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Joe Marrone:
I have met everybody, but I have just met most of them today, so I want to have people get a chance to introduce themselves and then we’ve got some questions just for people to chime in on, including you.  But after they introduce themselves before we get to our questions I want you to have a chance to, if there is anything that is just been bugging you all day, or any question you want to that any of us can help you with I want you to chime in; if not, we have our own little questions.  Why do not we start with Orv, why do not you introduce yourself?

Orville Townsend:
  I am Orville Townsend.  I supervise the Vocational Rehabilitation office in Iowa City.

Cindy Wiemold:
Good afternoon, I am Cindy Wiemold.  I am with Genesis Development, which is a provider organization in Northwest Iowa.  We provide vocational and residential supports for a broad range of people with disabilities.

Annie Uetz:
  I am Annie Uetz with Polk County Health Services.  We are the CPC office for Polk County and I am the director of case management.

Geri Moore:
  I am Geri Moore and I am with Prism Group and we are those government acronyms.  We are BPAO specialists.  We’ve been certified by Social Security, work as benefits planners for Social Security benefits.  HUD, DHS.

Patrick O’Brien:
  My name’s Patrick O’Brien and I am consumer of Mental Health Services from Des Moines.

Joe Marrone:
  All right, thanks.  Is there anything that people have just been dying to say all day or ask or complain about?  Besides the accommodations, which are nothing to complain about.  That means you’ve lost all right to say, "Well, that was not specific enough" or "this is all so general."  If you got something specific and then be specific.  All right, do not say you did not have a chance.  I mean, you’ll have other chances.

I have a bunch of questions but the one that seemed to elicit the most interest, I am going to try to drag Paul in and Pat in and all of you at various times.  Is a two-parter that some people have opinions on.  One is in terms of Pat’s construct of what is the point? And some of the stuff that Paul and I said this morning.  What is the role of people who work in the system, staff at various levels; in terms of influencing people to choose employment?  Particularly, in the context that everybody, all the buzzwords of consumerism and empowerment and choice.  So what is the role of Case Managers, DD Coordinators, Community Rehab Providers, Voc Rehab. Counselors, Benefits Planners  helping people actively choose employment as a goal?  And related to that specifically around Social Security which is obviously a hot thing, should getting off Social Security be a specific goal for people?  Have we shied away from actually working with people whether they have a DD label or mental health label or some other label?  I think it would be good for you to get off Social Security and not use some of these benefits.  Because basically what you are doing is keeping yourself captive in the system.  So that is just sort of an open question and a couple of people had opinions on that.  I do not know if anybody wants to start?

Geri Moore:
I’ll start.  I said I’d get on a soapbox.  I think that we do not have a place to tell somebody that they need to go to work but we need to offer that as a possibility and make it so attractive to them.  This is what can happen.  This is how wonderful it can be if you go to work or start a business and give them the possibilities, so we can put safety nets there so you do not stumble too far when you fall.  I think it is the offering.

Joe Marrone:
I went to a Social Security meeting and had people from different benefits planning groups, BPAO groups, and this one person who ran this program in a different state than here caused a commotion because at the Social Security here he said,  "I run the benefits planning group and it is not my place to encourage people to go to work.  I just lay out the options and it is up for them to choose."  And the Social Security people went bonkers in the vernacular.  They said,  "Why are we spending all this money on benefits planning if we are not going to help people choose to get off?" and people said, "No, you do not understand. We are neutral."

It really is a hot issue.  So I guess I would sort of push that a little bit.  Suppose you are not successful at influencing people.  Do you think there is a role for pushing people?  I do not mean putting them in jail.  

Geri Moore:
I do not think that that is my role as benefits planner.  I think that my role as benefits planner is maybe giving 3, 4, 5 choices.  If you do it this way this is what is going to happen.  These benefits will be lost; these might be gained.  If you do it this way, and then let them make that choice.

Patrick O’Brien:
I’d like to say that I think that from the consumer point of view, that I did a peer to peer NAMI program and it was non-professionals, if you will, teaching non-professionals.  Peer-peer.  And there was a lot of information that was absorbed there that they appreciated that it did not come from the other side, so to speak.  

What I have been trying to do in the consumer advocacy movement, empowerment, and all those other names that you said, was become a role model and let people see that I can be employed, that I am not afraid of the system, that there are safety nets, that there are people who are active.  Because when I first heard it, and I heard it from people that I trusted, and I hadn’t worked for a decade.  I said, "Okay, so what is their game?  So why are they trying to get me?  What do they get out of me going to work?"  It is still kind of a tough concept to think that just the therapeutic aspect of going someplace and being there all day and coming home and feeling good about yourself.  I thought, "Well, I have been there, I have tried that." But, the further I got along in my recovery I realized that work really is therapeutic and that it is an identity that people need to have so the only thing that I can really add to this whole panel group about anything is that, I think we need to get people that are as successful as they can be that are working, sharing the word and saying, "Look, I am doing it.  It can be done.  You may be doing it at a much different level than I do but it can be done." And that is the only power that I have over my peers and my consumers is that I can be some sort of a role model.  And I think if we do not start with consumers, I am sorry.  Geri, if we do not start with consumers getting the word out we will never believe you guys that there is some sort of goody at the end of the line.  I do not mean to be divisive but….

