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>> RICHARD:  We'll begin here in just a moment.  I think we're where we need to be.  

It's always a pleasure for me to introduce Lex Frieden, and that's not just because he's my boss.  I first met Lex when I was a new center director, and that was in 1988.  I traveled to Washington, and one of the people that I wanted to meet was the person who was the head of the National Council on the Handicapped which later became the National Council on Disability.

I spent quite a few minutes with Lex in his office, and I learned that, indeed, Washington wasn't a good place for Mexican food.  

(Laughter)

>> RICHARD:  It's probably hard to get warm there.  And, also, that the council had just published a book on disability rights.  And I believe that was Toward Independence, if I'm not mistaken.  And that was a policy statement and stories of people with disabilities and the issues around civil rights for people with disabilities.  

Well, that and other work that Lex did was the foundation for the Americans with Disabilities Act which was passed two years later.  And Lex played an absolutely pivotal role in the preparation of that landmark legislation which affects all of us day in and day out.  And that's been 22 years, almost 22 years since the passage of the ADA and 24 years since we've first met.

But Lex has held national leadership posts.  He's returned to become, not the director but the Chair of the National Council on Disability.  He has been head of the International Rehabilitation Association.  He is director of ILRU here in Houston and has held that role since 1977 when ILRU was founded.  

And Lex is on the faculty at the University of Texas Health Science Center, the School of Informatics.  And he, today, is going to speak about past and prologue.  And he has an important perspective to share that I think all of you will find very interesting in your roles.  

So with that, Lex, it's yours.

>> LEX:  Thank you.  Thank you, Richard.  

It's a pleasure for me to be here today to see all of you and to have the opportunity to meet some of you on this occasion.  This is a kind of transformative period in the history of independent living.  And I'm just curious today, how many of you are from east of the Mississippi?  How many of you are actually Yankees?  Well, we have a few.  Okay.  And the rest of you are from west of the Mississippi.  How many of you are from California?  All right.  Well, I hope you stay connected for a while.  

(Laughter)

>> LEX:  How many of you are under 40 years of age?  

(Laughter)

>> LEX:  I see a couple of cheaters back there.  

(Laughter)

>> LEX:  It looks like we're pretty well split.  The reason I ask you these questions is because I think that it has a lot to do -- the answers have a lot to do with where are we in independent living.  

Richard, if Pax can move just a little bit, I'm going to slide past you.  The last time I tried to pass a guide dog in my wheelchair, she was close to the pathway.  I ran over her tail.  She didn't squeak.  I mean she just looked at me like, what kind of nut are you?  

(Laughter)

>> LEX:  And since then, she hasn't bothered to greet me.  

(Laughter)

>> LEX:  So I have a history, and Pax probably got the word from her because he was all too quick to move out of the way.

The independent living movement has evolved during the last 30 years or so.  And it has evolved even more during the last five or ten years.  

Some of you have been -- how many of you have been working at an independent living center for more than five years?  So we have a pretty good breakdown of people who have considerable experience and those who have less experience here.  

The issues are these.  People with disabilities are the same as they have been.  Our environment, however, has changed.  And it is changing.  It's changing radically.  The physical environment has changed since we first started the independent living centers back in the late 1970s, mid 1970s.  There was a lot of preoccupation with physical access.  

We did a videotape at ILRU in 1976, and we interviewed people from five centers for independent living around the country at that time, and there were actually only five centers for independent living around the country at this time.  

And one of the fellows, I remember, from Boston Center for Independent Living on the videotape said that it was priceless in that Massachusetts, Cod, whatever they call it, Bay accent, he said whenever I see a ramp, I use it.  

And that was a significant statement at the time because there were relatively few ramps.  He couldn't have said that about public transportation.  He couldn't have said whenever I see a bus, I get on it, because he couldn't have done so.  

So there have been some significant changes since independent living started.  Most of those I think in the physical environment because the physical environment is more accessible than it was.  

You would think that there would be a lot of changes in the psychology of people.  And, in fact, there have been among certain groups of people with disabilities.

Some people with disabilities, younger people with physical disabilities, feel more empowered.  Some even feel like more a part of the mainstream.  You can talk to young people who are in school today who have physical impairments and ask them what the barriers are, and the answers they will give you are about the same as their nondisabled peers.  So we have seen some really progressive changes.  

You will also see that people with cognitive impairments, psychiatric impairments, and mental disabilities are more aware that they have rights as people with disabilities.  And that's also kind of an important change in attitude.

The public is also aware.  Some of them don't acknowledge it, but when they go to the parking lot and discover a lot of disabled parking spaces and they want to park close to the store, they become aware of the fact that the environment has changed to accommodate people with disabilities.  And some of them, frankly, ignore that and try to go about their business.  

If you haven't done so already in your community or state, do what we did.  Raise the fine for parking in those spaces illegally to $2,000 per occasion.  Most cities now it's 50 bucks.  Raise it to 2,000.  See if you get a little more enforcement.  And all you have to do to do that is to find a friendly legislature.  All right.

That's what we need to do more of, by the way, find friendly legislators.  This is the perfect time to do that, in my opinion.  This is what we used to do, I think, actually, more effectively than we do today.  And that is get engaged in the political process.  

Do training at your centers to help consumers understand how that process works and why it's important to go to a local caucus meeting.  Send them with an assignment.  Count the number of people with disabilities who are at the caucus meeting.  

Do you realize how easy it would be to get people more with disabilities than nondisabled people at one those meetings, and what you can do then?  Because all of the platforms for the major parties are established by resolutions that start at the local level.  

Maybe that's an exercise for some of our colleagues in our communities is to put together resolutions for the political parties to include on their platforms.  And maybe the resolutions should say things like states are not allowed to place people with disabilities in nursing homes, period.  

Maybe that's a resolution.  I'd love to see Mr. Romney talking about that instead of Mr. Gingrich talking about Mr. Romney.  

(Laughter)

>> LEX:  And I, frankly, wouldn't mind seeing Mr. Obama talking about that.  

It's very interesting now in the last several major elections, national elections, I have the sense that people with disabilities are sort of forced to pick the option that won't hurt them the worst.  You know, we haven't really been given the opportunity to choose the option that, by golly, we really believe in, and it's going to be best.  

We rationalize that by the time we get around to the voting booth, we have to say we believe this is the best choice.  But in reality, if you stop to think about what they provide us as  grist for the meal, as rationale for electing them, they don't really offer us very much.  

Because too often, the ones that we would choose to vote for simply know that if they keep quiet, the opposite one, the one they're running against, is probably going to shoot themselves in the foot.  So that's not a good sort of a process, in my opinion, and I think people with disabilities need to get more involved in the process at the local level.  And now is a perfect time to do that.  That's the way that we continue to evolve independent living.  And, again, to some degree, we have achieved that with CMS.  

You know, Medicaid, as a result of initiatives made by advocates, has done some fairly creative things, encouraging states to facilitate the process of institutionalization to facilitate the process of moving into the community.  And many states have taken advantage of that opportunity.  

But listen, states are only going to take advantage of the opportunity as long as it doesn't cost them anything.  And right now the federal government is subsidizing their efforts to do that.  So as soon as somebody turns off the pipeline and the states have to do it their own way, they're just going to go with the cheapest option.  It doesn't matter.  So we better take advantage of the opportunity that we have now to work through the system.  

And centers for independent living don't need to consider themselves as being a part of the fabric of social change.  Centers for independent living, in my opinion, need to be social change.  We need to transform the community.  We need to understand the demographics.  We need to realize that people with disabilities have voices, louder voices than we've ever had before.  And we need to understand the demographics to the extent that our parents, our parents' parents, a few of us who raised their hands a while ago, the over 40 set, at least those of us who are over the 60 set, can see ourselves aging in America.  Okay.  

Every day ten thousand people are turning 65.  After the year 2020, a large -- you know, almost half of our communities are going to be seniors.  And because people obtain disabilities as a result of the aging process, many of those people are going to be disabled.  

So the demographics of disability are going to change radically.  The psychology of disability is going to change rapidly.  Because as soon as those 20 somethings who were 20 something 20 years ago begin to be retirement age, as soon as those of us who were on the front end of the baby boom generation begin to retire, we're going to see the me generation come along and say to the public, to the providers, we want to make decisions that affect our own lives.

You know, my grandparents were just happy that there was a nursing home in the community.  They lived there.  They were happy.  They were happy there because, generally, it was other people in the community who were working there, sometimes even family members.  And it was an alternative place for them to stay besides their home which wasn't accessible and didn't have enough people around to help them all the time.  They were happy to be in a nursing home.  

Today if you go to a nursing -- is there anybody here -- well, I won't even ask the question.  I know most of you that have been in a nursing home.  So you know what I'm talking about.  These are factories.  They're not homes.  They're buildings.  If you want to be friendly about it, call it an institution.  That's the nicest thing I can think about to say.  I mean, they really are factories.  

The people who work in them -- actually, they've done some attitudinal surveys.  The people who work in nursing homes today, the majority of them are less happy with their jobs than people who are really working in factories.  They don't want to be there.  They don't get paid very much.  They're not rewarded very often.  The people who they're caring for don't really appreciate being there.  So they don't seem to appreciate the care they're getting.  

It's not the solution that we want for ourselves.  It's not the solution that we want for our family members.  It's not the solution that we know we need.  So what's the answer to that?  Get our people out.  Get them out.  Keep them out.  The only way we're going to do that is to ensure there are options in the community.

And while 30 years ago we were working on physical access, now if we're not working on alternative housing for people with disabilities in the community, if we're not working on developing consumer directed personal assistance programs, we're not doing our jobs, simple as that.  

How do we do those things?  It's not rocket science.  That's a good thing because not many of us are qualified to be rocket scientists.  What we are qualified to do, though, is recognize opportunities, take advantage of it.  We are qualified to help our communities learn.  And when they don't learn, be a little more aggressive and teach them.  

We are qualified to promote opportunities for people with disabilities in the community, and we are qualified to help people see opportunities in the community when they are otherwise frustrated by living in an institution or a nursing home.  So these are the things that I think we have to -- to be cognizant of.  

A while back, I told you about the film we made in 1975.  Two years later, there were a group of us meeting in Washington DC.  Judy Human, Ed Roberts, Fred Fay, myself, a guy named John Lancaster, and a few other folks were meeting.  We had, first of all, a meeting of the American -- ACCD, American Coalition of Citizens with Disabilities.  Does anybody remember that organization?  Seriously now.  ACCD.  

It was back in 1974.  Fred Fay had a meeting in Boston and invited some people there, including Ed Roberts, Judy Human, and I, to go and talk about how we should have a national disability movement.  And we formed an organization called the American Coalition of Citizens with Disabilities, and we hired a guy named Frank Bowe.  

And if you haven't read Frank Bowe's book called Handicapping America, do so.  In fact, Rehabilitating America is a good read.  Frank was an incredible communicator, and he was a great leader.  And ACCD had state chapters in every state at one point in time and did a lot of good political activism and was kind of a meeting place for independent living advocates.  

In any case, there was a meeting in Washington and the leadership went there to discuss further developing that organization.  And we had a side meeting about independent living that a few of us went off to.

And we had the idea of amending the Rehabilitation Act of 1973 to include a provision for independent living, and that was Title VII.  So this was 1977, and the amendments occurred in '78.  And we were there trying to decide what to include in that law.

And this guy -- one guy came in who was working at that time with United Cerebral Palsy Association, and he said, you know, with due respect to you youngsters, he said you're just nibbling on the edges if you're talking about amending the Rehabilitation Act.  The real action is in Medicaid.

He said there are millions and millions and millions and millions and millions of dollars in Medicaid going to the states, and the states are organizing and putting that money into institutional classical systems of care.  They're just mimicking Medicare in many states and offering those services to indigent people, mostly including people with disabilities.

And we said we don't know anything about this Medicaid.  Why did we say that?  Well, we weren't elitist.  Quite frankly, we were elitist.  None of us were indigent.  We were all in college or finished college.  We were all Caucasian.  With the exception of Judy, who sometimes behaved like the rest of us, we were all male.  

(Laughter)

>> LEX:  Don't tell her I said that.  

We were homogeneous in many respects.  Most of us had physical disabilities.  As a matter of fact, all of that group I just named had physical disabilities.  

Now we were kind of like politicians.  We said oh, this cross disability idea is a good idea.  Of course, we were all -- you know, this diversity idea is a good idea.  Of course, we weren't.  We were really intellectualizing this whole approach to independent living.  And we sort of ignored this guy who's talking about the masses and the big money and Medicaid.

I don't know really why we did it.  I don't think we did it because we were thoughtless.  I think we did it because we didn't want to bite off more than we could chew at that point in time, and we figured we could take on the Rehabilitation Act but probably not Medicaid.  

And we made that recommendation, and sure enough we got enough money to fund 10 centers for independent living in 1978.  And now by today, I think there are nearly 400 that are funded from some funds from Title VII.  

So we had achieved something in this process.  And our rhetoric about diversity, rhetoric about cross disability, those principles, those ideas that we had, have really caught on.  And I think we're doing a lot better with our initiatives in those manners.  

Our idea about disability leadership has been maintained.  Our idea about the empowerment has been developed further.  So it's not that we did anything bad, but we missed an opportunity because we didn't choose to work on Medicaid.

If we had done so, given the effort that we put into independent living, we might have changed the course of history as it relates to Medicaid services today provided throughout the states.  We might have.  I don't know.

Today, however, we have a chance to reconsider where our efforts are.  We don't have to start independent living because we already have independent living.  Now we have the opportunity, just because of the environment, because of the economy, because of the politics, because of the needs, because of the changing demographics, and for several other reasons, we have the opportunity to have an impact on Medicaid, an opportunity that we haven't had since we passed up the chance in 1977.  Okay?

Now we have the opportunity where things are in flux, and that's when you can effectively make change.  So think about where your states are with respect to Medicaid.  And if you don't think they're confused, you don't know what's going on behind those closed doors in your state capitol.  Because I guarantee you, the Medicaid folks working in your state are a little confused.  They don't know who's doing what, where they're supposed to go, where they're going to end up, who's going to pay for it, who they're supposed to be focusing on, what the rules are going to be tomorrow.  In fact, most of them don't know what the rules are today.  They are confused.

