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      ******

>>  Good afternoon, ladies and gentlemen, and thank you for waiting.  Welcome to the ABCs of nursing home transition conference call.  All lines have been placed on listen only mode, and the floor will be opened for your questions and comments throughout the presentation. 

Without further ado, it is my pleasure to turn the floor over to your host, Mr. Tim Fuchs.  Mr. Fuchs, the floor is yours. 

>>  Tim:  Thank you, Brianna, good afternoon, everybody.  Thanks for your patience.  We had a couple audio issues but they are fixed now.  I'm excited to begin the call. 

I'm Tim Fuchs, with the National Council on Independent Living in Washington, D.C., and I want to welcome you all to part 1 of the ABCs of nursing home transition series.  This webinar series is presented by the new community opportunities, national training and technical assistance program of I L R U in Houston, Texas. 

The webinar series is organized and facilitated by those of us here at NCIL in D.C., support for the presentation was provided by the U.S. Department of Education, RSA, and no official endorsement should be inferred.  Today's webinar will be archived.  We will break several times during the presentation to take questions.  For our webinar participants you can ask questions on the public chat, you can do that by entering your question under the text or excuse me, in the text box, under the emoticons and same for those of you that are on the CART screen today, if you are connected by CART, you can enter questions in the chat there.  I'll ask them of Bruce when we take our breaks. 

The materials for our call and that goes for the whole series are located on our Website and this is the Website that was sent to you in the confirmation E-mail.  Obviously, if you are doing the webinar you have the Power Point displayed in front of you.  But if you are joining us by phone and you don't have the Power Point open, make sure to do that.  There is a different power point for each call.  Is it going to be easier to follow the call and learn from it if you have that.  I'm going to give the URL twice, to make sure that you have it. 

Again it's the same one that was sent to you in the confirmation E-mail.  That is WWW.ncil.org/training/transition2011 materials.html. 

WWW.ncil.org/training/transition2011materials.html. 

Thanks. 

Also, on that training page, that I just read out, is the evaluation form.  There is a separate evaluation for each part of the call, each part of the series, excuse me.  Please do fill that out.  It is very quick to complete, it is short, it is really important to us, we would appreciate that. 

We are going to break halfway through the call and we will break again at the very end to take your questions.  Those are all my announcements.  I want to introduce our presenter for the series, that's Bruce Darling.  Bruce is a familiar name to all of us, but in case you don't know, Bruce is cofounder and president CEO of the center for disability rights, center for independent living in Rochester, New York. 

Bruce and his staff helped hundreds of people with disabilities in the upstate return to community living, and we have done a number of trainings with Bruce on the topic and he is absolutely excellent.  I've had a good time putting the training together with him and I know you guys are going to learn a lot from it, so thanks so much, Bruce, for your work on this, and without any further ado, let's get started.  Bruce? 

>> BRUCE DARLING:  Great, moving ahead to slide 4, it has my contact information on it. 

I'd like to start that I am an adapt organizer, this is an issue that is near and dear to me, one that I've actually been arrested on, but it took a gentleman named Charlie Smith who received services at our center and was one of our activists to get me to actually work on transition work. 

I always start out by giving an acknowledgment to Charlie.  He has significant disabilities, he was out there getting arrested and he would come back and say when are we going to get people out of nursing facilities and do that regularly to the point where eventually, I said okay, tomorrow, tomorrow we start.  That was how we got into this. 

I think it's important to point this out because advocacy does work on everyone including me.  I think that he actually, no one would have ever expected that his work would have had such an impact through all of this. 

You have my contact information.  A word about E-mail, if you are E-mailing me.  My E-mail in box is like a river.  It has a very fast current and if I miss something, it seems to disappear forever, at least it moves downstream around the bend and I can't see it.  If you are trying to get information from me and I don't respond, it is not a problem to E-mail me again.  I'd actually appreciate being nudged. 

As we go through today, I'd like to lay out what we are going to talk about.  We are going to start by setting the stage and talking about current issues, and looking at outreach, how we find people who we can work with in terms of transition, I'll do an overview of the transition planning process and then we will break for Q and A.  Then we will talk a bit about building relationships and nuts and bolts of transition, and break again for the final Q and A. 