Geri Moore:
I think Social Security also is beginning to realize that even if you do not go completely off benefits, they in turn are saving money, because as the client starts to work and starts to feel better about himself, his health, physical, mental health has improved; he uses less medication, so there is a reduction there in some of those benefits that are going on and this can be a gradual progression.

Joe Marrone:
Now you two on the left wing there <laughter> are advocates, individual support, kind of folks, just because of your role.  Here on the right wing side of the panel we have got instruments of public policy, let me use a haughty term, basically you have people, the county, a provider who gets a lot of public money in various degrees, I assume.  Voc Rehab, who gets public money who are to some degree or another have to be instruments of public policy and have to say, "Do we push this or do not we push?  Is it just a choice or do we expect more people to choose it?"  More from the provider end, and from the County end, and from the Voc Rehab End.  Do you have an official policy about whether you think people should choose work? Not should it just be an opportunity.  Anybody who is here is going to agree that work should be an opportunity for people.  Work should be an opportunity, right.

Orville Townsend:
I think basically the individual has to decide whether he or she wants to go to work.  I mean, with Vocational Rehabilitation, Competitive Employment is the goal.  A person wants to be engaged in Competitive Employment we work with him.  Just kind of relating back to what was said earlier.  The program is the individual’s program but it is extremely important that the individual has information that is needed to make informed choices.  It is also extremely important that the counselor or the person working with the individual, makes sure that they adequately comprehend that has been given or made available to them.

Joe Marrone:
What about from the County and the Genesis end?

Participant:
From a provider aspect, let’s face it, we all know you can lead a horse to water but you cannot make them drink.  I agree that we have a responsibility to role model, you know, and to publicize and to beef up all the people that are successful, successfully employed.  But I think that as a service provider across the board with everything we do it is our job to inform, to educate, and to help people make responsible decisions.  And I think that everyone would agree that working and being productive and being involved, those are all healthy, responsible things.  So we do not have a formal policy that says, "You need to be working.  You are a bad person.  You are not a good civic citizen if you are not working," but I do think that we encourage people to be responsible and being employed is a part of that.

Joe Marrone:
What about the County?

Annie Uetz:
I would agree with what everyone said but….

Joe Marrone:
I know I am in Iowa, give me an East Coast conflict!

<laughter>

Annie Uetz:
What we really try to do at the County is provide the education through Public Service Announcements and through campaigns.  To get people out there, not just consumers and people who are already in the field, but businesses; to let them know that consumers are ready, willing, and able to work and are ready to go.

For Case Management we have tried to set up outcomes that push people to be employed through employment outcomes.  We measure how many hours they work a week, so hopefully we can get a better handle on where we are at and can make some changes in our structure and in our processes to make it better.

Joe Marrone:
I am going to pull my buddy, Paul, here, I have a slightly different point of view than everybody, as I often do. But at the Village you run a specialty, you have sort of a special program, and you are world renowned, and you believe in employment.  But I mean, concretely you have a lot of people who are not like jumping up and down to get a job.  How does that work at the Village?

Paul Barry:
I think you called on the East Coast guy, because you are looking for some conflict.

<laughter>

Joe Marrone:
No, no, no.

Paul Barry:
I think it is the mental health’s role to figure out an active way rather than a passive way to encourage people to work.  From talking about employment from the very first session; not waiting for it to evolve. I remember one of our staff members saying "Paul, leave them alone, let them be here six months before you talk about employment."

And now it is the exact opposite.  Let’s get them before they become a professional client, as quickly as possible to help folks visualize a life that is, and having things that are different than what they are able perform now.  And to capitalize on that reachable moment where somebody says, "Gee, that is a really nice pair of shoes you got."  For the response to be by us, "Yeah, I got them here.  You want to know how much they cost?  How about you get a job and buy them yourself?"  I mean it is a constant, looking for that reachable opportunity.

With all that said, it, and being an active will, I think, improved results. All that said, it is really not going to be until the consumer movement itself, starts to value as a norm, that we have the right to work, we demand to get the benefits of working, and that any disenfranchised group in our history has initially in it’s quote "start phase," in terms of power, has resisted in it’s own ranks the change in role, the change in power.  But eventually whether the women’s movement and Marabel Morgan saying you greet your husband at the door in cellophane, because that is the role of a woman, there was that resistance in the beginning, but it is evolved, but until the consumer movement itself evolves.

Joe Marrone:
And greets me at the door with some scotch tape over my lips, though.

<laughter>

Paul Barry:
And when the consumer movement really values employment and starts to create its own cultural norm that people work, it is going to be a tough sell.