It's an opportunity for us to explain to them what the program is.  It's an opportunity for us to rewrite the rules that need to be rewritten.  It's an opportunity for us to influence the politics that change the way the program moves.  It's an opportunity for us to make the programs responsive to the needs of people with disabilities for all of the reasons that I've talked about.  

Maybe the changing demographics is the most important reason.  Maybe the reality is, because of the changing demographics, we're going to have a lot more advocates who are going to sense the need to move out of institutions into the community.  

In fact, if you talk to people right now who are aging in America and you ask them what the number one concern they have about the future is, they probably have two.  One of them is going to be the economy and whether they have enough savings to stay where?

>> AUDIENCE MEMBER:  Home.

>> LEX:  Which becomes the second concern they have.  Where am I going to stay?  Okay?  So if they have enough money, they're going to stay at home.  If they don't, then they get nervous about where they're going to be.  What if we can promise them they were going to stay at home?  And why don't we?  Could it be any less expensive to put them in a nursing home and charge the taxpayer 50, 60, 70, $80,000 a year?  

If you have your own home, how much could it cost you to pay for the services you needed to stay in your own home, even if you had a severe disability?  Okay?  Figure it out.  Take the numbers to a public hearing.  Ask that question.  You know how much it costs.  You work in an independent living center.  You can show how to make a budget to live on less than $60,000 a year if you have a disability.  

As a matter of fact, one time I said to a legislator, look here, I might be eligible to go into a nursing home.  That means you're going to pay $60,000 for me to stay here.  I'm going to make you a deal.  Give me half that, and I'll stay at home.  Okay?  I mean make the deal.  Show the reality.  Help people understand how to be an advocate.  

So the first thing I think we need to do is keep people out of nursing homes.  And the way we do that is transform the way we think about living at home with a disability.  All right?  We don't have the infrastructure to do it.  

All those people who are in nursing homes can't possibly live in their own homes in the community now because we don't have enough accessible housing for them.  We don't have enough low income accessible housing for them.  We don't have personal assistance services that will meet their needs.  But we can develop that.  And we know that's going to be a need.  And we should see better than anybody else the opportunity to meet that need.  

And, therefore, I think what we have to do is begin to focus more on developing our programs so that our communities can be accessible to people, regardless of their age, regardless of their disability, regardless of their physical and social needs.  

We can work with other agencies in the community, and we can transform our communities.  And we can do it using the independent living model of empowerment, self-direction, and personal responsibility.  What else is there to do?  

I really appreciate having the opportunity to talk with you all about this.  And I hope that -- well, let's see, how many years would it be -- 25 years from now.  I'm not here with a group of other gray-haired folks saying, wow, we missed an opportunity in 2012.  Wow, we missed it again.  Okay?  

Let's take advantage of the opportunity.  Let's take advantage of the indecision.  Let's take advantage of the changing economy.  Let's take advantage of the changing demographics.  Let's take advantage of the opportunity that we have to be leaders in change, not to facilitate change, but to provide leadership in change.  

And you all know the ways to do that.  You've done it in your own communities.  Now we can work together nationally to effect the change that's needed to ensure that people have the opportunity to age in place.  That's a senior's movement kind of phrase there, but we need to get comfortable with it; and to live independently in the community.  All right?  

Thank you all very much for being here.

(Applause)

>> LEX:  If you have any questions or comments, I'd be glad to hear them because I know you all have thought a lot about these issues.  And I'm just happy to have the opportunity to discuss some of them with you.

>> AUDIENCE MEMBER:  Do you do any board strategic planning?

(Laughter)

>> LEX:  We do a lot of board strategic planning.  You know, that's one of the challenges that an independent living director has, that is keeping the board on the same page because the board members don't have the opportunity to go to all these meetings.  They don't have the opportunity to be exposed to the kind of stimulation that you all seek by attending and participating in training and by taking the time to do the reading and studying that you do.  

So having board members on the same page is a challenge.  But you know what?  That is the challenge for a director.  Unfortunately, because our centers are so small and because we have so few resources, everything is a challenge for the director.  Okay?  

The director's job is to do all.  But if you break it down and see what the ultimate responsibility of an executive responsible for a community based service organization is, it's to keep the board on the same page.  That's the ultimate responsibility.  

You should hire people to do the work.  You should keep the board on the same page.  You should do fundraising.  You should do community development.  You should set the mission for the organization.  

Now I realize that probably none of you -- in fact, I think there's only about three centers in the country that have the capacity to actually mobilize the sorts of resources that are necessary for the director to do just what the director ought to be focusing on all the time.  

So the director is usually the deputy director and the associate director and the assistant director and the bottle washer.  That's just the way it is now.  That can change, too, if we demonstrate our worthiness in  the community, if we bring our boards along, if we recruit other board members.  

By the way, here's an opportunity.  We always want to have a board that's consumer led.  We want to have a majority of the members of our board who are people with disabilities.  

In fact, there's a difference here, by the way, that I wanted to -- from time to time, think about this.  Do we really have consumers on our board or do we have people with disabilities on our board and what defines the difference?  

Now, I would say at any given time I as a person with a disability am a consumer.  Consumer of what?  Not necessarily services from my independent living center.  So I think when you think about that definition of a consumer, you need to have some people with disabilities and some people who are actually consumers of the services that your center provides.

In addition to that, we have other slots among our leadership, slots that we could use to recruit people who have political aspirations; maybe somebody who ran for public office at the local level and got beat in the last election.  What are they doing?  

If you liked them, and you think they have potential, and they're still interested in politics, maybe those are the ones who have the time and interest to get on your board.  Okay?  And then you help them get elected when they run the next time.  Okay.  Who's on the transition team then?  All right?  I mean, that's the way we have to think strategically.  

So use that board.  Train that board.  We have a lot of training materials.  And depending on how the weather is in Honolulu, I'd be glad to come out there and do some personal -- 

(Laughter)

>> LEX:  Okay.  Other questions and comments?  If not -- was there another one over here?  I don't want to leave anyone out.  

I know you guys are really working hard.  I had a chance to look in the back door a while ago.  Richard keeps me up-to-date on the trainings that we do.  This seems to be a good representative group of a lot of different parts of our community.  I know some of you from participating before in meetings and training, and I'm glad you're all here.  It's nice that the weather is cooperating.  It was 82 degrees last week.  You really would have been overheated.  Now it's kind of not too bad.  In fact, if you want to go out this evening, you might be able to find a table on an outside cafe or something where it would be nice.

Anything we can do to make your stay more hospitable, just let me know.  Anything we can do to help you transform your communities, that's our main objective.

Thank you.

(Applause)

>> JANE:  I'd like to say everybody give yourself an applause.  You're here, and you're troopers after lunch.  And we're just going to go on with the afternoon.  Thank you for those of you who are here.  We're just going to start off.

>> BRUCE:  Okay.  When we broke, we were talking about the informal supports, the appropriateness of those.  

The next thing I wanted to talk about was the training for managing attendants.  A lot of times we're using consumer directive services or even if you're using traditional home care, directing the attendants to perform tasks is a skill that you may need some assistance in building to have a successful transition, to think about that and to look at those needs, and potential additional gaps that may need to be addressed.

A lot of that is talking about, for me, like in New York, I know that if you need assistance with instrumental activities with daily living, that I can't get that filled by a personal care program, I need to use something else.  What else is out there?  So -- yes.

>> AUDIENCE MEMBER:  I'm sorry.  Can you please define what instrumental activities of daily living are?

>> BRUCE:  Thank you so much.  I appreciate that.  Okay.  The three major categories that I think about are activities of daily living, which is hands-on assistance, transferring, dressing, toileting, feeding, those kinds of hands-on stuff.  

Instrumental activities of daily living is much broader.  I'll confess, I had a much -- a very medical model view of instrumental activities of daily living.  I would think of that in terms of assistance with money management, safety monitoring kinds of things.  But it also includes the kinds of assistance you need to live independently.  

So what's been exciting about the community first choice option is as I've delved into, for me what instrumental activities of daily living includes, it also includes things like pet care, assistance with child care or taking care of children.  

So it's those other kinds of -- not the hands on piece, but the judgment and decision making, those kinds of things.  And then those other auxiliary supports.  So I think pet care falls within that kind of thing.  

And then health related functions are the other -- and I bring, just so I confess -- I bring up pet care because it is a consistent pain in the neck around what kind -- you know, someone wants -- I don't know.  I have three cats, a dog, and seven chickens.  So I understand the concept of having these in your life.  I get joy from this.  Why should we deny people with disabilities that kind of joy simply because we have a medical model approach to how we provide personal assistance.

So the other category is health related functions.  And from the HIV side of things, I mean any kind of thing.  So anything that goes in becomes often a medical kind of task that's in the nurse's range -- injections, feeding tubes, suppositories, all of those kind of health related functions, ventilator care.  Those are all the kinds of things that are in a slightly different category that the nurses are generally in control of in how we get those needs met.  

So when you're thinking about the kinds of assistance, it's not necessary that you think about it in those categories.  But for me it's helpful to go back and think about those, because sometimes personal assistance is broken down like that.  

Some barriers to providing personal assistance include history of non-compliance with home care.  Of course, we talked about what does it exactly mean.  Was it abusive attendants refusing assistance?  So sometimes because you refused assistance, now they don't want to give it to you.  Is it he said, she said, the agency said, the nurses arguing kind of thing, looking at some of those.  What was the background in the issue?  

Lack of informal assistance.  For our stake, it's a big issue.  They like to have someone who is there to provide assistance if the traditional system can't do that.  A lot of it is because home care is based on a system from the 1960s.  It was designed in the 1960s.  And home care was meant to provide assistance to family members taking care of a disabled relative.  

Okay.  As we talked about before lunch, a lot of has changed since the 1960s, but the model for home care typically has not.  So they're looking for informal assistance.  

For us it's very hard to get someone who doesn't transfer assistance in the community.  It should be simple, but it is painful sometimes.  The home care agencies say, no, you're required to have backup.  That's not technically the case.  Actually, it's not even legal in New York, but that doesn't mean it's not a problem.  And they throw the -- they wave the flag of safety.  We'll talk about that some more.

Criminal convictions is another potential issue, particularly.  Sexual related offenses becomes an issue.  They often talk about safety issues there.  I think one of the things that strikes me when dealing with home care providers -- and this is where there's some difficulty -- is where the individual lives may be considered a safety issue from the home care agency.  

So we've had some difficulty where they say he lives in a bad neighborhood.  We can't find any attendants to work for him.  I said, well, actually, I'm sure like 20 percent of your attendants live in the neighborhood.  Is that really the problem?  Well, actually it's the nurses.  So, okay then, tell them to suck it up because they get paid more than enough money to go into the neighborhoods.  Find me an attendant providing for assistance.  

The neighborhood is not completely unsafe.  A lot of times they're talking about the neighborhood where my center is located.  So I can speak from personal experience.

Okay.  Questions about -- anything about home care, personal assistance issues?

>> AUDIENCE MEMBER:  I think just in terms of looking at the system and the entire system and based on what we just heard and everything, one of the biggest challenges in terms of personal assistance is having a workforce, long term.  

Because the population is aging, and it's getting bigger.  And the workforce may be getting smaller, and it's not a real well paid job.  You don't hear a lot of people who that's what they aspire to do.  

And so I think, just in terms of looking at things from a systemic perspective, that that's one of the things that really needs to be considered.  Because we all clearly want to develop consumer-directed, home-based -- I mean community-based services, and that's an important component of it.  So that's an important consideration.

>> BRUCE:  Right.  Absolutely.  And I think that there's been some sort of traditional thinking about how we improve the workforce issues or address the workforce issues.  And that has typically been through traditional -- when you're tacking to labor folks, they have a very specific mind-set.  It's about career ladders, pay, and benefits.  But I would suggest that we need to broaden our thinking on how we address workforce issues because that is just one track.  

When we're looking at consumer-directed services, 60 to 80 percent of the people providing assistance are family members or close friends, families of choice as we were talking about.  They may be the people who are providing assistance that's coming out of the cash and counseling models.  Typically they provided assistance unpaid previously.  

So there is a resource.  I think expanding the potential pool.  Their needs and interests are very, very different from traditional attendants who are working in this as a career.  They're not looking for this as a career.  Frankly, they wouldn't wipe someone else's butt.  But because they care about that person, they're going to provide that assistance.  So we have to look at -- systemically, we have to look at what the issues are that are driving those pieces.  

Actually, just as a plug, you should pay attention to the Department of Labor, and they have some companionship exemption rules that they're very proud about extending overtime protections to home care workers.  

One of the unintentional side effects of this is potentially increase institutionalization and limiting the availability of those paid family care givers.  So that's something to watch for.

The other group that I think we should look at is people with disabilities providing personal assistance.  Some of the rules we have prevent people with disabilities from doing that.  A lot of our folks in the community are doing that informally, not getting paid.  And it's not a career -- it's not an option for them because they're locked out of that system.  

So there are some systemic issues.  Sometimes it's a matter of -- you know, with this we're trying to find the attendants to help an individual.  So looking at those personal connections.  

Even in a traditional model, family members who are interested, if you don't have the option of consumer-directed, they can get trained by the home care agency and work for that individual.  It's a tried and true approach that's been used in places that consumer-directed programs aren't as available.

Other -- that was easy.  That's easy to talk about, not so easy, necessarily, to get the services in place.

Mental health services and supports.  Okay.  I think one of the things that's interesting is you have to look at -- as we talked about earlier -- in the assessment, was this a piece of how the person ended up in the institution?  Is support necessary?  

Diagnosis doesn't necessarily mean that you require specific supports.  We talked about some of the supports that are available here, psychiatric services, peer counseling, and crisis intervention, medication, looking at those.  

But a lot of folks in nursing facilities have psychiatric diagnoses.  A big one, depression.  So my husband actually does counseling within nursing facilities.  So he was called in to assess an individual, and they said she seems depressed.  When he talked to her, he said, of course she's depressed.  She wants to leave.  