Moving on to slide 5, I want to set the stage a bit.  This is, I want to put this in the context of the Olmsted decision.   The slide says there is a law called the Americans with disabilities ability, there is a Supreme Court decision called Olmsted, a civil rights thing.  The thing that excites me about nursing facility transition work is back in the day when I was first starting in the movement, folks would say, centers can do services or do advocacy but for the center where I worked there was a huge conflict how we could do both.  The nursing facility transition work is a crossroads between service delivery and civil rights.  It is exciting.  It is important to know and recognize that it's the law. 

And we are helping people identify how to transition, not if they transition.  Again, because it's a civil rights thing, it is important for us to note laws in our states. 

Moving on to slide 6, some of the current issues, we are in interesting times and a lot is changing.  That is both very exciting and a curse.  One of the things that is important is to have an understanding that the lay of the land is changing, but the basic premise of the work that we are doing in terms of it's a civil rights thing and that this is the law, remains the same. 

A lot of states are facing serious budget problems, that doesn't eliminate the expectation that they comply with the Olmsted decision.  If states actually do cut services that prevent people from getting out or potentially force people from going in, you are encouraged, I'd encourage you to file complaints with the Department of Justice. 

There is also the potentials for budget cuts at the federal level, I'll put in a shameless plug.  If you are in the D.C. area, on September 21, there is going to be a national rally to defend Medicaid against potential cuts from the super committee.  If you are not in D.C., there are lots of things you can do.  We all need to take action because this has direct impact on our work in getting people out. 

Moving on to slide 7, some of the other issues that we are dealing with are states bringing in managed care.  Some states have had it, other states are moving in that direction.  It's how the state pays for services.  It doesn't mean that people lose their rights under the Olmsted decision. 

I know that for New York, which is looking at managed care, one of the things that, the plans, the managed care plans have argued, is that they should have an ability to expeditiously transfer people to nursing facilities who are not sufficiently served in the community.  Advocates are taking a strong position that that is not consistent with the Olmsted decision, and I think it's something we all need to pay attention to. 

It is something that we need to deal with, but it doesn't necessarily, doesn't actually stop us from doing this work.  The other thing that we should be aware of is the aging and disability resource centers.  Sometimes those are being used as a single point of entry.  And that is how people should gain access to services, that does not mean that we stop what we do. 

This should not prevent centers from doing transition work, it is just a piece that we would need to incorporate. 

A lot of other issues, things that we both know, and don't know, are going to come our way in the future.  What is important is we maintain flexibility, in looking at how we can move work around these systems to support people and living it in the most integrated setting, and that we maintain our focus, that that is what we believe in and want to do. 

On slide 8, we are going to talk about outreach.  If you are just starting to do this work, the question that immediately comes to mind is, how do we find people who want to transition back into the community? 

That was where we were.  When we first started doing this, as I explained, I put pretty much no thought into developing the program for us.  So we were, that next day after I agreed to do this, needed to figure out, how do we find folks? 

Some of the things we can do is review our consumer list.  We track the people who receive services from us, some of those folks are in nursing facilities.  Asking consumers, the people who receive services know folks who are in, maybe have just gone in or who are at risk of going in, and you can intercede there. 

Ask other people.  We were very public that this was something we were going to do, and folks knew people who needed services. 

Interesting group of folks who can provide insight are people who got out.  So we had some folks who had managed to do this on their own, or tangentially involving us.  They knew folks in the nursing facility actually did regular visits with them, and had connections.  So they were a great resource. 

Moving on to the next slide, additional outreach strategies include the nursing facility ombudsman program.  This is a program where the, they have staff who are in the nursing facility who address problems, complaints, or issues in the facility.  Oftentimes, if there is an ombudsman in a facility, they may have someone who they just personally like and don't feel should be in the nursing facility.  That is a great place to start because you have an ally there. 

So, they can be a source of referrals.  They are not going to, generally, it's always, my experience has been, it's always a young quadriplegic who they bond with, it's a good place to start.  Another place you can look is looking for friendly referrals from a nurse or resident doctor, who works at a local hospital or clinic. 