Geri Moore:
We still have to educate the client, too, because so many of them have that family or the next-door neighbor that has told them, "If you go to work and you make ten dollars, you are going to lose it all."  You know, Uncle Eddie, this happened to him, you know?  And we have to be out there educating them to let them know that that is not true.

Joe Marrone:
We are going to get off this subject but what do you folks think?  I mean, not all of you, but, collectively, but what do you think?  Who is got an opinion about?  Roughly speaking, do people in the system have a right to push employment more as an expectation than as an opportunity?  Yes?

Participant:
I think when it comes to approaching employment, I think one of the flaws in the system is, right now everyone talks about their frustration with long-term funding and to push employment it may be a longer process of getting employed.  Versus most providers out there are seeing they have enough work in front of them for people that want to jump into the work force that may not need that education.  So it is easy from a provider’s standpoint to take a person that seems in their mind ready to work versus to spend that time to really educate and make some long-term differences in their mindset.

Participant 2:
I am new to this field, so I do not come from it, so I've never heard so many acronyms and all that, a person did that, look, that is exactly right.

<laughter>

After my three months tenure, I dare to say something here.  I have never met in the staff that I work with; I have never met a more nurturing person than the staff.  I think that is part of the difficulty.  We enable, we support, we protect.  We do... we cosset and the "real world" does not.  We are not a bunch of challengers.  We are not people who say, "Yep, that is right, that is the way it is, and we got to do it, folks.  We put one foot ahead of the other and go."  I love the people I work with dearly, they are great, and it is going take some turn around to our system, before we can affect change and how we work through it.

Joe Marrone:
Does anybody else have an opinion on this?

Maria Walker:
I think I’ll piggyback a little on what Paul has said and some of the others.  I do believe that it is an expectation and I do believe that there is a goal at some level in all of this in our field that we would have an expectation that consumers who can work should work.  I think that by going out to Paul’s program I was going to learn some great, wonderful model that we are going to take back and use that.  We were going to get people to work.  But the revelation that I came away with was that they, there was nothing new and there was nothing inventive about it…

Joe Marrone:
Don't tell their funders.  

<laughter>

Maria Walker:
But what is working out there, is that they are out there every single time whether it is they are case manager, whether it is their residential support person; they are always out there offering up employment opportunities, and it is not just at the staffing time that they are talking about employment.  "Oh, do you want to work?"  "Well no." So, let’s move on and you do not talk about it for another six months.  What they are doing out there is they are always offering say you have somebody who is very hesitant to working, they may go and say hey, I found out about this really neat company.  I know that you have done secretarial work in the past, how about if we just go visit them?  Or, they are just always offering and doing that gentle hassling all the time, and I think that that was something that I came away with that, was something that was dearly missing in our system here in Iowa, or at least in Polk County.

Joe Marrone:
Yes?

Participant:
I've been a service provider here for quite a few years and in this opinion I guess I did change for my son, who is disabled. I have twin boys.  In my expectations for them, ten years, eleven years old, is they are not going to have choice about working.  So the providers we are looking at in the future.  I hope that the expectations for my son, who is not disabled, is the same as the one who is disabled.  Because when he hits that adult age, he still needs to be able to purchase a house and still needs to be able to have a family, still has to make a living.  And I don't want him on benefits, I don't want him impoverished and <inaudible>... so for me, it is really a change to my thought process about employment, and it needs to be there and it is an expectation  and it should be forced <inaudible>….

Joe Marrone:
Anybody else have an opinion?

Patrick O’Brien:
I’d just like to say that the way I have started out getting back into the work thing.  I would just stay in my apartment for a long time, but I did Americorps which.  Do you consider volunteer work, work?  Because I do...

Joe Marrone:
I’ll tell you afterwards.  No, but I mean Americorps is a different thing; I understand Americorps.

Participant:
So, I think that when, you know, when we talk about putting people to work, first of all, the range of people that are on disability, SSI or SSDI, is varies greatly, and I know it is been said that people that can work should work, and that is good but what real percentage is that?  I mean, I know a lot of people that will never, never work again, and so if you are targeting that specific group, I think volunteerism and especially now, volunteerism is in vogue, or it is the buzzword, so if you can encourage people you can work with to maybe start out volunteering, because that doesn’t mess up your benefits; all it does is make you feel good about yourself so I guess that was off the subject but there are other forms of work than drawing a paycheck.

Participant 1:
So just a question on that line, do counties in Iowa pay to support the employment for people who are volunteering?

Cindy Wiemold:
No.

Participant 1:
Why not?

Patrick O’Brien:
Well, actually, through the Capitation Program in Polk County, it is true that people are paid for volunteer work, and they are paid the market rate, I believe, at least minimum wage.  So yes, that does happen in the Des Moines area.  I do not believe it happens anywhere else in Iowa, but….

Participant:
We do.

Patrick O’Brien:
You do?  And you are from?

Participant:
From Allamakee and Clayton County.