You know, so this is situational.  It's not -- you now, it needs to be addressed based on the situation.  Interestingly, he's still working at that facility, and they actually started the process of planning too.  He said I have some suggestions on how you can support the person moving out.  So looking at those issues is important.

>> JANE:  Yeah.  And I'm proud to say, actually, the satellite office that I work out of -- I oversee two satellite offices at our independent living center -- is actually located in a mental health center.  And so a lot of folks who come in come in for -- they don't necessarily have a mental health disability but actually have other disabilities as well.

So I don't know how many actual offices have actually worked that closely with mental health centers.  And so I'm always just a little bit, on the topics around mental health, especially -- you know, it was always interesting to me -- I mean, and who knows why this happened.  It probably just got lost where everything else gets lost in the nursing facility.  

But I remember working with a gentleman.  He had a therapist and a psychiatrist, and they were nowhere to be found.  I mean he saw them, and it was impossible to get a hold of them.  Well, of course, to get the calls returned.  It was a psychiatrist.  It was the medical model.  I mean it's interesting trying to work within that very much of a medicalized component.  

Anyway I'd also like to say that where I work out of our office, we call the peer counseling more of a peer support because a lot of folks who are in quite a bit of mental health services go to a lot of counseling.  This is just peer to peer stuff.  As we introduce our work, this is just peer to peer stuff.  I'm not saying you don't need counseling.  I know it's terminology, and it's been in the independent living centers.

But I think it's really important the crisis center intervention and the lives that we have for those, the 24-hour lines where folks can talk with somebody, the lines for if somebody is feeling suicidal.  

And yet, I've also found maybe that's not due to somebody's psychiatric diagnosis, but it's due to a human condition called loneliness; and especially as we talked about yesterday, losing one's community.

It is always interesting starting over with medication.  The buku amount of medication that somebody comes on that I've seen coming out of a nursing facility.  And they're thinking, wow, what's affecting what, and being able to assist that person getting the assistance to help stabilize that area.  So I just wanted to comment on it.

>> BRUCE:  Great.  I think this has implications for how we work with an individual as well.  If they have a lot of anxiety or they're depressed, we want to be supportive of that individual.  

And maybe that kind of approach of, well, you're on your own buckaroo, I've given you a list, you didn't do it, is not the right approach for that individual.  They need a little more support going through the process.  So paying attention to that in the process.  

Providing support during the adjustment, transitions from a nursing facility to a community.  Maybe it's not a major issue, but transitioning is a big deal.  So working in that kind of support.  Peer support is a big piece of it for us, making sure that that's addressed.

One of the big concerns we hear is access to services.  So a lot of times mental health services are complicated to access.  People may not want them because they've had bad experiences with providers.  Those are all kinds of things we -- 

>> JANE:  In the state of Colorado, if you don't have Medicaid, you're out of luck as far as getting mental health services.  Medicare maybe.  Actually, with the agency that I work with, they're starting to let folks who don't have insurance -- it's turning back to the community mental health paradigm where they can actually pay $5 to get in and start seeing a therapist.  They have to go to three sessions in a row or something like that.  But it's been neat to see them get pretty creative with folks who have no insurance at all to get services.

>> BRUCE:  Very cool.

>> JANE:  Yeah.

>> BRUCE:  So it can be an area where you have some difficulty in securing services.

Addiction services.  If addiction issues were part of the reason the person went in, looking at those in terms of assisting them in coming out.  Their addiction may be masked in the facility, so they may not have access to drugs and alcohol.  So it may be something that pops up later.  Or they may be dealing drugs out the back window of the facility.  So you have any of a variety of things.

Additionally, you have to think about addiction in terms of sometimes we don't get our drugs from a dealer.  We get them from the physician.  So thinking about those types of things.  

I know lots of folks who may sort of mixed -- you know, they have three doctors, and you give them each a various story, and you get a combination of medications you can use, and you run through them.  You might not notice that or be aware of that in the facility.  It will be something that pops up later, potentially.  Just know that.  

And then we talk about typical supports and services available, including 12-step programs and such.

Any questions on that section or thoughts?

>> AUDIENCE MEMBER:  Well, not a question.

>> BRUCE:  It's a thought.  That's good.

>> AUDIENCE MEMBER:  Well, it's a comment, and it's about MFP again.  In our state, Illinois -- and, Natalie, you can probably back me up on this.  If we see a consumer who may have a physical disability but also has psyche and addiction problems, they are not going to let us help that person.  They will just say no.

>> BRUCE:  Who is the -- I'm sorry.  Who's the 'they'?

>> AUDIENCE MEMBER:  It's the people at the State and University of Illinois in Chicago.  They are the MFP -- what would you call them?  They're the --

>> BRUCE:  I can come up with a couple of words.

(Laughter)

>> AUDIENCE MEMBER:  But they hold all the ranks.

>> AUDIENCE MEMBER:  the state has contracted the University of Illinois Chicago to be an outside entity that looks at the medical evidence of a case.  There are nurses and stuff like that where we are not medically trained.  They are.  And they bring up all these questions as to how this person is going to reintegrate successfully if they have a mental illness, if it's just depression or anxiety.  They bring up that.  

So to knowing that's going to happen, what I do is if that is in their past, talk with them if they want to start counseling, knowing that that's part of an approval process.  If we get the case up to that point of a staffing, that's where we get told yes or no if we can reintegrate that person.  

And if MFP says, no, they've got a severe mental illness, something like that, where we have to find the mental health providers.  Nobody will -- there's nobody in Illinois.  Maybe Chicago, but there is the rest of the state.  In Illinois, we are not recognized with the rest of them.

>> BRUCE:  I'm familiar.  I'm in New York State, and everyone thinks I spend half my time on Broadway.

(Laughter)

>> AUDIENCE MEMBER:  So if we're not in Chicago, in rural areas -- I'm in southern Illinois, very rural -- it's very hard to find a mental health provider to take somebody.  And if there is, they're full.

>> JANE:  What I just have to say is what that spells to me is -- well, I'll just spell it out -- but I'll just say stigma.  There's so many ranges of disabilities -- 

>> AUDIENCE MEMBER:  There is.

>> JANE:  -- or nondisabled folks, whatever.  It's just to me it's like these group of people we better watch very closely.  

>> AUDIENCE MEMBER:  Right.

>> JANE:  Whenever to me we better watch very closely --

>> AUDIENCE MEMBER:  And they don't know these people.  All they see is a name on a piece of paper, what they've had in the past, what type of treatment or whatever they're being diagnosed as.  

If they turn them down for MFP, we have community reintegration programs, CRP.  But the whole idea is money falls to the person, and our state is reimbursed from the feds at 75 cents on the dollar.  They go through CRP, they're reimbursed at 50 cents on the dollar.  So the State is really hammering us to do -- get them through MFP, not CRP --

>> BRUCE:  Then I think that I would -- 

>> AUDIENCE MEMBER:  -- for reimbursement.

>> BRUCE:  Okay.  Two things immediately spring to mind.  Is this a written policy?  So we have a policy that people with this diagnosis aren't allowed to -- you would reach out to the protection and advocacy organization to talk about discrimination, because this sounds clearly like it's a discriminatory policy.  

>> AUDIENCE MEMBER:  Oh yeah.

>> BRUCE:  And, obviously, there's a lot of stuff going on in Illinois that, I think, you could ducktail that into.  

>> AUDIENCE MEMBER:  Right.

>> BRUCE:  I think that's plain old stupid.  If I were able to get reimbursement of 75 cents on the dollar, to limit the field to get 50 cents doesn't make as much sense.

>> AUDIENCE MEMBER:  And it's their program that they want us to get the people out, but they're limiting us on how we can do that.

>> BRUCE:  Right.  I would just sort of look at the issue of --

>> AUDIENCE MEMBER:  Well, sometimes you just have to be creative.

>> JANE:  Right.

>> BRUCE:  Well, okay, there are.  Obviously, water around the rock a great strategy for some things.  But some of these issues like this, this one sounds like it's a blanket policy.  I would be really anxious about that, and I would just hammer it back.  

I work specifically with the protection and advocacy organization.  They have dollars to specifically work with people who have psychiatric disabilities.  There are experts in that -- bringing that to them, I'm sure, they would litigate on that.  

>> JANE:  Yeah.

>> BRUCE:  At least send a letter saying if you don't fix this, we're going to sue you.

>> JANE:  I'm interested in the philosophy behind it as to why they made that decision.  But then I also wonder about other mental health organizations that are activists or -- 

>> AUDIENCE MEMBER:  You find me one person that's coming out of a nursing home that doesn't have any type of diagnosis of depression anxiety.  

>> JANE:  I know.  

>> AUDIENCE MEMBER:  Holy cow.

>> JANE:  Yeah, yeah.  Depression, I mean, yeah.

>> AUDIENCE MEMBER:  Everybody takes a pill for depression, don't they?

(Laughter)

>> AUDIENCE MEMBER:  Seriously.  What is depression?

>> JANE:  Right.

>> BRUCE:  If you believe the commercials everyone does.  And the world is such a wonderful place.

(Laughter)

>> AUDIENCE MEMBER:  And what are you taking?

(Laughter)

>> BRUCE:  Okay.  So thank you for bringing that up.  It was a lively discussion, but this is a very much discriminatory policy.  Go to the protection and advocacy.  

If you come up with other situations like this in your state, things to look at, you know, are we discriminating based on diagnosis?  Is there a discrimination based on the significant of disability?  How can we address that?  You may not be able to change waiver rules which are federal, but you can change state stuff.  

And a lot of times, requesting a reasonable accommodation on a policy is a good way to approach this.  Change in policy often costs nothing.  So if you have a policy thing you want to change to get someone -- move someone through a system, you can just send a letter as an advocate.  I would like to request reasonable accommodations under the ADA.  Please change the policy to accommodate this.

>> AUDIENCE MEMBER:  With the money follows the person, if they say no they can't go through this program because of their severe mental illness, they will let them go through the community reintegration program.

>> AUDIENCE MEMBER:  Actually, they wouldn't let me do that either.

>> AUDIENCE MEMBER:  I haven't had an issue with it.

>> AUDIENCE MEMBER:  I already had a fight with the powers that be over a particular consumer.

>> BRUCE:  So then, again, I would go right to -- you know, the first thing I do when I get back home is call protection and advocacy and say, look, here's the situation.  How do I connect people up with you?  Because this is plain old wrong.

>> AUDIENCE MEMBER:  I know when our state first started using money follows a person, we had several discrimination issues; that individuals with certain kind of disabilities, not mental illness but other kinds of disabilities, were being targeted as soon as they left the nursing home and potentially would lose guardianship.  And that was the entire purpose that they would follow them from when they left the nursing home, and within a year, they would take their guardianship.  

We contacted Department of Health and Senior Services in our state, the people who are running the program, and they just basically made it so that we completely bypass them, and the people who are doing those things don't have power to touch those cases at all.  

I'm just wondering if there's someone you can go to that they have to report to somebody?  Somebody is giving them that money.  You know what I mean?

>> JANE:  Well, I'm just curious to ask lawyer friends over here.  How would you address this case, as we're saying go to your protection advocacy?

>> AUDIENCE MEMBER:  We're protection advocacy.  We're not lawyers, but we manage lawyers.  So it's the same thing.

(Laughter)

>> AUDIENCE MEMBER:  It is.  That's what I do.  

Yeah, to me it just smacks of discrimination.  The other thing is where's the appeal rights?  What kind of rights do they have to appeal these decisions?

>> AUDIENCE MEMBER:  We've been told there's no rights of appeal because it's a federal administration project.

>> AUDIENCE MEMBER:  You have to have some kind of state policies.  I would go to equip for equality.  What you need to tell them is they're working under the PAIMI, which is persons -- Protection Advocacy for Persons with Mental Illness.  They have funds under the PAIMI Act, and it sounds like it's something.  

Because part of what we do in protection and advocacy is we advocate to change the rules.  So to me somewhere this policy -- and a lot of times they're not laws.  They're policies that the State has set down.  And so those are ones you can go after real easy.

>> AUDIENCE MEMBER:  Okay.

>> BRUCE:  Honestly, I think that they might go directly -- I just think sometimes having a letter from a lawyer sends -- sets a different tone for things.  

>> JANE:  It sure does.

>> BRUCE:  They might send a letter directly to the place that's doing the oversight, then deal with the State.  

Another potential source to raise these issues is with the contract liaison at CMS.  I don't know who that is, but I understand that this is a State program, but these are all State policies.  

None of them are written into the federal program.  This is all at the discretion of the State.  So if this is a problem, it's something you want draw -- you know, bring to people's attention?

>> AUDIENCE MEMBER:  You can even go to the Department of Justice.  Because if it's federal money coming in, then we have a couple of litigations right now here in the State of Texas that we're doing that the Department of Justice is doing with us.  So it just sounds like somewhere there's some policy.  

A lot of times your PNA, like we have people that work with the legislators and the policy people that are in Austin all the time.  So sometimes, like you said, it may be just getting hold of the right person and saying, what is this?  It just sounds like discrimination for those people with mental illnesses.

>> BRUCE:  And you had two really significant agreements come out related to transitioning folks into the community.  And I think one of them related to people with psychiatric disabilities.  I'm not sure.  So looping back to those.  

And I'm not sure who was the lead on that.  I was dealing with the access living folks, but potentially touching base.  Amber Smock might be able to sort of point you in a direction of who that was.  So looking at, I think, that would be a direction I would potentially go.

>> AUDIENCE MEMBER:  Thank you.

>> BRUCE:  Good?  Other comments, questions?

Okay.  Housing.  Oh, this is such an easy one.

(Laughter)

>> BRUCE:  Because we have -- there's housing everywhere, and it's just all affordable and accessible and wonderful.  Not so much.

So some of what we're dealing with when we're looking at -- this is absolutely one of the most difficult issues that we deal with.  And what's interesting to me is there is complete agreement in our community that housing is the biggest problem, whether it's a person who's doing transition at the street level, policy folks in DC, we all know that this is one of the biggest problems.  We're working -- accessing services is a piece.  But, honestly, you can't access services if you're living under a bridge.  So you got to have someplace to go.