They often are dealing with folks who are losing services, being forced into nursing facilities or who have recently been forced into facilities so they are a source of referrals.  And one of the surprising places for us was attendants.  I just knew attendants from the work they did with folks who were living in the community but as we started to talk about the work we were doing to get people out of nursing facilities, attendants would say I work over at this place, I know a woman who really wants to get out.  They were a great source of referrals as well. 

Two other places, to consider, putting a letter to the editor or an op ed piece in the newspaper is a very public way to say you are doing that kind of work.  I would hold that on until later on, and presenting at support groups.  For us, the M S support group was a great place to get referrals for the nursing facility transition work, because they, a lot of times folks were dealing with issues and knew people who had been forced into nursing facility placement so that is a great place to look. 

Now that we have found people, what role does the nursing facility facilitator play, transition facilitator play?  On slide 10, when you are doing facility transition, you are in a supporting role, not the star of the show.  I know lots of people myself included who think that they are the star of everything they are in. 

In this case, we just are playing a supporting role.  We are kind of a walk on character in this drama.  It is our job to not step in front of the actual star.  One of the things we do is support the person as they re-claim their life.  This is not just about advocating for their rights.  It is not just about providing services, it is providing support, this is a big deal as they re-claim their lives.  Is it helpful to understand what brought the person to the nursing facility.  When you are getting to know the person, understanding how they got there is a great way to begin to understand what needs to be done to get them back out and help them in that process.  Listening for both words and feelings, people will tell you certain things, but watching and getting a sense of what their emotional state is about things, you can actually get a feel for what they are going through and recognizing that their emotions of fear, anger and anxiety are all very real.  It is important to help when we are understanding what brought the person into the facility to help them put it into a context, so while we are listening to what was the services, what was breakdowns in the support that happened, that person has been given a sense often, they were responsible for ending up there.  So put it in the context of the greater Olmsted decision and their rights and how the system failed them is actually an important way to provide some of that support. 

On slide 10, we continue on some of the role of the transition facilitator know the types of services and supports that are available in the community and how to access them. 

Now, there are a lot of services and supports out there.  Some of them more widely available, some not so much.  It is important to know them.  If you don't know them, it's important to learn them.  Some places where you can actually learn about what is available in your state and community is, working with some experienced staff talking to folks who have done the transition work before.  People who are living independently, look around you.  If you have not had a lot of experience and you don't have access to transition staff who know the lay of the land on service delivery, talk to folks who are living independently.  They figured out how to make that happened, learn from them. 

Advocates are a great source of information, particularly folks in your center.  We can tell you exactly what doesn't work, which can give you a sense of what is actually working out there.  Then you can also work with, talk to providers.  But it is important that when we are doing this, that we know the types of services and supports that are available to help facilitate the transition. 

It's important to provide accurate information, in a timely manner.  So knowing all of that is important but then providing that information, one of the things that I remind folks when they are starting to work with us, is you are not expected to know everything.  There is always going to be a question, and I know I've had a number of them, that I didn't actually know the answer to the question. 

If you don't know the answer, say so.  Find out.  And follow up.  So, it's not just a matter of providing information or providing a quick fix.  It is providing accurate information and if you are not sure of the answer, get it. 

Then I think we explore options with the individual.  There are a lot of different ways to meet someone's needs.  I think laying out the options for an individual is an important way for them to see the different ways that something can be handled.  So you really want to explore the different approaches, different types of services and supports, may have down sides, letting the person sort of walk through those and understand, if I choose this, these are the kinds of things that will happen, if I choose the other, this is a different, this is handled differently. 

Walking through those pieces gives a person more control, but it also lets them see, have some sort of sense of where they are moving forward. 

So, moving out to slide 12, now that we have talked a bit about the role of the transition facilitator, I'd like to look at what the components are that contribute to success.  The first thing that contributes to success, to a successful transition, is developing that trusting relationship. 

We are going to talk about that on today's session. 