Patrick O’Brien:
Well, that is good, I think that is a good way to get people started and I do not know what the success rate is for Polk County, but I know that in the lead agency that provides services for me, it seems like a lot more people are involved in work than used to be, although it may be I am just becoming more knowledgeable of that but.

Joe Marrone:
You talk about pushing or not pushing work or whatever.  There are two elements.  To some extent we focused a lot with the exception maybe to the last question.  Instead of, "what do you do as an individual?"  You know, "what does Geri do, what does the case manager do?"  There is also a structural issue of what do Systems do?  Or not do to reinforce employment as an outcome?

For example, in mental health, for all the fancy talk employment’s not much but even with the Polk County report card and all that kind of stuff.  Employment is sort of a junior outcome; I call it in terms of mental health systems.  It is not that important.  In DD employment’s a little bigger outcome depending on how you define it, because it is seen as the core service or at least community services.  Where as mental health is a little bit more complicated in the sense that there is a health component, it is not just do community services, there is a health component. 

So I guess part of the question is how do Systems push employment if they choose to push employment?  One of them is some of the stuff that is happening in Polk County and other places, which is publicizing results and making sure at least people get measured.  Whatever you do with the outcomes at least starting off by measuring the outcomes, which a lot of systems do not do, so that is one key piece.  Voc. Rehab. Has employment as an outcome as a general rule.

What else do Systems do or can do to?

Orville Townsend:
I do not think it is so much as we push someone to work.  I think it is important that we engage in dialogue with the individual to make sure that we understand the reasons the individual is reluctant to work.  You know, if there are some obstacles or some fears, you know, then maybe counseling and other supports are put into place, to help the person to get to the point where he or she feels comfortable proceeding.  You know, if an individual in the bottom end just doesn’t want to work then you have got to respect that, but I think that every effort should be made to make sure that the person should get beyond fears or any barriers that, you know, is evident.

Geri Moore:
I think Social Security builds those fears because, first of all, the client has to prove to Social Security that they cannot work, so they can get some help, and then they get some help and they say, "Yeah, you can go to work."  And, you know, they are not ready to make that change just like that.  It is not something you turn on and turn off.

Joe Marrone:
Anybody else have an opinion?

Participant:
To address the point about the fear, that's very important, but it's more addressing the reasons why we have to push people to work in the first place and in some cases there is that instance of becoming a professional client or wanting to be comfortable with that. But at the same time, on my case load I have about 27 to 30 people right now, and I can't think of a single one that doesn't want to work however there are a lot of fears that people have, of having had jobs in the past that have been unsuccessful, having looked for jobs and having found no success. So what we have tried to do is a gradual process with that long term goal of successful community based employment being the final outcome. So they may go through the process of working in a sheltered workshop and they may move on to an enclave with a group of other people in the community then you do some volunteer or some internships. But its all about overcoming those fears and those concerns. And there are other obstacles as well. I have several clients who have parents who would not like to see them community employed who would like them to stay on their social security because that comes into family income. And so there are other criteria as well, so it's not just pushing people to work, it's overcoming the social factors and the personal factors and the peers that surround them.

Joe Marrone:
I went through it briefly, quickly, this morning, but when someone doesn’t express a desire to work, there is lots of possibilities why that person comes to that decision other than just not wanting to work as a value and that is part of what a lot of people are talking about, exploring that.  

I guess the part that concerns me; I do not want to play Devil’s Advocate, this is really what I believe.  There is very little I disagree with all this sort of sensitivity to it, you know, everybody’s an individual, people do their own stuff….  Looking at it from the system end, employment outcomes taking that approach have been terrible: they are terrible in Iowa, they are terrible in Massachusetts, they are terrible in California, even with good programs, they are terrible the place I work.  Good programs have a little less terrible outcomes than other programs, but when it comes to employment, we have not demonstrated our competency to affect employment outcomes by all this kind of stuff that we are talking about.  

One of the things that I encourage you to do, not to agree or to disagree, but as a thinking point.  The article’s not in the packet, but in the packet there is the front page of the journal that the article is in.  It is the Behavioral Sciences and the Law Journal.  Myself and a colleague, in this issue, which you have an article from-Volume 20, Number 6 - myself and a colleague did an article which is page 659.  "Cruise Ships and Kayaks" and we looked at the difference in Welfare Reform versus Employment System Change and why, whether you like it or not, why there is been more movement in Welfare Reform in five years, than in twenty-five years of Supported Employment.  Some of the reasons are complex but part of the reasons are, and this is not a research paper, but even in research, some of the reasons are, there is been an unequivocal system change to say, Being off welfare and being employed is a better option for your life than being on welfare and not being employed, that there was an unequivocal statement that that was better.  Now you might disagree but there was a public policy value that was transmitted right down through a system.