When we're looking at housing, I think it's important to keep in mind we have to be realistic about the budget.  What do we have to work with?  Is there subsidized housing available?  If not, what are the options that we have?  

Think about this, you know, when we're working with folks, sometimes people have lived in a certain situation.  They went into the nursing facility, and they're starting over again.  Maybe a few years ago the idea that you had to start over, some midpoint in your life seemed like unheard of.  

But I think a lot of us now are realizing that you start over maybe a couple of different times based on circumstances.  So people are a little more understanding of that.  But it is not fair.  It is not great.  

But when you're comparing sharing a room with someone in a nursing facility to a starter apartment, people do make -- you know, you got to look at what your options are.  It may not be perfect.  It will not necessarily be forever.  So it is starting over.  

I think back to some of the places where I've lived, and actually at the time I thought -- well, my mother may have had other thoughts.  I thought that they were kind of cool and was excited at the time.  So it's what you have.  There is a lot of that enthusiasm for folks.  

We have had individuals who said, no, I need to be in this kind of situation.  That is their choice.  The likelihood of getting a nice suburban place for us is less likely.  It's just what it is.  So we walk through folks with the process.

I think it's important to sort of, for me, we look to try to find the whole package.  But I like to separate out the affordability and the accessibility because there are lots of different pieces that you can put into place.  

So looking for an apartment that's accessible in terms of the building's accessible.  I can get in, but maybe the rent is a little out of line.  I can work on the affordability.  Can I find some way to make this affordable?  Maybe it's really in an affordable part of the community and it's a first floor apartment, but it's got steps in front of the building.  

>> JANE:  Right.

>> BRUCE:  Is there some way for me to make it accessible?  So trying to break that apart.  Sometimes, I think, we want to find the perfect place all together.  

>> JANE:  I was just going to say, how many folks have actually run into, oh, this place is accessible and the individual can get through the front door but not into the bathroom.  Yeah, yeah.  That's there in Colorado as well.  It's just -- it's amazing.  Yeah.

>> BRUCE:  Right.  And I think we have to sort of -- I think we have to sort of talk through with the person what do we need in terms of accessibility.  There are lots of different choices.  

And I'm not suggesting that any of these choices is the solution for any individual.  But we work with folks who couldn't get into the bathroom but said, you know what?  I'd rather have a sponge bath in my own apartment than get into the bathroom here.  So there's some negotiation about access.  

The woman I told you about with the photographic memory never saw the inside of her kitchen.  She knew exactly where every piece of something was supposed to be in the kitchen -- I say supposed to be because no one ever put it in the right place -- but she never actually saw the inside of her kitchen.  So what is the level of accessibility that I need or I want in my life?  And, again, thinking through this as sort of step-by-step.

>> JANE:  Well, also, I was just going to say the same thing in the oops, that this was way back when we were starting transitions and having checked everything out, obviously.  But there was a gentleman that moved into an apartment where the door to get in was accessible and yet the bathroom wasn't.  

But he wanted to stay there.  There was no way he was going to go back to the nursing facility.  And, actually, because it was a HUD subsidized and deemed that it wasn't out of reason to go ahead and accommodate it, they did make it an accessible bathroom.  

But the yearning, hey, I'm here.  I'm happy to be out here.  I'll use whatever I need to do to go to the bathroom and sponge bath and all that.

>> BRUCE:  So options you have for accessibility are -- that's a great -- if it's through a housing authority, have they complied with their accessibility requirements?  Do they have all the accessible units that they're supposed to have?  Simply checking up on the Rochester Housing Authority found they did not.  

>> JANE:  Yes.

>> BRUCE:  So there was a big effort to create more accessible units, including units with roll-in showers.  So, you know --

>> JANE:  That's actually -- I mean I just want to ducktail on that.  That's actually a really good idea.  Because I like the places that are actually, maybe, HUD subsidized or through the housing authority because they're held to much more -- many more rules than a place that's just privately owned.  

And, you know, to do a thing, like to see how many places really do -- are truly accessible is a great idea.  I mean to actually take home and to make more places accessible to folks that we're working with.

>> BRUCE:  So other resources include vocational rehabilitation.  They can pay for home modifications.  Waiver services can pay for modifications.  Volunteers can do some modifications.  

My father, when he was alive, was very mechanical and could do all sorts of stuff for him.  Popping out trim and widening a door was not a big deal.  Okay?  So looking through the resources that you have available as well.

>> JANE:  And it's much more easy to do.  Actually in our city that I work out of -- the CG -- okay -- city --

>> BRUCE:  CDBG.

>> JANE:  Yeah.  Thank you.  But what's the word for it? 

>> BRUCE:  Community Development Block Grant.  

>> JANE:  Wow.  Okay, that's it.

(Laughter) 

>> JANE:  They won't touch an apartment, but they will if somebody is moving into their own home.  So just all the logistics that go around it.

>> BRUCE:  And although we sometimes we think about, oh, it's more difficult to do things in rural settings.  My experience has been in rural areas you can get away with a lot more stuff in your buildings than you can, and churches will help.  

There's a lot of -- on the housing side, you have some more options here than you would in the city where building inspectors and everyone is breathing down your neck.  So there's some flexibility on side.  We don't often praise that end of the equation.

>> JANE:  I just wanted to bring this in.  This is kind of on the side.  But Steve Gold stated that 9 percent -- recently there was a 9 percent turnover rate.  There are at least nationally and probably more about 100,000 -- 80 vouchers potentially available to be issued to people who are on waiting lists.  So it's finding those options.  I love the story you told.

>> BRUCE:  Okay.  Well, I was going to say -- so that's a great ducktail.  Call the housing authority and see if they have vouchers.  Now you're all going to say, oh, that's just stupid.  But I did just to say, hey, what the hell.  

They said, well, we have 25 vouchers here.  We can't give them away.  I said, oh, yes you can.  I will get you a list in 45 minutes, and we had faxed over a list in 45 minutes.  So even if you think the answer is going to be no, ask.  Start there.

>> AUDIENCE MEMBER:  I actually -- well, our office actually went to three housing authority meetings, and I was sitting.  They had closed the list, but we understand that because these people are in the nursing homes, they kind of supercede that list and move kind of to the top of the list.  

At one meeting I suggested, well, maybe we should have the news media come in and see how many people with kids, four and five kids, and their parents that's living here than the person that's actually supposed to be getting those units.  So three of my people got units, handicap accessible brand new units in these apartment complexes.

>> BRUCE:  Well, another strategy with the housing authority is -- I'm sorry.

>> AUDIENCE MEMBER:  It's all right.

>> BRUCE:  They have a lot of latitude in what they designate units for or vouchers for.  So our local housing authority.  You know, the airport was doing an expansion.  They were going to close down part of this mobile home park.  They actually made Section 8 vouchers available to people who work in that area who were going to be displaced.  

So they have -- okay.  That's very specific.  They can easily designate vouchers for people who are coming out of the institutions.  So if you're running into where you've got folks and your backed up in terms of being able to find options to make things affordable, bringing those issues to the housing authority's attention is a good way to do that.  Work with the policy (indiscernible) and the advocates on that piece.

>> AUDIENCE MEMBER:  Real quick, housing authorities and how they change their target populations or their priorities annually.  And if you get in with the right person, you can ask if they would prioritize folks coming out of institutions.  And it really just depends -- in North Carolina a lot of them will not, but some have.

>> JANE:  And it's always worth it to try.  Who knows?

>> AUDIENCE MEMBER:  Another thing is there's something called category 2 vouchers, and those vouchers are specifically set aside for money follows the person participants.  In North Carolina it's a raffle system, but we were awarded five.  And those have been very, very helpful.

>> BRUCE:  And although these are small numbers, we only have to -- I think the way to approach this issue is not to try to fix the entire housing problem.  It's to find units for individual people and work with individual people.  

The other thing I just want to sort of stress is not sort of filtering where the apartments are.  So giving people full disclosure.  So it talked about potentially bad neighborhoods.  You know, opening up that's where cheap housing is often located.  So looking at what those are.  I know that there are some areas in our city where people consider those bad neighborhoods -- whatever that means.  But housing is available.  

I talk to folks in New York City a lot, and one of the things they say there is just no housing anywhere.  Well, okay, there are a million people living in New York City.  There has to be some housing.  And if there is a significant problem with affordable accessible integrated housing, have you put the option on the table of moving someplace else?  Well, who would want to leave New York City?

(Laughter)

>> BRUCE:  I understand.  But the person should make the choice of whether getting a decent bagel outweighs the option of staying in a nursing facility.  

(Laughter)

>> BRUCE:  Give them those choices.  

>> JANE:  Right.

>> BRUCE:  They'll put everything on the table.  And I can say I said that to the folks in the city, and they think I'm -- you know.

>> JANE:  And I want to add on to that that yesterday we were talking about that.  And then I thought, oh, my Lord, I've been a gatekeeper, because I work in a really rough neighborhood actually.  However, the rents are quite low there.  

But I have not talked to many folks about moving into the 300-dollar apartment that has a crack house there next door or whatever.  It's oh, you know -- I don't know.  But what's kind of interesting to me is a lot of folks came and lived three streets over.  It's like they're moving back to their own home area.

So it's good to see where -- I can call myself on that.  But to open that up and just say if we never open up options for people, I mean, it's their choice.  It's their lives.

>> BRUCE:  I was particularly sensitized to this when someone who was doing transition said I would never put someone in that neighborhood.  I said, okay, stop.  Okay.  First off, we're not putting people anywhere.  And really, let the -- we're talking about the persons in charge, giving them information and choices is what our job is.  Putting all of them on the table is our responsibility.  

>> JANE:  Exactly.

>> BRUCE:  And talking through the implications of those.  Maybe the neighborhood is a dangerous neighborhood.  Maybe there are safety issues.  How do you mitigate that?  How do you work with all of that?

Some of the other things that we talked -- we need to look at are when you're going to look at an apartment.  So to avoid some of the problems, getting stuck, you know, oops.  Looking at the apartment.  

Nursing facilities may be willing to help pay for transportation to go look at an apartment, but really have the problem being that they don't have the attendant or someone to go with the person.  So that's actually the bigger barrier, you being able to provide that assistance actually may get you -- give the opportunity for the person to go and look at the units?

>> JANE:  Oh, absolutely.  I mean, I can't imagine just saying, okay, I'm going to move into this apartment -- yeah, it'll be great -- and not having visited it before.  It's just like -- it's kind of common sense when you think that part of it through and just allowing somebody else to do that as well.

>> BRUCE:  And furnishings.  We talked a bit earlier about hospital beds can come in by Medicaid or those kinds of things.  I had a lovely conversation last night about how we can take the stuff that collectively in the community we have and provide people with furnishings.  They're laughing.

And my mother actually called one out for furnishing, and she told my father, I had to give away our living room set.  

(Laughter)

>> BRUCE:  The person really,really needed it.  We can just buy another one.  So there is really -- there is that kind of, within our community, when people know what's needed, putting the word out through your center, you can be -- you might be surprised as to what people come up with.  Some of us just collect stuff that is irrational.  I happen to have dishes, yes.  

(Laughter)

>> BRUCE:  Dishes that I could not bring home because I could not explain why I needed yet another set of dishes.  So they're just sitting in my office, conveniently for someone to move out.  So these are the kinds of things, we all have those little quirky things that we can help make this place a home.

>> JANE:  And I was also going to say as far as security deposit and utilities deposit, in Colorado it's just getting harder and harder to find these Catholic charities and places that will be able to offer some assistance there.  

But one thing that I am really proud of, we had the nursing facilities transition project in Colorado.  And what came out of that project, because we showed that, you know, wow, this saves a lot of money for somebody to live independently in the community.  

Now in the elderly blind disabled waiver program, there's a few thousand dollars available for folks that are moving out of nursing facilities, out of an institution.  And there's a lot of bureaucracy that went on with that, and it's not that easy.  But accessing those funds can assist with security and utility deposits.

>> AUDIENCE MEMBER:  I have a stupid question.

>> BRUCE:  There's no stupid question.

>> AUDIENCE MEMBER:  If we're all under MFP, why is anybody looking for deposit assistance?

>> BRUCE:  Because not everyone is under MFP, and not every program is the same around the country.  This is actually an issue for some folks.

>> AUDIENCE MEMBER:  So everybody in here isn't working under MFP?

>> AUDIENCE MEMBER:  MFP is not in all 50 states.

>> BRUCE:  Not every state has MFP.  Not everyone here is working under that program. 

>> AUDIENCE MEMBER:  Okay.

>> BRUCE:  And it varies significantly from state to state.

>> AUDIENCE MEMBER:  Okay.  What about just community integration program?  Anybody work under that?

>> BRUCE:  Probably doesn't crosswalk the same way over.  I think the common thing that we have is most -- most but not all of us are connected to centers for independent living.  But, again, things vary widely from state to state.  

So I know that we're still not even -- like our MFP money doesn't actually do what you're talking about with start-up costs.  We can get that through a waiver, but we can't get that through MFP, and that's a new thing.

>> AUDIENCE MEMBER:  Okay. While you're on that topic, I was just about to say that we have a large population in our area that don't actually qualify for MFP even though they have Medicaid because they don't meet level of care.  Because basically what happened is they were homeless individuals who had disabilities and, therefore, weren't accepted in the shelters.  So they kind of ended up in the nursing homes.  So we had this entire group of people who basically could live very well on their own if only there were some funds to help them get into their own place.

>> BRUCE:  But they're not eligible for community-based --

>> AUDIENCE MEMBER:  Because they don't meet level of care and won't need in-home (inaudible).

>> AUDIENCE MEMBER:  That's an option through MFP.  I would suggest advocating with your MFP program to allow non waiver.  They can.  We do it.  

>> AUDIENCE MEMBER:  Okay.

>> AUDIENCE MEMBER:  We have four levels of care with MFP.  

>> BRUCE:  Microphone.

>> AUDIENCE MEMBER:  So just talk to them and say it is -- I know that it's possible.  I've seen it done, and it works.

>> AUDIENCE MEMBER:  Ours told us to keep records of how many we're coming in contact with, but that's been two years now.