Having a comprehensive assessment that clearly reflects needs, concerns and priorities, is the next thing, because, so looking in a comprehensive manner at what the service needs are, what the support needs are, what are the concerns of the individual, the family, what are the priorities that need to be addressed, that is an important piece of this.  And then developing and implementing a transition plan or independent living plan that addresses the individual's needs.  This is the third step in the process. 

Actually making the transition.  Then a lot, it doesn't end at the point of transition.  What follow-up and post transition support is needed to make the transition successful. 

Conveniently, this webinar is divided into four major sections.  Not today, but the series of the webinar.  Each of them is going to cover one of these sections.  So you have the format for the next three sessions right there. 

So moving on to slide 13, so as we do planning, we work with the individual to determine their strengths, abilities, wishes, and support needs for life in the community. 

I want to underscore that.  We work with the individual.  There are a lot of folks out there who provide services to an individual, but don't necessarily work with them. 

Our focus is really to work with the individual and going through this process.  Now, we will get feedback from others in this process.  We will talk about other places where you can get information.  But ultimately, we are working with the individual. 

Then, after we have determined what their strengths, abilities, wishes and their support needs are, we are going to identify how each of these support needs can be provided in the community.  I think it's important, we will talk a lot about this in the assessment process, but it really is just sort of a looking ahead, it allows you to put together a very simple straightforward plan that can help support the individual and the facility staff and the people connected to that individual and moving to the most integrated setting. 

So what do we mean by transition planning?  Slide 14.  I think when we talk about working with the individual, it can be really easy to just sort of do a quick and dirty approach, where you meet the person, you say, okay, look, you got a physical disability, boom, boom, boom.  You need these things.  Here is the program for you, and just sort of throw it at the person. 

It's a little bit seductive to want to do that.  Sometimes people get focused on numbers and getting the job done.  But what that fails to do is provide the opportunity for the individual to have control of the process, and it undercuts their ability to actually be successful once they are, you are actually just doing what the medical model has done to folks and treating them in a very passive mode. 

What we want to do is offer the person an opportunity to envision their life on a daily basis.  Now, so you are talked through, when you are looking at the support needs, you are talking with the person, sorting that through.  This gives them the ability to have more control over their life.  It gives them information on how this works.  It better prepares them for community living, so it's not such an abrupt transition, or that they are lost after the transition occurs. 

It gives them the opportunity to take control. 

So moving to the next slide on slide 15, the planning process can include activities that allow the individual to experience community living prior to the move.  So it's not just about envisioning that process.  It is about transitioning to community living.  One of the things, talking about meeting in the community, meeting some place other than the nursing facility, I like to say, recommend to folks, let's meet at the office. 

That brings them into the center, for our center we actually have a lot of large format protest photos of people with disabilities protesting with adapt stuff, highlighting the fact that we are trying to get people into the most integrated setting and into the community.  When a person comes into our office, that sends a strong message to them and for the individual who is receiving, going through the transition process, it lets them see the transition, what that looks like. 

It also, when you are in our center, you see people with disabilities working, you see people, you begin to participate in an active life in the community. 

So it allows the person to begin to experience that.  Some of the stuff that we have done is actually invited folks to, who are in the process of transitioning, to our center for picnics and social stuff that is going on, so we encourage them to become involved.  It really helps in smoothing the transition.  It gives them, instead of a focus of where you are trying to leave a place, it gives you a focus of where you are trying to go. 

On slide 16, one of the things that we really try to do is promote self-direction.  So the individual is in charge to the maximum extent possible of the entire transition process.  People who know me, know that there is probable  -- I am deeply, deeply committed to supporting people in moving to the most integrated setting, and supporting them in moving to the community and re-claiming their lives. 

So it would probably be, I'll say it is, when someone says no, I don't want to leave, that would probably be one of the most difficult things for me to hear.  But, I remember that this is that person's life.  If they have said, I don't want to go now, for whatever reason, we actually just back off and let the person, that is the person's decision. 

Now, I can tell the story of a guy named Nate that we assisted and we were assisting in transitioning and we got him, helped him find affordable accessible integrated housing, set up services in the community.  The day before he went to transition, he said, not me, not now.  The entire plan stopped. 