A second thing is there was not a focus on Best Practice.  They sort of reversed to human service stuff.  You know, whether a person’s sent to planning, Supported Employment, DD, Supported Employment, Mental Health.  They did not worry about Best Practice, they worried about Best Outcomes.  And they said, "Our outcomes have not been good enough in this business to worry about how you do it.  We are going to tell you, do whatever you can, use some interesting money, try things creatively and produce better outcomes."  Now, politically you may think those are better or worse outcomes but they are definitely different outcomes.

A third element that people reinforce was saying, working is not just a nice option we’d like you to choose; working is an expectation we expect you to choose.  Once again, you can like it, you cannot like it.  From a system design that is very interesting and I guess the challenge for people like us, is there is no doubt clinically that you’ve got to take people where they are at, roughly speaking.  You cannot just nag them to death about everything.

On the other hand, are we, the open question, are we getting ourselves off the hook by being pseudo sensitive?  Patrick talked about is volunteerism real work?  I mean, volunteerism is an activity, but I think when we start paying providers for outcomes that are volunteerism, we sort of water down what it means to get a job.  It doesn’t mean volunteerism is not good.  The reality in our society is most people volunteer on top of their work, they do not volunteer instead of their work.

When I talk about individual responsibility, I was talking to Paul earlier about the stuff he said, you know, that story about the clients in the nightclub.  And I said, one of the things that I hope people do not take away from this, because what they do not appreciate is the Village has this whole sort of nurturing system, if you will, that doesn’t just nag people but that supports people.  I think sometimes people talk about responsibility without any of the support and I think it is really important for a system to say, "Not only are we going to nag you into go to work, but we are going to be there with you.  I am not just going to tell you to get off your duff.  I am going to be there with you."  And I guess when people talk about work as a choice, you know, I do not want to put people in jail.

I ask you to compare that with school dropouts.  Kids who are sixteen or older have the legal right in Iowa and every state to drop out of school-that is legal.  Yet, almost every state, and I bet you Iowa does, has as a system goal to cut the school dropout rate.  They do not say, "Oh, it is kind of an individual choice and we hope people do not do it."  They say, "We want to cut the school dropout rate because that is bad for people to drop out before high school."  They have the legal right to do it but not having a high school degree is really going to affect them later in life.  Being long-term unemployed is really going to affect you later in life.  You think you get discriminated against because you have a mental illness.  You get discriminated against three times as much if you have a mental illness and haven’t worked in twenty years.

And I guess the challenge of it is not to change everybody’s personal style but to say, How do we, as a system, whether it is funding stream, whether it is reporting outcomes, whatever.  How do we as a system, move things along so that being unemployed is seen as a poor performance indicator, not just for the individual but for the system as a whole, and it is got to be more than just nurturing it along, but really changing it-that is a real dilemma.

Even in the DD field, which is farther ahead, as we all know, at least in terms of Supported Employment.  It is interesting-the states that have the best percentage of people in Community Employment, folks with DD, in Community Employment are: Alaska, Minnesota, and Washington State.  All three of them in varying degrees, but roughly, all three of them have done it by essentially saying, We are not going to pay for Segregated Employment.  We are paying for Community Employment, that is the role of the DD system.

Oregon, where I do a lot of work, in some ways the home of Supported Employment, or one of the homes.  They took this sort of more sophisticated approach and it is along the lines of, which you’ve all heard, "Well, employment’s good but what about folks with DD who have been in programs for thirty years?  You know, they are sixty years old, are we going to force them to go out and get a job they do not want?"  The answer’s obviously no.  But, they did it on a policy level.  They created a stream, funded by Supported Employment called Alternative to Employment.  Now, of course, in my cranky stuff in Oregon, I start off by saying, "the only Alternative to Employment I know is unemployment," but let’s call it Alternative to Employment.

Alternative to Employment, which is funded entirely by DD Supported Employment money; 45% of the clients in Supported Employment are not working.  They are in Alternative to Employment, which means Community Access, going bowling, which is all nice stuff; sometimes volunteering.  But they are being paid by employment funds to do something that is not employment under the guise of attending to individual choice.  Whereas a State like Washington, and none of these places are ideal, a place like Washington says, "We value Community Access; we do not have enough money to pay for it and we are going to pay for employment."  Now the political part of that is Washington also has had good links with the parent groups, who are often very strong in terms of Developmental Disabilities, because in some states people that do not want to do employment, I am talking about providers, align themselves with parents on the safety, the so-called safety issues.

But, I mean, those are some of the questions I think we need to think about.  I do not think there is any debate that if John Jones is in front of you that he has got to make that particular choice about himself about working.  But there are very open questions about how do we as a system and how do we as individuals move that choice along.  That, sorry, I do not know your name, but that situation you mentioned with your sons.  

Under the guise of being sensitive to individual needs, we lowball people’s expectations.  So, if I have got a child without a disability and I am sitting around with some kind of transition planning, we are talking about education, employment, you know.  If I have a child with a disability, we get everybody together we talk about, "what is your favorite color?" "Oh, you like to work with animals?"  We talk about everything except, "What about getting a job!"  That's seen as like, too narrow.  We are sophisticated person-centered planners.  We talk about visions.  We do not talk about jobs.