>> BRUCE:  Okay.  Again, I think the question has to -- this is one of the things that states are doing, is that they're increasing the level of care for the nursing facility which raises the eligibility level for community-based services, but grandfathering in people into the nursing facilities.  

There is a way the State could -- I think the State has a vested interest in moving some of those folks out.  So you could -- but they're concerned they don't want to change the level of care in the community because that will cost them potentially a boatload of money.  

One of the ways to address that is to create a level of care that's essentially service dependent.  So if you've been in a nursing facility for a period of time, you are now considered to be at that level of care in that community to transition out.  There is a way to do that that won't freak your bureaucrats out completely.

>> AUDIENCE MEMBER:  I work with several folks who are homeless.  And where we are here in Texas, one, they have to -- as long as they meet a medical necessity, a long-term facility care, then they're in.  We don't differentiate that.  It's kind of like what you were saying.  If you're in here and you have long-term facility Medicaid, then you've demonstrated your need for services in the community, basically.

>> BRUCE:  Right.  You're from Missouri, right?  I wouldn't share this approach around your states because I don't want to all be under it.  But it was a very -- you can actually disconnect those two pieces and leave people in the facilities and have them not be eligible for services in the community.  I think that there's potentially an Olmstead issue there in how that gets addressed, and I've given you the policy solution.  So I would work with Steve on that one because it's a good one.

>> AUDIENCE MEMBER:  We also, as far as the deposits and all go, we fund those through what's called transition assistance services.  That is a waiver for people who -- you know, it's part of people who are coming out of a facility under a waiver program.  So we do that and the furnishings and the moving costs and all of that.  

>> JANE:  Great.

>> AUDIENCE MEMBER:  It's federal money.  We have to exhaust that first before we can move to our own fund, which is transition to life in the community, I think.  But I don't know if anybody else is utilizing that or not.  I know she said you have to go to different charities.

>> JANE:  Well, actually at this point, I was just thinking in general with utilities assistance and moving in costs is just hard.  But specifically with nursing homes, no, it's easier because we can access funding through different ways.  And a lot of times we do it through the elderly blind disabled waiver program.

>> BRUCE:  And I've been doing this long enough so it's kind of old school.  We didn't have a lot of these options available to us.  So having -- you know, when I started, they were very clear.  Medicaid dollars cannot pay for room and board.  You have to figure out a way to do it on your own.  

One last solution that, you know, we actually, you might find surprising that we've used.  We were talking about this issue that a person didn't have enough money for that first month's rent.  

At a transition meeting, the nursing facility said, well, we've transferred their money over to them.  So they were receiving their money directly and paying the nursing facility.  The nursing facility said just don't pay us for this last month.  Take the money.  This is the only thing that's holding you up.  Take the money and go.  We're just going to write it off.  We'll write it off anyway.  

>> JANE:  Did they want the person out of there?

>> BRUCE:  To us it's (indiscernible).  It was actually -- this was a nice thing.  In this case, they were like if this is going to be the barrier, we're going to help you fix that.

>> AUDIENCE MEMBER:  That's nice.

>> BRUCE:  It was nice.

>> AUDIENCE MEMBER:  I just had a nursing home do that this last week.  Also, on the transition assistance service grant, I'll have the apartment complex fill out their receipt that just says deposit and includes the first month's rent in there.

>> BRUCE:  Very good.  

>> JANE:  Wow.

>> BRUCE:  So there's a lot of strategies here.  In terms of housing, one of the things -- I just want to make sure -- reasonable accommodation can work with housing when you're dealing with HUD buildings as well.  Think about the federal dollars that are coming in.  You can't actually have -- we've gotten them to waive some of their policies that have supported a person moving in, particularly when there was a disconnect between getting services available and the timing of a housing.  

We just needed -- we were actually just 30 days beyond what the limit was.  We wrote a letter asking for reasonable accommodations.  They were very willing to accommodate that.  It was a give on their part because there budget was tight.  It was something they would have to play with.  But it is something that you can use.

Potential barriers of housing, unpaid utility bills.  You know, you do actually -- electric and phone are not only nice.  They're part of a safe transition plan.  So if you have unpaid bills, getting those dealt with in some way, shape, or form.

>> JANE:  And doing the -- I mean, just doing the -- have folks done advocacy with the local companies to try and shift some of that?  And if so, have you had some success with that as far as folks coming out?

>> AUDIENCE MEMBER:  I've had electric companies, phone companies just go ahead and discharge those charges up to $700 or even more.  And then we also have -- in Texas we have TLC grant that can pay past due bills.

>> JANE:  Wow.  That's great.

>> BRUCE:  So that's something that's an approach.  We've had -- they've sometimes wanted a letter from the doctor explaining, but they've been happy to do that kind of thing to clean that kind of thing up.

>> AUDIENCE MEMBER:  You get those companies on the phone, and you just say, no, let me talk to your supervisor.  Talk to them for 30 minutes.  No, let me talk to your supervisor.  

>> BRUCE:  Right.

>> AUDIENCE MEMBER:  You just keep going up the ladder, and they're going to want to get you off the damn phone.

>> JANE:  Right.

(Laughter)

>> AUDIENCE MEMBER:  That's exactly right.

>> BRUCE:  I'm going to call you.

Credit rating can be an issue with housing.  So, you know, you're dealing with a private landlord credit rating.  So cleaning up credit.  But, honestly, you've got 40 bucks a month.  Cleaning that up is going to be a nightmare.  

There is another fix that we have used a couple of times.  We talked previously about, okay, so you had issues with your money.  A payee actually kind of wipes the slate clean.  Although you had talked about going to Catholic Charities -- was it? -- as a place that would do that, one of the things that we're recommending is, do you know someone who is close to you who you trust who would give your money back at some point?  

So we've actually sat -- you know, worked with folks where they've identified, not an agency where it becomes sort of they're tied to a bureaucracy, but they know someone who would do this.  The guy I told you about that had the problem with the girlfriend, this is the strategy he used.  We were very clear.  We said, look, dude, here's the deal.  You screw with this landlord, you're going to affect lots of other folks who want to get out of nursing facilities.  So, please, do right by all of us.  

Sometimes we've vouched for folks directly and said, look, we rent from you.  Can you cut us some slack with this person?  Folks have been able to do that.  I think having that conversation with folks, they realize, okay, you're going out on a limb to help them.  They know what it's like to be stuck someplace, and they don't want to undercut us doing it for someone else.  So that kind of direct conversation has been very helpful.

>> JANE:  Yeah.  I don't know how many of you have stomped through communities letting folks -- our landlords know about if a person is receiving subsidized housing or Section A voucher, that it's a guaranteed check every month.  

Anyway, if you've had difficulty with apartments accepting such a thing, that's something that I've used.  Have folks even used that with apartments or landlords or anything like that?  Yeah, just trying to -- because there is a stigma around us even when folks have, as I call gold, a voucher.

>> BRUCE:  Criminal convictions are an issue, particularly with government subsidized housing that affects where you live, not whether you can get out.  Potentially what the conviction is may also further restrict where you live in terms of the conditions of your living in the community.  So thinking through some of those issues is important and knowing about them.

>> JANE:  Yes.

>> AUDIENCE MEMBER:  One thing I remember if you have a consumer on parole or probation, it's that parole or probation officer's job to find them a place to live, and you can make them do that.

>> JANE:  Really?

>> BRUCE:  Very good.

>> JANE:  Oh, that's good to know.  

I was also going to say I've had folks -- and it's supposed to be -- I don't know if people have struggled with this around the country.  But I've had folks, after seven years, the felony or three misdemeanors are supposed to be wiped clean.  But folks who have had records since -- I did that back in '83.  You know, I've served my time or whatever, and I'm finding it hard to get into housing.  So that's just something that we've been dealing with in Colorado.

>> AUDIENCE MEMBER:  Well, two points.  One to that, we actually, when they're turned down for housing, even with a recent criminal conviction, we'll appeal.  

>> JANE:  Yeah, yeah.

>> AUDIENCE MEMBER:  We can go -- actually, we have most of those overturned on appeal, especially if they're actively participating in their parole or probation, and they get letters, and they're doing everything they should be doing.  

>> JANE:  Exactly.

>> AUDIENCE MEMBER:  And the older ones are even better.  They just look at them, well, it's a conviction.  We have to throw it -- we have to kick it out.  So he was drunk in 1983.  We're sorry.  You know, like that.

>> JANE:  Right.  Right.  I found it challenging sometimes with folks, I don't know if there's some kind of shame or something that they carry around with it.  But finding it hard to actually -- because that is a fantastic answer.  And I think the way to go as I've seen it with folks is to appeal it.  

>> AUDIENCE MEMBER:  Yeah.

>> JANE:  And just having the person I'm working with coming out of the facility to stick with the appeals process.

>> AUDIENCE MEMBER:  Stick with it.  

>> BRUCE:  Ma'am, did you have -- microphone.  You have to -- thank you.

>> AUDIENCE MEMBER:  I was going to touch base on another barrier.  In Atlanta they have where you need to meet two times the income and two and a half times the income.  And a lot of -- 

>> JANE:  Oh, yeah.

>> AUDIENCE MEMBER:  The people that we serve only get the basic 674.  Some get SSID.  So what I have -- SSDI.  I'm sorry.

So what I have done is built partner relationships with various apartment complexes from way back.

>> JANE:  Great.  Great.

Nice job with the microphones, folks.

>> AUDIENCE MEMBER:  I was simply going to say I've had several individuals that I've
 transitioned that have felonies.  Even apartment complexes that are receiving federal money, I've noticed that if it's not like a meth related charge with a good letter of reference, it's a very stern advocacy, they've all gotten placed.  A lot of it is making connections.  Especially if that individual is no longer capable of doing that crime, sometimes with some advocacy you can get them housing, even public housing.

>> BRUCE:  And this is where we're not telling about the accommodations that can be made.

>> AUDIENCE MEMBER:  One other barrier, also, I don't know if y'all run into this a lot.  But where I'm from, if you're going to get an apartment, you have to have an ID.  

>> JANE:  Yes.

>> AUDIENCE MEMBER:  If you're going to get a voucher -- 

>> JANE:  Yep.  Yep.

>> AUDIENCE MEMBER:  If you're going to have a voucher, yeah, you're going to have to have a birth certificate, an ID, social security card, the whole nine yards.  And those can be difficult to do.  But I think what we do -- what I try to do is start that process.  Let the social worker and the nursing home know about it.  

>> JANE:  Right.

>> AUDIENCE MEMBER:  And then start it from the beginning.  Because this takes -- some people have nothing.  The nursing facilities here will take you in with no identification.  If you come from the hospital, you're probably coming in with nothing anyway.  Whatever you had at the hospital is long gone.  

>> JANE:  Yes.

>> AUDIENCE MEMBER:  And this can take -- sometimes I've had people from out of state that need a birth certificate.  You need a birth certificate to get that, and you have to have this to get that, and you have to have someone vouch for you here and vouch for you there.  It's a long process.

>> BRUCE:  I think we just have to watch -- know about those bureaucracies.  In New York, our state was expecting us, not only to get an ID but to get an original birth certificate.  And if those names do not match, we have to find the marriage certificate in between to prove that this is the same person.  So sometimes they just can create awful bureaucracies.  But those -- the identification and those things are really important up front.

I think -- not only in terms of appealing those types of things.  We've had folks turned down for lack of rental history.

>> JANE:  Yes.

>> AUDIENCE MEMBER:  You think?

>> BRUCE:  Right.  Well, our argument is, in appeal, that they have been renting at this nursing facility for a block of time, and they have meticulously paid that nursing facility.

(Laughter)

>> AUDIENCE MEMBER:  We actually list them as the landlord.

>> BRUCE:  Right.  So it's a -- 

>> AUDIENCE MEMBER:  It works.

>> BRUCE:  Anything else on housing?  

What I've heard is a lot of suggestions with this.  Again, going back, it's we have to find one unit for one person.  I think that breaking it down into bite size pieces makes this a lot easier for us.  

>> JANE:  Yes.  

>> BRUCE:  And some -- 

>> JANE:  It's easy -- it's so easy just -- excuse me.  But it's so easy to say there's nothing out there.  And folks actually here sound a lot more positive about it, but it's easy to kind of get down on it.  And so it's breaking it up sounds --

>> BRUCE:  And we talked a bit about the planning process that goes on.  If your center is not involved in the consolidated planning process for your state or your area, that's a very important thing to do.  Get the concept of Olmstead worked into that plan.  I know it's just one more thing to do, but it's a set of testimony.  It's setting up -- participating in some meetings.  Get folks who need housing or who have transitioned to participate in that process to raise local awareness.  Because, honestly, the people who are doing those programs don't know a thing about these issues.  So, really, we need to educate them.

Individual advocacy.

>> JANE:  Okay.  So there's just a little bit on -- even though it's a huge part of it on the individual advocacy.  And something that I was thinking of that really came from -- somehow I'm going to try to weave these two together -- but that we haven't discussed much but came to me through our lunch speaker Lex was about personal responsibility and taking personal responsibility.  

Once there's freedom, there's a sense of having to take personal responsibility for the decisions that we make, and that's a big part of independent living.  Maybe it's something that we deal with every day.  We speed and get a ticket, whatever it is.

So what I'm thinking of, when I'm working with somebody on advocacy and working through those steps, and the person may have a tendency to scream into the phone at the person on the other line.  And maybe, well, they'll hang up on them.  And then if they want to take ownership and say, well, maybe I was a little bit loud on that or something like that.  So trying it again, and different approaches.  

And really learning how to do advocacy, because advocacy just, I mean, there's so many different personality styles.  And especially -- and we haven't talked too much about that, but when there's a sense of learned helplessness.  How many folks out here have heard of the phrase 'learned helplessness'.  Okay.  Yeah.  Who would like to describe it?  Because it's something -- because it's something incredibly important for us to know the roof here.

>> AUDIENCE MEMBER:  Learned helplessness is when somebody is going to do it -- you might have been out doing everything yourself.  You've had this accident, and then somebody else comes in and basically pampers you like you're a baby.  I'll do it, I'll do it, I'll do it, where you're enabling that person to sit back and let you take control over their lives.

