you might need.

                                     >>MALE  Two quick questions. Beside

                                     16.05 or whatever it happens to be do you

                                     get a PM/PM per member per month to

                                     process the payroll and the second

                                     question directed at Lee, when you said

                                     that we have a thousand or so attendants,

                                     is it your EIN that all your attendants are

                                     on which makes it your employees?

                                     PM/PM associated with 16.05.

                                     >>MALE  LEE  In our case they're all our

                                     employees.

                                     >>MALE  First question is there a per

                                     member per month fee that you are paid?

                                     >>MALE  LEE  No, no, no, we just bill

                                     16.05 straight to Medicaid per hour. We

                                     use today get travel time. That's real

                                     limited now. We're actually, for our PAS

                                     program, we're actually billing about 9

                                     different entities now besides Medicaid

                                     which we're still billing straight title 19,

                                     six or seven other managed care

                                     providers as Wisconsin is moving to that,

                                     they're fudge Medicaid money right to

                                     them and then they contract with us, but

                                     it's on a per hour basis. And with all those

                                     providers, they don't pay travel time.

                                     >>MALE  MIKE  We are now and have

                                     been same thing, but our state is moving,

                                     because of agency of choice waiver that

                                     now CMS is requiring, is going to move to

                                     bat. I think we'll talk about that impact. It

                                     will be the same way. We get paid an

                                     hourly rate. Out of that, we have to take

                                     care of all the expenses and anything left

                                     over, if there's anything left over, we get

                                     to keep.

                                     >>MALE  PHIL  Same for our program, an

                                     hourly bill rate, actually quarter hour bill

                                     rates.

                                     >>MALE  LEE  That's true.

                                     >>MALE  PHIL  Quarter hour bill rates.

                                     The managed care health plan is the

                                     entity that's capped, and at risk with the

                                     per member per month membership.

                                     They're at risk and they pay us an hourly

                                     rate.

                                     >>MALE  MIKE  It is complicated, we have

                                     to bill Meals on Wheels for our contractor,

                                     for assisted services and so on, so it's

                                     more than just like sending it to a central

                                     state building and whatever. It can get

                                     pretty complicated.

                                     >>FEMALE  You mentioned the managed

                                     care system and I was just wondering,

                                     have you all seen a difference and how

                                     has that affected your program?

                                     >>MALE  LEE  For us it's created some

                                     downward pressure in receivables. And

                                     another thing with the managed care, it

                                     seems like the consumers are getting less

                                     hours approved for service, so actually

                                     when we started our program in '92, we

                                     sort of cleaned the average hours that we

                                     were serving was six hours or more, being

                                     approved by the state. Our average now I

                                     think is down to around 3.5, and that's

                                     crept down. It wasn't that low until

                                     managed care came in and now it's people

                                     who used to be approved for four hours a

                                     day, it seems like they're only getting

                                     approved for two hours a day and I think

                                     that's happening wherever there's

                                     managed care because as Joe said, those

                                     folks who get that money have to pay for

                                     a lot of things, and they are really tight on

                                     approving hours.

                                     >>MALE  PHIL  This is all we've ever

                                     known in Arizona so we've been operating

                                     under managed care but we have had

                                     those pressures about how many hours

                                     are being authorized per week, you know,

                                     they do the managed care companies will

                                     squeeze that. I know Gwen will speak to

                                     that probably later today but there's

                                     definitely, and I think that's where the

                                     advocacy comes in. That's where the

                                     consumer really needs to advocate, self

                                     advocate, and they feel they've been

                                     unjustly, their authorized hours have been

                                     unjustly cut, unfairly cut, if they were

                                     getting 30 hours a week and now they're

                                     down to 20, or you know 15, which is, I

                                     know some of our consumers are

                                     averaging in that 18-20-22 hours a week.

                                     Some folks, that's not enough, so I know

                                     we definitely, we'll try to get our

                                     independent living advocates involved and

                                     help that person make a complaint

                                     against the health plan and then maybe

                                     even bump that up to the Medicaid

                                     agency. And what we find is that they

                                     make adjustments because they start

                                     getting complaints, the managed care

                                     agencies.  They know they have to make

                                     adjustments because they're getting

                                     those kinds of complaints.

                                     >>SPEAKER  SUZANNE  I want today

                                     share what we've been lacking at, if the

                                     person receives basic care PSA, then the

                                     likelihood of them receiving higher cost

                                     services goes down, so to a managed care

                                     entity, if you say you can either spend a

                                     little bit of money on personal care hours

                                     or a lot of money in the hospital or

                                     nursing home, then that kind of gets their

                                     attention but you have to have the data to

                                     support that, so it's actually a very good

                                     argument, and I think our question was

                                     here.

                                     >>FEMALE  This is for Lee. One thing, I'm

                                     a rehabilitation registered nurse, certified

                                     nurse, and I also run the center in lancing

                                     Michigan so you haven't seen or met too

                                     many rehab nurses to know they are no

                                     medical model whatsoever, but my

                                     question is with your 22 nurses, does that

                                     help you get around the Nurses Practice

                                     Act or is that a hindrance, because you

                                     can creatively get around it, teaching.