On the one hand, that is good; let’s be open. And someone, like, say, John Nietupski does that well because he gets it. You know, he can do the vision thing and get to an outcome. But very often people hide behind the vision thing and kids with disabilities, do transition planning from age 14 to age 22, and they never have a focus. You know, it is all seen as this amorphous list of likes and dislikes, and you know, what color do you want your room to be?  So you really have to look beyond just the sensible, clinical, individual stuff and say, "How do we as a system get to the point, to answer Pat’s question, about what is the point of all this, if we cannot produce better outcomes in terms of employment?" You know, you have to decide your own individual ways about that.  

What about the issues of supports?  We talked a little bit before about people with different disability labels tend to have different support needs, both from families, peers, professionals, folks with developmental disabilities, folks with learning disabilities, folks with emotional problems.  I wonder what folks think about the support needs of people with different disability labels in order to help keep them in community employment?

Cindy Wiemold:
From a provider aspect and having done Supported Employment, I think the needs for people with serious mental illness need to be more responsive, more flexible.  They are going to have periods of time where they are doing quite well and really do not need a lot of help.  They are going to have times when things are not going so good and they are going to need more help.  People that I have worked with who were more functionally impaired, that is more of a consistent level of support and just making sure that the continual things that they regularly have challenges with are addressed on a regular basis. 

But I do think it is important that from a support aspect people understand some of that responsiveness that is necessary, I think; with serious mental illness and that it fluctuates with whatever their needs are.

Orville Townsend:
I think it is also important that a good assessment is done to make sure that all of the needed supports are identified, you know, whether it is a job coach, but maybe a job coach is not enough in some cases.  Maybe you’ve got to do some educating of employees, coworkers, so, you know, identifying all of the supports that are needed and putting those in place is important also.

Joe Marrone:
There are some other points, but I was just struck by Paul and the things that you handed out.  One of the things you had was it was important to develop some kind of employment support plan for the person. How do you sort of figure out what sort of supports people need when you do that?

Paul Barry:
I think one of the things that has worked for us is to have a support plan where all the key players get together:  family members, sponsors.  Clearly, if board and care operators are not there at least they are in the loop.  I do not know if any of you have ever gotten somebody a job and sort of celebrated and had the person quit their job that ended at 7:00, because the board and care would not hold dinner for them.  It is those type of obstacles that you want to make sure in the support plan that they are covered.  Who is going to explain the effects of the Earned Income on their check, so they are not quitting their jobs simply because they see their first check reduced?  Their first SSI check after their income.  

So to identify is probably 18-20 different topics that pretty much need to be covered, and more importantly, who is going to cover them?  So that our experience has been that fear thing they just saw in the Disney film I showed you is, it was so irrational, in our mind for a leaf to provide that kind of barrier, and an awful lot of our members, or consumers will run into obstacles that we think should not be big, but they are big.  And the idea to try to predict both sides of obstacles and decide ahead of time who is going to cover them as much as possible, if it be Social Security, or any number of things including:  Who is going to with the person to their job the first day?  Who is going to call the person them night before to make sure that they are okay?  Just all of our efforts tend to be compromised by the fact that support, tends to be reduced when someone starts a job, instead of increased.

And I appreciate the point that John made earlier, in the middle up there, about how many people we have that are interested in employment and the kind of work they require?  The interesting outcome here is that the more people work, the research is the more their symptoms are reduced.  It is a change in what we always assumed was the fact and if work in fact reduced the symptoms, there is some evidence that it may reduce hospitalizations, it may eventually reduce work loads on case managers, so the more people you have working, you will find them busy doing other things that are not mental-health related, and eventually reduce your work load, but you’ve got to be able to grab a hold of it, or you will always be working on the people in crisis, wondering how you cannot get to the people who are interested in employment?  So that Support Plan has been real a tool in making sure that our efforts has the best chance of being successful.  It is like an investment in the work you’ve already spent.

Joe Marrone:
How is support stuff funded in Iowa?  I mean, from the VR, through the DD, through Mental Health?  I don’t know.

Geri Moore:
Through IRWEs. On their Social Security, 

Joe Marrone:
People fund their own support.

Geri Moore:
They fund their own support, yeah.

Cindy Wiemold:
Typically, the VR contracts are outcome based and oftentimes after ninety days of successful employment that contract is over.  It is outcome based, so that is where the funding from VR ends and then the long-term supports go to the county level.  That is typically the way it ends up working.  

Joe Marrone:
Is there a waiting list?

Cindy Wiemold:
There is a waiting list for VR.  Has been since last July.

Joe Marrone:
To get in.  But, I mean, like long-term support.  Suppose you need to convert to long-term support.  Do you have to wait?  Do you have to quit your job?  What do you have to do?

Annie Uetz:
Well, each County funds their own services for people who have legal settlements in their county, and Polk County does have a waiting list. We have 141 people on it right now.  Depends on the County.