>> JANE:  Right, right.  Yeah.  And so then at that point, it's a sense of a loss of confidence.  

Did you want to add on to that?  Because this is the institutionalization part of it.

>> AUDIENCE MEMBER:  Well, and a piece of that also is when if they haven't been teamed up with decent advocates in the past and they have put all their energy towards something and it keeps being failure after failure, then paired with somebody else, technically, meeting their needs, I mean, that's a big piece of it, that idea that they can't get themselves -- they can't change their situation, paired with that.

>> JANE:  Right.  Right.  Yeah.  It doesn't matter anyway.  Nothing every changes here.  So, yeah, it's about -- and I see it as advocacy learning.  Advocacy is how one will survive in the community, whether it's guiding their home health care, telling someone what needs to get done and how to do it well.  And the steps we can show folks to do that as far as like maybe modeling first or doing it together.

But it's such a big deal for folks who have not stood up for themselves in a long time.  They may have been a person out there in the front of lines before, but this can be a very, very changed person.  So really taking that into consideration.  And just somehow I wanted to weave in.  I don't know what it is, but...

>> BRUCE:  Well, and I think that the concern here for me is sometimes the experience of going into the nursing facility changes how you see the world once you get out.  And some of the things that you need to do becomes scary, specifically going to the doctor or going to the hospital.  

>> JANE:  Yes.

>> BRUCE:  If you (indiscernible) into the nursing facility was there, you may be less likely to assert yourself with a doctor that you need treatment, or worse you'll go the opposite direction and refuse to deal with something.  So in terms of your self-advocacy skills and dealing with the professionals who are pushing you in one way or another is really important.  This is a critical skill.

>> JANE:  Right.  This is about my health, my being, yeah, my wellness.  So, yeah, those are important issues to address with your advocate.

>> BRUCE:  Good?

>> JANE:  Yeah.

>> BRUCE:  Okay.  Safety planning.  Someone always screams fire in the middle of a transition planning meeting.  

(Laughter)

>> BRUCE:  Okay.  You laugh because it's true.  I was stunned how many times people would say what is going -- if there is a fire, it's unsafe.  The answer should never be, but who is safe in a fire?  This does not encourage them to feel like you know what you're doing.  So, honestly, please don't do that.  

Instead we say develop a safety plan.  And for me, a safety plan is the flip side of a negotiated risk agreement.  A negotiated risk agreement is where the facility will lay out sort of the consequences of your behavior.  We're trying to turn this around and give the person control over what's going on.  

I want to reiterate that it's important to think about the nursing facility is responsible for discharge planning.  It's part of what their role is, discharge planning.  We're assisting in the process.  But because it's their function to do discharge planning, there is very real responsibility and liability associated with discharges.

So if they're not done correctly, they can be dinged.  So it happens in the hospitals.  It can happen in the nursing facilities.  So they're not always just being cranky.  Sometimes they have a concern.  Sometimes they're just being cranky, but not always.  Sometimes they can have a very real concern.  So we want to look at how we can mitigate some of that.

>> AUDIENCE MEMBER:  My comment was in Florida they have really cut down on the budgets for these nursing homes.  Their Medicaid budgets have been drastically cut.  And as a result, their staff is cut because they want to meet their bottom line, and they're not always able to do that.  

So what's happening is the social workers are just overwhelmed and the discharge planners are overwhelmed.  We come in and we say we're here to assist in the process, and they throw their hands up and they say great.  And they completely forget about the person, and they want us to do all of the work.

>> BRUCE:  Okay.  And that works until they think something hanky is going on, and then all hell breaks loose.  

So what we did was we -- I like things simple.  For me, I'm not a big form person.  I lose them.  There was an unfortunate period of time where I made every form in this one program purple.  Don't ever do that.  But for me, I seemed -- at least I did know those purple pieces of paper related to that one thing.  So I hate forms.  I'm bad with them, but I had to figure out a way to do this that was simple.

Basically, what I did was I took a piece of paper.  I folded it in half.  On the left side of the paper, I wrote issues that need to be addressed.  And on the right side of the paper, I said how are we going to address them.  Yes, it's that complicated.

But what's important is we're breaking things down.  So we're taking the problem and breaking it down into small pieces and being very specific about it.  So sometimes people just have this global concern.  You know, he needs supervision.  Well, what the hell does that mean?  I need supervision but not constantly.  I'm able to do some things on my own.  

You know, what is the specific issue that needs to be addressed?  So you identify the specifics.  And this is -- you can see how this would work with family members or concerned nursing facilities.  They get to say the things they're concerned about.  We're not applying a judgment to it.  We're just saying this is how it gets addressed.  It's a question.  So then figure out what you're answers are.  And as with everything, there may be an issue, but there's lots of solutions to it.  

So when someone screams fire, common approach is -- and I know this seems like it's stupid, but firewalls are in the apartment building.  It has sprinklers.  They don't know this.  It has smoke detectors, and we actually make sure that if the smoke detectors are on a battery that they're replaced.  

We've notified the fire department that a person with a significant disability lives here and will need assistance in the event of a fire.  Okay.  Does this make one lick of difference?  No.  Do you think the fire department says, oh, there's no one with a disability there.  We can just -- we'll stop for coffee.  No.  They go right there.  But for some reason people feel better that the fire department knows that this is going on.  Okay.  I'm happy.  

A person has a personal emergency response system.  They can push a button and call for help.  That's a solution.  There are multiple exits from the apartment.  This is how the person will get out in the event of a fire.  Putting all of this down on paper makes the nursing facility people, the family members, feel like, okay, they've thought about this issue.  So if I'm a family member who's really worried that what happens if there's a fire, oh, well, they've thought about it.  They actually have some answers to those questions.  It's not as scary as I think.

Now, I did this exercise with a bunch of my staff as part of a training.  And as we went around the room, a lot of these ideas came up.  Then we got to my friend Debbie.  My friend Debbie doesn't transfer independently.  She requires assistance to get in and out of bed.  Her husband, until he passed away, did that assistance for her.  So she had a completely different take on the problem.  

Prevention.  Rather than talk about what to do when there was a fire, she said, oh, I think about fire hazards in my home.  I don't run extension cords under the rugs.  And she started to talk very eloquently about I pay attention to how I'm loading up the circuits in my old house.  I want to make sure that I'm not inadvertently causing a fire or that my attendants are doing that, because I pay attention.

She doesn't smoke.  She has a no smoking rule in her home, not a bad thing.  And if someone smokes, they have a plan for safer smoking.  Believe it or not, you can set yourself on fire when you're laying in bed.  It's not a pleasant experience, particularly when the home care people are trying to put you in a nursing facility.  

So with second-degree burns on your chest, you just stay in your apartment and don't go to the hospital.  Okay.  Been here with someone and done that.  So having a plan for safer smoking does kind of address these issues.  

You're mouth -- and your mouth is hanging down.

>> AUDIENCE MEMBER:  I have a friend right now in a nursing home in Wichita Falls who burned himself in the nursing home.  The story that I'm getting is not kosher.

>> BRUCE:  Well, the concern, though, is people are going to say if it can happen here, it can happen multiple times in his home.  What's the solution for addressing that?  

And I'm not saying that you have to go to all of this trouble.  I think being able to answer the fire one, I think, is just kind of a fun one to play out.  Because they throw it out thinking that you have no answer, and then you start to talk through these things.  And they think, oh, no, if they can talk this much about fire issues, they're going to talk a whole lot about other things.  

So what are some kind of things that we would do this process for if someone is at a risk of falling?  There are lots of ways to prevent falling.  I have a -- we worked with one, she loved her pink throw rugs.  Loved them.  It was just a broken hip waiting to happen.  But I love pink.  I said, okay, the greatest thing in the world we can -- you know what we can do?  We can paint a faux rug on the floor.  

(Laughter)

>> BRUCE:  It's very sheik.  She said, oh, really?  Yeah.  Talking about pulling out all the stuff related to getting rid of those throw rugs, thinking about risk protection around falls, how you can incorporate that into the plan.

The need for 24-hour care is a classic.  Saying you don't get 24-hour care in a nursing facility does not endear you to anyone.  

(Laughter)

>> BRUCE:  Nor does it answer the question.  What does the person need assistance with?  When is it needed?  How is it going to be provided?  Be very concrete.  

In some cases, we actually laid out -- okay, I'll just -- I couldn't do schedules.  When I was in high school, we had this rotating six-day schedule thing.  I never knew which class I was supposed to go to.  It was awful.  

I did a graph so I could see and moved a paper clip on it to know where I was supposed to be at any given point because I was completely lost.  Did the same thing here.  Laid out the week, figured out where did we need assistance, and how was it going to be provided.  Suddenly people felt like there was a plan because, oh, there was, and we could concretely answer where assistance was needed.

Need for back up assistance is a common one.  What are you going to do in the event if the attendant doesn't show up?  It's a good question.  You can't say, hmm, I'm not sure.  I want to suggest that you should pay close attention to backup does not mean that they provide sucky quality of care.  

So we had a 30 to 40 percent no-fill/no-show rate for home care in our community.  Okay, think 30 to 40 percent.  That's outrageous.  That's bad quality of care.  But we live in Rochester.  We have an ice storm not infrequently where traffic and everything is snarled.  What's the plan when we're going to deal -- you know, when that happens?  Talking that through, coming up with is it informal supports?  Is it people who know you in the area?  Is it family?  How do you deal with that issue?  There's lots of solutions, and brainstorming is a great way to look at that.

Med administration and management is a nightmare.  How do you deal with the fact that you can have 40 people come through your home, and not a single one of them can put a pill in your house is really frustrating.  

It's one of the biggest issues that we're dealing with.  I will put a plug in for the community first choice option.  It requires assistance with health related function.  This is a health related function.  So please think about how you can do that.

But there are lots of ways to solve the problem.  Putting the pill in the mouth is a very specific thing.  I had a friend who kept his pill -- his pills in a saucer on the table and would put the -- would have them moved over, and he would pick them up with his tongue.  

Now he wouldn't just stick his tongue into the big pile of pills.  That would be a problem.  He actually had his attendant move them over to the edge, and he was very careful about that.  I won't go into the rest of the story.  Anyway, he was skilled.  

But med management, lots of solutions.  We looked at dispenses written so the pills looked the same every single time.  Very helpful.  I've know lots of people who when the prescription was refilled, it was changed in some way, and they inadvertently had major effects.  We see this with older folks, but you can be 25 and have the same problem because you just pop those pills regularly.  You don't even think about it and notice that the dosage was doubled this last time.

So med management is an issue.  Medical monitoring.  Diabetes, this is a growing issue in our community.  It's a growing issue in society in general.  How do you deal with diabetes, because it moves into the area of medical tasks which are complicated.  We're talking -- sometimes we're dealing with sliding dosages of insulin.  A lot of thinking that has to go into that.  

Is there an alternative approach that we can use?  What are the solutions that we can support, but are there alternatives?  Sometimes the doctor will say, well, you know, it's not advised to go to this approach with managing your blood sugar because high levels of blood sugar are going to kill you.  Well, okay.  At some point, at a certain point, it's really bad; but at a certain level, not so bad, and you might be trading off things.  

But having the conversation, what are the trade offs?  Is having my blood sugar run a little bit higher than normal going to be a deal breaker?  How old am I?  What are the give and takes on all of this?  As I said firsthand, having a conversation with the doc about changing how it's managed can result in a huge life change for you.  

Put all of those things on the table, and then write them down.  Put it out on a safety plan.  And the thing that you do is you don't do this on your own.  You work with the individual.  You list out the things that are concerns.  You're not judging the individual.  You're just saying these are the concerns that people have said.  How do we answer those?  

And then the person is in charge of helping you.  You may give them some suggestions about how to do things.  Have you thought about this?  But they're the ones who are bought into, this is how we're going to address that issue.  This is how we're going to address backup.  

And if you're unsure of what the concern is, ask.  Sometimes people will just say -- the 24-hour -- she needs someone to watch her.  She needs supervision.  What do you mean?  He's noncompliant.  What do you mean?  

We had one situation where the guy was labeled noncompliant because he didn't take a vitamin pill.  So we asked him, why aren't you taking the damn vitamin pill?  He said, you know, I have no control over anything in this place.  It's the one thing I can do.  It's my one way to fight back against the man.  I'm like, okay, I'm good with it.  Personally, I don't think my world is not going to rise or fall based on a vitamin pill.  He said it's a single thing I can fight about that's not going to have a long-term effect or be a big deal, but they know I'm in charge.

But knowing how that goes and talking to folks.  I doubt someone is going to be held up because they didn't want take the vitamin, but to have those conversations and to sort through the details.

All right.  Questions?  It's really a fun process if you like problem solving.  So, okay, so that you're thinking -- I don't even know what you're thinking because you're all sort of nonresponsive.

>> JANE:  Yeah.  It's kind of the tired stage of the day.

>> BRUCE:  Okay.  I want to tell you, do we do this for everyone we work with?  No.  Sometimes we do this process in our head.  Sometimes we write it down.  The biggest plan we ever did was two and a half inches thick in a three-ring binder.  Yeah.  Okay.  The size of the plan directly correlates to the complexity of the situation and the anxiety of all of the partners involved in it.  

The situation that I'm talking about was a friend of mine.  He had brittle bone disease -- so osteogenesis imperfecta.  He had gone into the hospital saying he had a pounding headache.  They said take some aspirin and go home.  

He came back to the hospital the next day.  He had a pounding headache, and his speech was slurred.  They said, well, he seems fine to us.  His wife said this is not normal.  He was having a massive stroke.  It was a brain stem stroke.  Essentially, it paralyzed him from the neck down and affected his speech.  It was a big deal.  In the first seven weeks, they broke three of his limbs four times.  It means one of them was broken twice, and he was in the hospital for seven months.  

Though he wasn't in a nursing facility, it was pretty much the same process.  We had people from our state capital involved in approving waiver services.  We had the providers involved.  We had the hospital.  

Although they wanted him out immediately, when he was going home, suddenly, everything became a barrier.  We had a two and a half inch thick document that showed all of the stuff that we were doing to support him.  His wife was brilliant, did a great job with this.  And he was very much a partner in how this all got done.  So I tell you the process works from easy to complex.  Just need to be flexible and sort of walk through the issues.