                                     >>MALE  LEE  I would say by having the

                                     nurses we don't have a problem with that

                                     because they are supervising the

                                     caregivers, and again, Ginger on my staff

                                     can answer that better tomorrow but I

                                     would say that's the answer. Go ahead.

                                     >>FEMALE  Just real quick, I'm hearing a

                                     lot of the success stories here and we in

                                     Hawaii haven't implemented this program

                                     and we're looking to do it. Would you

                                     mind sharing with us some of the

                                     challenges that we are going to face, in

                                     promoting such a program?

                                     >>MALE  LEE  Do we have a week?

                                     >>MALE  MIKE  Real fast, almost anything

                                     that you can think of, bad, would be on

                                     the list. I mean we're talking people are

                                     people, so you know we have assisted

                                     people to move out of nursing facility or

                                     get someone on the program. They're

                                     young, they're wild, you know, and

                                     something bad happens and so they end

                                     up not scheduling their workers, you

                                     know, and then they're all weekend and

                                     their bag never gets emptied, theft, fire,

                                     we one time had this circle of love

                                     involved with two attendants, married to

                                     the same woman (audience laughing)

                                     someone got shot, attendant got shot and

                                     killed. The consumer's eye got shot out.

                                     You know things like this happen, and you

                                     know it's part of the world, that you're

                                     going to serve a wide range of people, all

                                     sorts of wild stuff like that will happen,

                                     tires, theft, murder, injury.

                                     >>MALE  LEE  Mike is not kidding, just

                                     within the last three months, we had a

                                     married couple who was providing

                                     services for one of their mothers, I think

                                     it was, didn't matter but a mother, and

                                     they had an adult son who had been with

                                     health problems and so we were faced

                                     with the mother who needed care lost

                                     both her providers, and she needed care, I

                                     mean, morning and night, so we

                                     immediately have to do that.

                                     You have theft. One of the downsides of

                                     hiring a lot of relatives, I think, is it's a

                                     little harder to, I think it's slower to

                                     discover abuse and neglect, but I don't

                                     think you have as much of it but I do think

                                     there is a family connection but when

                                     there is that, it's harder to find, you're

                                     going to run across it.

                                     >>MALE  MIKE  Fraud, we had a ring at

                                     one time that got a hold of, they somehow

                                     saw a check blank and they forged our

                                     check blanks, and then we had a ring, 14

                                     checks on our account being passed

                                     around town. They looked pretty good, I

                                     mean this was a professional job, okay.

                                     And we got ripped off that way. You know

                                     people that commit fraud, in various

                                     ways, that we pay, that we pay, we have

                                     had our staff make mistakes. We had our

                                     bookkeeper one time like mess up some

                                     zeros and they paid an attendant like 40

                                     or 80 thousand dollars for two weeks

                                     worth of work. Oops, then we gotta try to

                                     get it back, you know. We'll pay you $5 a

                                     week for the rest of our life, maybe.

                                     (Audience laughing) but these are things

                                     and mistakes can happen like that and

                                     again this is all true stories.

                                     >>MALE  LEE  I mentioned earlier that we

                                     have some ethnic populations, and again,

                                     we have about 250 people who are

                                     primarily Russian speaking and their

                                     attendants, that's their first language,

                                     about four or five years ago, we took

                                     them out, one of our nurses whose first

                                     language is Russian discovered that the

                                     person who is providing personal care for

                                     one of our consumers wasn't really our

                                     employee because they had not gone

                                     through the training and certified, so but

                                     this took her probably a couple days to

                                     figure out, talking to the other Russian

                                     nurse, I mean it was just really

                                     convoluted to the point where we sat in

                                     the room, Ginger and I and a couple of

                                     nurses literally did a white paper and they

                                     had to draw all the family connections and

                                     who is working here and when this person

                                     got certified. It took us all afternoon, at

                                     least for me to understand what

                                     happened, and technically, we had been

                                     paying somebody for six months for

                                     providing care that wasn't approved to

                                     provide care so Medicaid, technically,

                                     deserved all that money back. But you

                                     know, again that's the kind of crap that

                                     kinda sneaks up on us.

                                     >>SPEAKER  As you can tell, we're going

                                     to have some high spirited conversation

                                     after lunch so please join us at 1:15 for

                                     the continuation, and I think we don't

                                     have time for one more question but lunch

                                     is going to be outside, just go outside and

                                     bring it in, and Dee, anybody? Save your

                                     questions.  We're going to do more of

                                     that. Hold on. Hold on, hold on everybody,

                                     stop stop stop, we're taking this one

                                     question.

                                     >>FEMALE  We wanted to let you know

                                     how much we appreciate sharing what

                                     you just shared with us, but what we're

                                     looking for is what did you face starting

                                     up legal-wise, startup money. What were

                                     your obstacles to get this program off the

                                     ground.

                                     >>MALE  PHIL  I know the presentation,

                                     and I think all the presentations that are

                                     going to be happening this afternoon and

                                     tomorrow where the nuts and bolts are,

                                     those will address some of those pitfall

                                     areas so those will be shared later.