We said, okay.  We are good with this.  We talked through.  It was clearly his decision.  He didn't want to make the move at that point.  That was that. 

A week later he called us back, and said I'd like to do this again.  So we had lost the apartment, so we had to start the whole process again. 

We did that whole process, got him right to the day before he transitioned and he said, no.  At that point we did the same thing.  It is his life.  A week later he called us back and said he wanted to do this again. 

Now, at that point some folks might say, well, you have wasted a lot of energy on him that could go to other people.  Is this really appropriate?  It is his life again.  We assisted him then, day before transition, he was really excited, it was the right thing for him to do.  He transitioned and was very successful living in the community but he did it on his own terms.  He was clear that he was in the driver's seat with us, that we were not going to force him or push him into anything that he didn't want to do. 

As you move through the transition planning process, on slide 17, we really encourage that the individual lead the process to the maximum extent possible.  Now, whether it's the individual doing it him or herself, or whether there is a family member who is involved, it really is important that that be, that the person to the maximum extent possible is leading these meetings.  And we will talk a little more about what I mean by that.  But what is important, why that is important is it begins to have the nursing facility staff see the person in a different light. 

So if they continually see the person in a passive mode, they are not going to actually recognize the strengths that that person has and their ability to move into the most integrated setting, so although it may take, not may, it does take more energy to provide the support of doing that, it is important and pays off.  It is important to explain the transition process to the person. 

We do that both at the beginning as an overview and then we support the person and explain next steps and continually as we go along, and again, the person is driving the process.  So we work with them to explain what is going to happen, so that they come to the meeting prepared. 

Then when professionals try to take control of the meeting, a simple and polite looking at the person and saying, what do you think of that, is a good way to focus the meeting back on the person.  This is really important, particularly if you know the person has strong feelings and the team is running off in the wrong direction.  If you do this, don't -- I also want to point out -- don't leave the person hanging out there.  So if you feel that the meeting has gone off the person and you say, what do you think about that, and the person just looks at you, don't just leave him hanging.  You know, you can actually say, you can prompt them, they might not actually have followed what was going on.  You can rephrase what is going on.  You can say, yesterday we were talking about how services were provided through this agency.  And to give them some support in being in control. 

I am known that I can actually be a bit, I can be very funny, I can also be very acerbic.  At one of the transition meetings, there was a real struggle between staff who wanted to control the meeting and the individual who is transitioning. 

I jumped right into the fray and supported the individual in being in charge. 

Although I was concerned that it might be, I might be a little too acerbic, at the end of the meeting, an occupational therapist at the facility came up to me and said if I'm ever in a nursing facility, I want you on my side. 

It really does, people do, constant mantra about letting the person be in charge, supporting them and that, it does resonate with folks and people do see that this is something that makes a difference to them as well. 

As we move on to slide 18, we assist the individual in clarifying their goals and personal choices.  This is probably most noted, for me, I see this most as it relates to housing.  I've talked to folks from New York City who said I would never support a person moving into that neighborhood.  That is a bad place to live.  I think, is that really your choice to make?  Or is it the individual's?  We also worked with a woman who didn't want to leave the nursing facility and move into a rental situation.  She wanted to move back into a home in the suburbs. 

That was her choice.  Was it a realistic, was that likely to happen any time in the near future?  No.  But what we did was supported her in the direction that she was going.  We laid out the options.  Then over time, she started to think about whether that was the most appropriate, not appropriate, whether that was the most realistic choice or whether there were some other options. 

But it was really her decision.  I think it's important for us to help the individual clarify what their goals and choices are, and not impose our own on them. 

We expect, encourage and expect the person to do as much of the work as possible.  There are some practical issues here, access to a phone might be a problem.  But the individual can work with the social worker in the nursing facility to do some of these things, and where they play a role in terms, in doing some of this work, they begin to actually understand the process and it re-acclimates them to community living.  If they are filling out applications for apartments with someone, that is their piece of and your job is to do these other applications, it splits the work up and gives the person control over it.  But it also helps them see what the process is that they are going through. 