Questions?

Employment and volunteering.

>> JANE:  All right.  We're just going through these, and we'll 
 come back to the group exercise.  

So employment volunteering.  One of the best ways -- and employment should be up there when we're assisting folks to get out of facilities.  I know, actually, a lot of times, how many people bring in people who have transitioned out back into the facilities to meet with individuals.  When I've done that, it's been really inspiring to the folks inside the facility to meet those folks.  

One time in particular I brought in a woman who had transitioned out, and it was great, her telling the story about getting out.  She had a voice like this.  She kind of smoked a lot.  But how she got out and started working at our center.  She volunteered for a while.  I'll stop talking like her.  But she had volunteered for a while, and it was great because she actually hit on a lot of these things.  

She said when she was in the nursing facility, she never got out.  And after she moved out, she was having a hard time.  But when she started volunteering at our center, she was able to be around people.  I don't know if she actually said it was confidence building.  I could see the confidence building in her, which was very cool to see over time.  Actually, she has mentioned before that she's very proud to be there.  And, actually, she worked up into a paid position as well.

I really think it's cool when we can take people back into the facilities and involve them in that process.  When I've done that before, it just makes a huge difference.  It's just like, yeah, I can relate to you.  And even if -- I don't know, this might be hard to do sometimes, but even matching somebody with a disability.  

A gentleman that I was working with happened to be in a chair.  Another gentleman who had transitioned out was also in a chair.  Having the two of them meet and talk about the transition was really cool.  So that's also a sideliner, but that's also something he was involved with in our center and just as a side activity.  But really assisting folks to become reinvolved in society.

How many folks have been actually been able to assist those getting jobs in the community?  Because I know we talked a lot -- I'm just interested in hearing what type of employment.  How has that worked?  I saw a couple of hands flying.

>> AUDIENCE MEMBER:  First, we start off trying to work with vocational rehabilitation to see if they would -- you know, they have to assist in finding jobs.  In our area, we have some that think that, who's going to hire a person like that and get a job?  

So what we do is we try to tell the person with the disability, our consumer, that you can do this on your own.  If you want to look for a job, we'll assist you in showing you how to fill in the applications, going in and look for a job.  We've hired, I think, three of them within the past two three years find jobs and are still employed.

>> JANE:  Wonderful.  

>> AUDIENCE MEMBER:  Yeah.

>> JANE:  As well as in this economy.

>> AUDIENCE MEMBER:  Absolutely.

>> JANE:  That's just inspiring to hear about, and it's also just inspiring to start talking about that.  I've had success getting folks -- assisting people getting jobs in the community.  There are supports out there such as vocational rehabilitation.  

Did you have an example?

>> AUDIENCE MEMBER:  Yes, I did.  Before I became a nursing home transition coordinator, I was an employment coordinator.  So, therefore, I had a lot of contacts in the community anyway.  So as I took on this job and they explained to me doing the assessment piece that they were interested in working, once I transitioned them out, it was easy for them to transition into the employment program, as well with my assistance getting them out into the (inaudible).

>> JANE:  Right.  So good.  So saying once you get out -- and I know this may take a while.  The dust needs to settle.  But you know what?  We have an employment program, and a really cool lady you can meet and work with.  And what did you enjoy doing before?  Okay.  And what do you enjoy doing now?  And doing those kind of things just to get folks starting to talk.

>> BRUCE:  And we've transitioned some folks who have had amazing careers.  One woman we assisted in transitioning set up the ATM network in the northeastern United States and was an executive for two major corporations, Xerox and Wells Fargo.  And as she said, she had more money in her 401K than I would ever see in my entire lifetime before she ended up in the nursing facility.  

She chose not to go back to work.  But we've worked with some young people who never had worked but who suddenly employment became an option.  And they've been great folks to work with in terms of going back into facilities and providing peer support.  

>> JANE:  Right.  Right.

>> BRUCE:  So that's a real possibility there.

>> JANE:  Yeah, definitely.

>> BRUCE:  Cool.

Transportation.

>> JANE:  Transportation.  Actually, what I think, actually, is one of the coolest things that actually an independent living center offers is, as we call it, bus training, bus coaching, to really be able to get somebody out there and on the buses and seeing the outside of the institution.  How cool is that?  

Because, really, folks go outside to have a smoke and go back in.  And we used to talk about how going to meet somebody for coffee in the community, taking the bus to a place to have coffee together, all the socialization that goes into that piece, as well as maybe going to the new apartment where they're going to live at and figuring out the grocery store nearby.  I mean, just all of that is really neat and gets people ready for that.

>> BRUCE:  So think about incorporating appointments outside of the facility as a way to sort of help with their transition process where that's possible.  And as someone who actually fought to get those lifts on buses and protested to do that where we have lifts on buses in public transit, it's still a thrill to use it.  Where you don't have those services, more rural areas, you have to be more creative.  And, potentially, a lot of centers have vans to take folks out.  I think acclimating folks to the outside world is a great way to -- 

>> JANE:  Yeah, definitely.

>> BRUCE:  -- start to move the process.

Financial benefits.  Having an adequate income to support your life is important.  So how many people here have adequate income?

(Laughter)

>> BRUCE:  It's a moving target.  

The minimum, the basics have to be -- we talked a bit about this in terms of housing.  Pieces that are important, filing a change of address.  If the person has no financial benefits, applying for social security disability or SSI.  If the individual has SSI, notifying them.  

You can actually -- a lot of times, the money goes directly to the nursing facility, and then there's the potential problem when they move out and then the money still goes to the nursing facility.  The solution to that is have the money go to them before they move out.  

So there's nothing that says that the nursing facility has to receive the check.  The check can go to the person.  They can give the nursing facility their share and keep their own piece.  If nothing else, it changes the mind-set about what's going on with this money.

Apply for food stamps, other benefits, worker's compensation, if that was appropriate, VA benefits, both in terms of the service delivery and the dollars, making sure that the people are connected there.

For us, Medicaid in the community, long-term services and supports, Medicaid in the community is different from institutional Medicaid.  So make sure you've worked through that process.

For us in New York, people -- these rules all change.  They're very -- again, you've seen one Medicaid program, they're all different.  So in Texas you may be at 300 percent of SSI in the nursing facility, and that may crosswalk over to the community in New York.  We have to spend down to, essentially, the SSI level.  So how we arrange for those spend-downs.  

One of the things that you can look to are things -- we call it a supplemental needs trust or a community trust.  I think a Miller's trust is sometimes the language.  It varies from state to state.  But it's a mechanism that allows us to put surplus income into this trust which is now no longer in control of the individual.  It's for that individual's benefit, but those dollars don't count towards Medicaid eligibility.  So it's a tool that allows us to qualify people for Medicaid services while maintaining resources -- or income available to them that can pay for the housing and the things they need in their life.  

It can actually pay for more than that.  We operate -- because we saw this as a mechanism to get eligibility, and you're not actually telling people what they can and can't pay -- use their money for outside of drugs and guns and that kind of thing.  Let me explain.  If you want guns and drugs and gifts for your grandchildren, pay that out of your money and use the trust to pay for something else.  So we work with people.  

But we operate one of the trusts.  I signed a check for someone who we had transitioned to go to Las Vegas on vacation.  Okay.  I think that was kind of cool.  So using the tools that are out there and the financial resources available to folks who are on Medicaid is an important part of this process.

Managing money.  Setting up a monthly budget to support paying for necessities.  You do need to have things like food.  It's helpful.  There are ways you can get food that are not necessarily out of your budget, but that wears thin very quickly.  So making sure you have sufficient funds there.

What are other informal financial resources available to the person?  Maybe it's family members who give them gift cards or what other resources.  Maybe they're getting some support from their church or their community somehow.  Those are some pieces.  

One last detail.  Arrange to have some cash on hand on the day of the move.  Stuff happens, and it's helpful to be prepared if at all possible.  Whether the individual has money, we always have money available because there is something colossal that may happen.  So cash solves lots of problems.

Financial management.  People hate talking about how they manage their money probably more than any other detail.  Not everyone is good at it.  We don't care whether you're good at it.  The issue is do we have a system to manage it, something that's acceptable to you.  

And we work with people on any of a variety of approaches, from putting their money in envelopes and planning for it that way, which psychologically, apparently, breaks its up to using rep pay.  You can -- maybe a friend or someone where we can move money back to the individual.  Again, the individual is the person who's identifying what's acceptable to them, what works for them.  You're working in partnership.  

We're not trying to take control of the money.  This is where honesty is important.  So you're working with a 20-year-old dude, and the budget is not working, and you find out that he's been purchasing certain services on the Internet, from maybe a person.  I'm not judging you.  Can we just write entertainment on the budget and allocate the dollar amount that we're spending for on that as opposed to trying to pretend it's not going out to that place?  Honesty is very important here.

>> JANE:  Okay.  You're almost there.  Excuse me.  You're almost there.  We're almost there.  Just one more slide.  

Okay.  Transition is more than moving to a new location.  It is building and reclaiming your life.  Don't forget the person is free to now socialize with whom they care to and working on that system.  Choosing a community of faith, and finding recreation that they enjoy.  

So 15-minute break?

>> BRUCE:  Fifteen-minute break, and then we're going to come back and do an exercise.

>> JANE:  Yeah.  And you'll do an exercise.  It'll be good, interactional, and a way to follow up. 

>> BRUCE:  But not exercises.

>> JANE:  Oh, it's not like -- you know.

>> BRUCE:  All right.  Thank you.  Fifteen minutes.

(Break taken)

>> JANE:  Oh, good.  Okay, everyone.  Let's go ahead and --

>> CAROL:  Okay.  I have a quick announcement that I wanted to make before we get started on our group exercises.  So just in case anyone has to leave this afternoon, we certainly hope you don't.  But if you do, I want to remind you that we really need to complete our post surveys for the class.  You'll be doing two surveys for us.  There's a satisfaction survey, and then there's that post survey, just like the one you did on the first day.

We'll also remind you about this tomorrow because some of you will probably have to leave before the class is over.  That's how it usually works.  So we're going to be giving out certificates of completion, but we also -- just so if you have to leave in the middle of the class or something like that or even today, this afternoon, and you're not coming back tomorrow, please hand those evaluations -- the completed evaluation surveys to our person outside at the registration table, and they'll give you your certification of completion.  

It will work that way tomorrow as well.  But we thought if somebody is not coming back in the morning, we certainly want you to get your certificate, and we certainly want your evaluation.  Smile.  

Okay.  That's it.  Thanks.

>> BRUCE:  Okay.  So what we would like to do is give you an opportunity to put some -- okay.  First, any questions on what we talked -- we were flying through.  Any questions on this stuff that we talked about this afternoon?  Good.  

So what we want to do is give you 20 minutes.  Go through -- so you all have the profile that you worked with in the assessment process.  We want you to take that same profile, identify a few -- what did I say?  Identify which components might be most challenging.  So two, maybe three, depending on how much time you have.  And use this sort of safety planning process.  So identify what the issue is, and then brainstorm solutions that you would be potentially coming up with with the consumer or with the person that you're working with.  Okay?

So looking at the scenario you've got, pick some issues so that -- the piece here is how do I identify what the issue is, or how do you break it down, and then what the solutions are.  Those are the things we're going to be looking at.  All right?

Thank you.  Twenty minutes, and we'll be around to offer support if necessary.

(Group activity)

>> BRUCE:  Are you all ready, or no?  Am I even on?  Can you  hear me through the thing, somebody?  

All right.  Are you all ready?

>> AUDIENCE MEMBER:  Yes.

>> BRUCE:  Okay.  What we're looking for you all to do is sort of identify some issues and how you would address them ideally, picking something specific.  How do you frame it, and what are the various things we could propose or come up with that would address that issue.  

So given the variation of the profiles, it's likely you all have identified different things.  So we'd like to just have a few groups report out.  Who would like to volunteer to share what they came up with?  This table had their hands up first.

>> AUDIENCE MEMBER:  So we'll go first.  Ours is No. 4, Kim.  A lot of this, I think, got talked about this morning when we ran over this scenario.  But this is a 28-year-old Spina Bifida individual.  She's in a nursing home due to some severe wounds.  And she does have an apartment to go home to, although we're not sure how long that apartment is going to be available.  

We chose to go after the issue around the kind of services that she's going to need to go home because there's a lot of emphasis being placed here in the scenario about noncompliance and that she's had a lot of noncompliance issues in the treatment of pressure sores in the past.

So I guess our first issue is just to try to decide what that noncompliance is and where that comes from.  But we're working off of the assumption that it has to do with her refusing treatment or refusing to have those pressure sores addressed.  

So initially probably one of the biggest barriers could be her doctor.  Is her doctor going to sign off on a plan for her to leave the nursing home?  If not, then are we going to have to work with her to try to find another doctor before we can even work on a plan of discharge?  

And then just working on those noncompliance issues, just talking with her and coming up with a plan with her on what have those issues been in the past and working through some of those issues.  Maybe it's been an education piece of her own, not understanding her own health issues and how refusing a certain piece of treatment, or things like that, what those consequences can lead to.  

Is it others issues?  Does she have diabetes?  Is there something else going on that -- and she maybe just doesn't understand how all those things mix together?  Or is it just her assertion of this is how she controls what's going on because she does need so much care and so much involvement from outside people?

So a part of that service plan could be because of all the noncompliance issues, is there a possibility that there's service agencies that are not going to work with her?  And how are we going to address that?  In our area, we can work with a regional program officers to kind of work through some of those issues with different agencies.  If the regional program officer backs it, a lot of times we can get agencies to support someone who has been on the blacklist, that nobody is going work with that person.  We can work around that if we need to.  

And then just setting up more informal supports.  It says in here in the scenario that she has support of family.  However, she doesn't want their involvement.  Particularly, she has a sister who's a nurse.  

Well, this could be an ideal backup plan, especially considering the wound care that she needs.  Well, we need to work on that situation.  What's the issue there?  Why doesn't she want the sister or the family involved?  But if we can work through that issue with her, what a great resource right there for an informal support is that family and that sister particularly.  