Cindy Wiemold:
And there are some counties who will not fund Supported Employment, period.

Joe Marrone:
So how would someone not get into the front door?  Say if someone, so in Polk County, with the waiting list, would someone not go into VR first until they were cleared on the waiting list?

Annie Uetz:
They have to get on both waiting lists and whichever waiting list comes up first, funds.

Joe Marrone:
I am getting a headache.

Pat Steele:
Joe, I want to ask a couple questions here.

Joe Marrone:
Are you on the panel?

Pat Steele:
Two public policies.  Basically, in the No Child Left Behind legislation public schools, we’ve said, "these are the outcomes we expect."  Every child is going to read at this level, keep standardized test scores, they are going to do math at this level.  They are going to have to do that.  In schools that fail to meet those, risk losing funding, in fact, the Federal Government says, At some point we may come in and take over the schools, and typically they are not providing any more resources.  They are saying, "These are expectations, meet them."  So I guess as a provider, or maybe as a funder, or someone who calls you and said, "What, we expect you to be working, we expect them to be working this many hours, this much pay, and if you do not do it, then we are going to find someone else who can."  So that is one public policy.

The second one, as you alluded to, what if the Federal Government just simply said, People with Disability get five years, like they did Welfare, to get off benefits, end of discussion.  Now, I am not advocating that either of those two things should take place, but if they did, what change would that make in the system?

Cindy Wiemold:
I think it would force more accountability, and I think that is an absolutely good thing.  I do think that if services, particularly organizational employment, if it is time limited, or limited to a certain amount of dollars, maybe it would wake some people up and they’d say, Hey, you know, we really need to be working on these things harder and see the best we can do within these limits.  I think it would push people.  That is not a bad thing.  I think there is a huge piece here that nobody’s really talked about talked about today, at all and that is the labor market and the economy.  Everybody’s acting like these jobs are just laying around out there everyplace.  People have to realize there is plenty of non-disabled people who are having a tough time finding a decent job with benefits that they can get promotions.  So…

Pat Steele:
I will grant you that, but as the school would say, look, do you think it is easy to teach kids to read at this level, when they come to us with a variety of backgrounds; not getting fed properly.  What they’ve seen in their home.  But, no one is saying sorry.  We expect you to meet this performance and as a school member that is basically what they are saying.  We do not care about the excuses, it is the outcomes we want; do it.

Cindy Wiemold:
There is nothing wrong with having expectations and setting high expectations and in some cases, like I said, particularly with it being driven by some of the funding sources.  I think it gives people a wake-up call that is not a bad thing.  

I also do think that, I prefer to go at it more as a partnership and more in sort of a "let’s work at this together" rather than the big stick held over the heads of people.  And it is always been the people with the money who are trying to control the people who need the money.  So, right in that control situation-ever since you were a kid and you did not get your five bucks allowance since you did not clean your room.  I am not going to say that is the best way to go about this kind of stuff.  I think trying to do it in a partnership or perhaps with more levels of accountability and maybe some of those limited funding aspects are factored into that accountability.  I am sure that is what with the VR System and their outcome–based payments.  That is in essence what the idea was to 90 days, you get people a job, get them stabilized, and 90 days, they are still on the job, you get paid for it.  It is in effect trying to keep people from being on the system indefinitely and like I said, that is not all a bad thing.  I also know that the outcome-based system is less than perfect and it doesn’t have the flexibility.  We are dealing with people.  You know, these are not cars, these are not tires, this isn't a pair of shoes, these are people.  People have lives, things happen, you know?  Those outcome-based systems do not deal with all of the individualities and the flexibilities and all of the things that can happen in people’s lives.

Annie Uetz:
One of the major issues is that there is so many funding streams that it is too confusing for consumers….<inaudible comment from audience> I missed that.

Participant 1:
So, Pat, what you were proposing?

Pat Steele:
No, no.  I am not proposing.

Joe Marrone:
He's being provocative.

Pat Steele:
I am just saying that the Federal Government, 2 other areas of Education and Welfare, it beats Public Policy.  I am asking what would happen if they did those same two things in disability service?  No, I am not advocating that at all.  I just raised a question.

Participant 1:
So with your statement would there be less paperwork?

Pat Steele:
From a school perspective, no.  I can tell you we are doing a lot more paperwork.

Participant 2:
I often think that if we start that philosophy of say the five years or you whatever, it is expected of them to work in high school.  Then I think that is where it comes from and I think a lot of people who have been getting their SSI checks, who have been getting rent subsidy, who have been getting food stamps and everything else.  And they have enough money to get their smokes, get their sodas, and have their Cable TV and they are too far-gone.  I do not want to work right now; I mean there is not that work ethic.  And so I think that to be, and they may be getting it from their buddies, they may be getting it from whoever.

Geri Moore:
Well that is where some of the supports will help them, because if they can see that by going to work they actually can come out ahead….