So just working with her to get through some of those issues and see if we can get some of those informal supports set up.  She has a good -- excuse me -- a good friend.  Maybe there's some other family or friends that are already willing to work with her and be there for her.  And then just accessing other services in the community, getting her setup with anything that we can through the Center of Independent Living, things like that.

>> JANE:  So I have a question.  Because a lot of times when I've worked with folks, especially coming out of nursing facilities or in nursing facilities, there has been a lot of verbiage around they're not compliant.  So sometimes I don't know where the source is or who's saying what.  So on the spot or for anybody, what if you took that perspective, like we're not -- this person is being called noncompliant, and we're going to question that.

>> AUDIENCE MEMBER:  Yeah, and that's where we started.  That's where we started and said we wanted to start with that and talk to her, but we were moving past that and going on the assumption that, yes, there's been issues.

>> JANE:  So there was a road there, and you kind of -- 

>> AUDIENCE MEMBER:  Right.  Just for the purpose of this exercise, we had to choose one way or the other.  So we were saying -- 

>> JANE:  So you chose that way.  

>> AUDIENCE MEMBER:  Well, if this was a real scenario, we would start with her and drill that out and figure out what that issue is.  Is it just that she didn't want to do something or is it her piece of education on her part that she didn't know if she was supposed to do something?  Or was she scheduled for a bath and she wasn't at home when that PCA showed up for the bath and then she got labeled noncompliant?  We don't know where that comes from.  For the purpose of this exercise, we just chose to go the direction that she was actually refusing care or refusing treatment for her pressure sores.

>> BRUCE:  What I thought was interesting was that you identified there was potential understanding of the situation, that understanding might have been an issue, that there might have been an emotional response of, you know what, I'm just done with you people.  There might be another physical cause, that the pressure sores might actually relate to something else.  So that decision treatment made a lot of sense.  

In terms of other support, did you have, assuming that with the path you went, you ended up with her not understanding.  Is that where we ended up?

>> AUDIENCE MEMBER:  Well, we were just going down the path that she was noncompliant.

>> BRUCE:  Okay. 

>> AUDIENCE MEMBER:  Whatever that meant.

>> BRUCE:  Okay.  So looking at those three things, was there anything else that you came up with in terms of support of her?

>> AUDIENCE MEMBER:  We talked a little bit about different adapting equipment.  Maybe the pressure sores are because her wheelchair needs to be refitted.  There's other things that could be causing those sores or things like that.  

Maybe ways that she can have more control over her own activities of daily living, that maybe she's having a lot of things done for her that she doesn't need to.  So she can have more involvement that way.  And then just the accessibility of her own apartment.  Maybe the apartment that she has open to go back to isn't the best apartment for her to begin with.

>> JANE:  You know, it's funny.  So I have to call myself on my own stuff, because I often have such a -- when I read reports about folks that are deemed noncompliant, I always kind of jump at that because I think I would be deemed noncompliant in my ways through my own ways in life.  So I guess I've just seen so many folks unjustly tagged as that.  But it's nice to hear that looking at it both ways, and we can look at it being able to take both perspectives into account.

>> AUDIENCE MEMBER:  Yeah.  And we can't do much with this without having more information.

>> JANE:  Right. 

>> BRUCE:  Right.  

>> AUDIENCE MEMBER:  There's a lot here.

>> BRUCE:  We understand this is an artificial exercise.  In dealing with the pressure sore in general, are there suggestions from folks?  So we've heard looking at the wheelchair, control over services, education.  

>> JANE:  There's a bed.

>> BRUCE:  Other things that --

>> JANE:  Isn't there a bed that somebody said?

>> AUDIENCE MEMBER:  Yeah.  (Inaudible).

>> BRUCE:  Use the mike.  I'm sorry.

>> AUDIENCE MEMBER:  Yes.  The bed that turns -- that will turn an individual.  So that there's no one there to help turn them so they don't get a pressure sore.

>> JANE:  Yeah.  That's the one they used successfully to get somebody out of the building.

>> AUDIENCE MEMBER:  They're quiet expensive.

>> AUDIENCE MEMBER:  I just quoted one, 30,000.

>> AUDIENCE MEMBER:  The cushion.

>> AUDIENCE MEMBER:  There's a specific cushion that's designed for that.  

>> BRUCE:  Right.  

I really appreciate you going first.  Thank you very much.  That was a good -- I particularly liked how you broke it out into those three sections, recognizing it could be any of those things.  And that's a good way to approach it with the individual.  Look, we're going to check out to see if there's something physical going on.  This might be out of your control.  Maybe this is an understanding issue.  Maybe putting it all out on the table allows the person to say, okay, well, I didn't realize that thing, and I was a little bit pissed off about this other thing.  So you get some mix and matches of things potentially.

Other --

>> AUDIENCE MEMBER:  We can go ahead.  We had Bobby, which is group 2.  And the thing that we were kind of -- well, we know housing is going to be a huge issue.  But the home services that because he has a history where his services have been terminated and that they were saying that he swore and berated them, and that's part of the reason he ended up in the nursing home.  

So one of the things that we need to find out from him -- find out exactly why is he berating?  Why is he saying swear words and stuff?  Maybe he needs anger management.  Maybe it's a mental health issue and he needs counseling.  It might be that he needs to talk to a pastor or social services.  

Some other group had had experience with Narcotics Anonymous classes because they said there was some drug use in the house.  But we're not sure that was exactly with him or maybe somebody else in the house.  

And it just kind of depends on his response, whether he's willing to work on some of those things so that possibly we can find a home health service agency.  He may just need -- he may be frustrated and may need independent living skills.  He doesn't know how to manage his home health care or what to tell them when they come in.

So we thought, then, if it looks like he wants to work on this and comply, that possibly we could see if we could get a home health agency out of area.  

But we also might go back, like they talked about and go talk to the home health agencies and find out -- tell them the situation has changed.  He's making these changes and what he has done and what kind of progress he has made, and then see if maybe there was a possibility like I think they had talked about going to a regional director, I don't know.  That would be an option.  And see if they would consider taking him back.  

He might, if that doesn't work, he said he did have a friend that referred him.  I don't know if that would be an option for self-directed.  But that might be an option, a friend or somebody that could come in and help him and provide training for him and the friend so that that would be an option.

Did anybody have anything else?

>> BRUCE:  Good.  I just want to say these profiles kind of become real.  So you hear people talking about dealing with the issues.  Please, we have to make some assertions about what's happening.  

So, in this case, it sounds like you talked with the person, and there was an issue here, clearly, with these behaviors previously with the home care agency.  It wasn't something -- let's suspend some disbelief and move through that process.

But I thought you came up with a lot of ideas even looking out of area.  Some of that stuff may follow you, but it's hard to get away from some of that history.  But it was a unique approach.

Other suggestions to dealing with someone who where there's a problem with the home care agency?

>> AUDIENCE MEMBER:  You might not like this, but I had somebody on my caseload very similar to Bobby.  And it got to the point where I had to just sit down with him and say, look, you either understand where these people are coming from and what behavior you're expected to follow through with, or you realize that your rights will be taken away.  They will drop you.  You will have no options.  

You don't have family support.  You don't have people in the community that are rushing to help you.  So either quit with the behavior and comply, or suffer the consequences.  And if you want to stay in the community, then you're on your own or you go back to the nursing home.  

I mean, you have to have, also, in certain respects, a very strict frame of reference where you either understand what the guidelines and the boundaries are of this program, and you accept the help, and you accept the fact that you have to do certain things in order to be able to get the services you need.  Otherwise, you're totally on your own.  What are your options?

>> BRUCE:  I don't know.  Are you saying I wouldn't like the idea?  Who else is going to like it?  

One of the things I talked about is we are free to swing our arm around as much as we like, until it gets into your face's space.  There are consequences to what we do.

>> JANE:  Well, yeah.  It reminds me, talking about it earlier, with freedom comes responsibility, this individual's responsibility for your actions.  And this is what can happen if you spit in the nurse's face or whatever.

>> BRUCE:  Sometimes the combination of these approaches is helpful.  So with the anger management class, maybe that's not going to actually do it.  But the stern talking to from the maternal figure who's helping me get out actually motivates me to change my behavior, and the class is what the agency says, oh, look he went to the class.  So it's a mix and match of these pieces.  And we've used a very similar approach.  

And, again, what we talked about earlier is how each of us approaches an issue might be different.  Those who are more mature and have more parental kind of persona can actually say things in a very different way potentially.  Then there's direct young people.

(Laughter)

>> AUDIENCE MEMBER:  And then there's people who can be younger than them but -- and very direct.  Set boundaries.  You're not going to talk to me that way, if someone is really being ugly.  They may have explosive anger disorder, but I have boundaries.

>> BRUCE:  I'm not suggesting that younger people should accept.  I just -- there are lots of different styles of how we address these kinds of things, and we don't necessarily use the same style with each person and with each situation.  You want to think about which -- one of the questions I ask before I go some places, which Bruce do you want to show up?  

(Laughter)

>> BRUCE:  And we've gotten pretty clear.  There's different kinds -- I can be different depending on what I need to do.  

Another group?  One more?

>> JANE:  Okay.

>> BRUCE:  Oh, yes.  You've volunteered.  Thank you so much.

>> AUDIENCE MEMBER:  We had -- hold on -- John.  No.  Now I'm on the wrong page.  Yes, we had John, I'm sorry, 52-year-old man with a traumatic brain injury and a seizure disorder.  He denies having alcoholism.  However, it seems to be quite prominent in his activities and his behavior.

The group decided to go with addressing his short-term memory loss because it does say that he gets very agitated when he's confronted with new or difficult situations.  And having short-term memory loss can lead to an unsafe transition when he's in the a home.  And it's a new environment for him, and he can't remember what he needs to do.  

So we came up with several ideas.  But the best one that we came up with was using assistive technology to really help him.  And one idea that came up, which is excellent, is having podcasts, having an iPod with podcasts with recorded steps on completing certain tasks.  

So if he forgets how to do something, he can just refer back to his iPod.  And that way he'll be much more independent in his home, and he won't feel so frustrated.  And it will really help with his self-esteem because he's doing it on his own.  And since we don't have the formal support, it's something we would work on, but this would be something that he could work on independently.  He could address his issue independently.  

And we also came up with just having picture schedules throughout the house so he knows what to do at what times.  And also having a talking watch and a calendar.  And then having OT visits so he can work with an occupational therapist to teach him little tricks of the trade to remember how to do certain things and how to develop his own system on how to do things.

>> BRUCE:  Other suggestions from the table or thoughts?  Did that capture everything?  

>> AUDIENCE MEMBER:  Yeah.  Thank you.  

>> BRUCE:  Other thoughts from the rest of the group?  That's nice.  Thank you so much.

>> AUDIENCE MEMBER:  You're welcome.

>> JANE:  Thank you to everybody.

>> BRUCE:  So what we're going to do is -- all right.  So the tables that haven't gone, you get a pass.

We're going to -- that was an interesting look.  

(Laughter)

>> BRUCE:  Okay.  So we wanted to -- one of the things that came up and we were asked during the session was -- 

>> JANE:  Oh, yeah.

>> BRUCE:  the information has been useful, but I'm a little anxious that I'm going to forget something important.  There are lots of tools and checklists out there.  Actually, some of them, I believe, are included in the manual, Appendices C and D, here on pages 75 and 83.

>> JANE:  And I don't know how folks are -- how you are when you come back from a training or something.  Some folks may just throw things aside and say, oh yeah, whatever.  But this is actually a really useful guide.  If you have a little file by your desk or someplace to just -- with your notes, or whatever.  But this would be really useful, something like that with the checklists and other pieces as well.

>> BRUCE:  And, actually, there's more.  Appendix B, as well, is an assessment survey.  But there's a lot of tools out there.  They vary.  You can cut this up in any of a variety of ways.  There are also different models for how you do this as well.  

So when you look at what's come out of Michigan, they have a strong person-centered landing process where it's just very -- there's a very strong person-centered planning process.  Some of the stuff that we've done out of New York seems much more sort of, I don't know, administrative assistant, make sure we get these things kind of done.  Probably a little less touchy-feely, a little more practical.  

We've seen sort of models sort of emerge around the country with a different tweak.  What that means is there is no single way to do this.  You find your own path, but these tools are very useful in terms of figuring that out for yourself.  

One of the -- let me see here.  It's actually on page 91, Appendix E.  Some of the models actually give you time lines for when you should be doing things.  They were that detailed to say at this point in the process, you should be doing this kind of thing.  For some of us who just need a little prompting periodically, this is a good tool.  But there's a variety of things out there.  Again, though, you're going to find your own thing that makes the most sense to you, and you're going to do it in your own way.  

Any questions on that?  And calling out the woman who put me -- is that helpful?

>> AUDIENCE MEMBER:  Very helpful.  Thank you.

>> BRUCE:  All right.  So any questions on today's topics?  

I did like the conversation about how you hold people accountable, particularly, I think what's helpful for folks is to give them the straight information about if this happens, that's the consequence in a very even-handed way.  Because a lot of times people don't actually have those conversations with people.

>> AUDIENCE MEMBER:  Right.

>> BRUCE:  So in a way, people will respect you for having those conversations because you're willing to do that.

Any other -- anything else?  You just tired?  Feedback on how we're doing.  Are we meeting your needs?

>> AUDIENCE MEMBER:  Yes.

>> BRUCE:  Okay.  Good.  Thank you very much.  

>> JANE:  Thank you.

>> BRUCE:  We're really trying to think through -- if we missed any of the things that were on your list, we've been writing them down.  There's some things that we're going to capture tomorrow when we meet in terms of issues that had come up.  So we're really looking at that list that you put together.

>> JANE:  Yeah.  And if we didn't cover something enough, too.  We may have covered it, but you may need something more in depth, please let us know.

>> BRUCE:  So tomorrow we're going to talk about the day of the move, which is a fun conversation; post-transition advocacy, and have some folks who are doing this from other places talk about this voices from the field.

All right.  We're early.  Thank you so much everyone.

>> AUDIENCE MEMBER:  Thank you.  