Participant 2:
Then they come out ahead on their SSI check, but then they also, you know their buddy, or somebody else would say, or their neighbor say, "Oh, you are rent’s going to go up."

Geri Moore:
Except for that is not true either because, you know, here again, that Uncle Ed gave them bad information because that is not affected.

Participant 2:
The consumer people like Pat who are saying, "Well, look, I got my SSI check and this is how it did not affect me," is really a good thing.  I think there needs to be more of that.  I also think it needs to start in high school with the parents having that philosophy.  A lot of the parents are saying, "Oh, you can only work only ten hours a week, or you can only work fifteen hours a week.   You cannot work full time.  Then you’ll lose your benefits."  We have got to change the education system of the parents so that you can start when the kids are young and put that work ethic.  And just like you said, you expect your sons to both be working in the future.

Cindy Wiemold:
You have raised a very good point.  I think it has become socially acceptable for people to live off benefits and to try and protect those benefits and the safety net.  That is a societal issue.  I am not sure that any mental health systems change is going to hit that broad spectrum in terms of societal issue.

Participant 2:
In fact, people need money, and the five-year thing and the Welfare thing, they just figure, well, Moms that should get off their butts, quit having kids, and just get to work.  They do not need that Welfare, which may or may not be true.  But I think with people who have the diagnosis of MR, DD, MI, what-have-you, cause I think they and their people with the image; it tends to coddle, and it smothers, and oh boy, you got that diagnosis.

Joe Marrone:
I guess it is getting close to the end, the only danger, I think you are making sort of points that sort of fit together.  There is two dangers, some if we end on this.  One is that, we are talking about all these complex things, which is true, but you sort of get paralyzed, you know, there is social issues, there is family issues, there is all this kind of stuff.  And I think at some stage from both a system, what can Polk County do? What can Iowa do?   What can individuals do?  What can VR do?  You got to sort of bite off a piece and say, "What piece of it can we begin to change," recognizing that there is a lot of different force fields?

I guess the other issue, I am also worried a little bit about blaming the victim stuff and I am, like, a bug on personal responsibility.  But when we talk about a culture, it is acceptable to be on benefits.  I think there is an element of that in our society.  I think partly people like us have made that much more acceptable.  We have Benefits Plannings.  How can you keep on benefits?

Geri Moore:
That is not the role they have.

Joe Marrone:
No, I am just saying a lot of Benefits Planners do.  We have a thing that is not widely practiced.  The place I work for, which is usually money-hungry.  We refuse to use IRWEs or passes to fund our support services.  We think all that is doing is basically cost-shifting from county governments and state governments to people using their own Social Security funds.  We do not think that is a good public policy.  It is not so much unethical.  We do not want you to use your pass or IRWE to fund our support.  It is our job to dig up resources to fund our ability to support you.  We want you to use passes and IRWEs for personal support, for cars, for other things, computers.  But then that is an example that we’ve given some thought to-whether you agree or disagree.  There is lots of things that go into this issue about socially acceptable; including fears, concerns, not having good modeling.  

So I think as we end today I guess I am going to talk about what is the point?  The other piece I would say is, "What piece of all these points can we take?"  You know if we look at Polk County, pick on Polk County.  Polk has this nice, and I think it is one of the better, Report Card Systems in the country.  I’d certainly tout it around.  It is really a nice structure.  Okay, what does that take to the next level?  You know, you are doing a better job.  Are the people who are doing worse in the Report Card, doing any worse in terms of providers, than the people who are doing better?  Is there a public policy in the county that says, "We are going to use this report card to structure how we are going to fund our public policy over the next ten years?"  You know, it is Pat’s crowd does training.  You know, are we going to use this training not just to help individuals but to really change the system?  You know, does VR, do they just say, "Here’s the way we are?"  Or do you get creative?  Do you try to work things out in terms of being flexible with the system, whether it is through one stops or long-term support?  You know, benefits planning struggle with those kinds of issues about, "What is my job?  To advocate work versus just give people information?"  

Providers certainly need to fund themselves.  You are running a business when you run a provider.  On the other hand, how do you do it in a way so that you are not just beholden to the funding source, but you frankly help mold to the funding source?  In terms of Patrick’s point, I do not want to lay everything on the individual, but there is a piece of it that everybody has said, that, if I am a person with a disability or a parent of a person with a disability, I also have to make some individual choices about work, not just as something that is kind of good for me, but also work is part of a citizenship responsibility; it is part of the social fabric that we all deal with. 

It is 3:15, do you have any benediction?

Pat Steele:
No, I don’t, I just said that aloud.  My point is I think as we look to Education and Welfare, eventually the public just said, "We do not think you can fix that.  We are going to fix it for you."   And that is like the question.  Can the system that serves people with disabilities fix itself or is it at some point, some outside force, say, "This is how we are going to fix it."  

Thank you for coming.  If you have got your evaluations, leave them here, we will gather them.  Drive safely home and thank you.

<Applause>
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