And then managing the extensive, our job is to manage the extensive amount of paperwork, which was never actually, my personal strength.  So the question here that sometimes folks say, I didn't think you hired me to be a secretary. 

Well, I like to say to the staff, actually, I did, if this is what needs to happen to help the person transition into the community.  It is not like they can manage all this paperwork in their facility room. 

Our job is to make sure that the stuff is together, pulled together in a way that we can move the process forward with the individual. 

Moving to the next slide on slide 19, person-centered planning can be person-centered but not person-directed. 

I think one of my first experiences with person centered planning was with a local developmental disability organization, and as it was being described to me, the social worker explained how she was pulling folks together and they had a meeting with all the people who are close to this individual, and it was as if the person was there naked in front of everyone. 

And how wonderful this was, and I thought to myself, what a horrific idea.  I can't even imagine what it would be like to be naked in front of all my closest friends. 

So my initial response to person centered planning was, oh, my god, I hate this.  Well, then I started to do some research and I actually read the folks who actually came up with the idea of person centered planning, and there was this great quote from Judith Snow who said if you say you do person centered planning, you don't.  It is like saying you do life. 

It was more of a mind-set.  The thing that struck me with what folks were doing and claiming it was person centered was that they were doing things, it was the person was in the center of the plan but they were doing things to the person.  Even how the language that we use and the values that we have were actually being turned against the person, so I worked with a woman who was from a local organization, receiving services there, and they set her up, they set her up literally in an apartment, a house, actually she was renting a house with some others.  It ended up that her roommates all left and she was responsible for the rent for a three-bedroom home in the suburbs. 

She came to us saying, I don't see how I can pay this.  The answer was, you can't.  When we spoke with the agency, they said, this was her choice.  It is called independent living.  I think it's important though that we provide people with real choice, informed choice and give them the information that they need.  That is independent living.  That was the intent of person-centered planning.  And what we wanted to do is make sure that we actually take it to the next level where the person is in charge. 

So, moving on to slide 20, now, being in charge of the process, is difficult.  The person may not chair the meetings.  You have got a lot of professionals who are focused on time, what they have to get accomplished.  The person may not have the skills to be able to do that.  But you can work with the individual to identify what is it that we need to cover.  Maybe you are starting out with the person, and they are very timid and they are just anxious.  Talking through, what are the kinds of questions you have, what do we want to ask them, the other folks at the table, is a way to give them some sense of, ability to control what is going on and to be in charge of the process.  Institutions teach us all to be passive.  It makes them easier, whether that institution is a nursing facility or a jail.  They want you to all behave in a particular manner.  It makes the process smoother for them. 

There are those of us who in the nursing facility or jail do their own thing.  That is highly, they are unhappy when you do that.  I can attest to that from a couple different directions.  But the point here is that because people are conditioned to be passive, we have to work to support, to pull out their inner strengths too, to move against that.  People do internalize the feeling that they no longer have the right to be in charge of their own life.  They lose that.  In New York we talk about the long term data, about whether people want to move into the community, you see that drop off over time.  That is a loss of hope, a learned helplessness, that is a concern.  We want to support people in re-claiming control and being in charge again. 

I talked about how we want to watch out for folks who are using the language against the individual.  Worked with a woman who actually was told, at the meeting, the social worker said, now, Shirley, tell us what you have decided you have to do, and she reached over and instinctively squeezed my hand to say, I don't want to do this, and it was pretty much being forced to say that she needed to stay in the nursing facility. 

Again, this is the kind of thing that we really want to make sure we are on the watch for, because you can't actually use these ideas against us.  Moving to slide 21, we support the person through the person directed planning process, we don't exclude or screen them out. 

One of the things that I think is important is, we take people where they are.  It is a come as you are party.  This is not something where you have to pass a test.  I actually got a call from a guy who wanted to get out of the nursing facility not in her area.  I call the independent living center which was nearest him and they said, well, he is our founding board chair.  He knows exactly where we are, if he wants to get out, he can come and, we will work with him.  But unless he comes here first, we are not doing that.  I think it's important that we take people where they are and not use the process to screen them, prevent them from receiving services. 

What I'd like to do is, I sort of whipped through that, oh, my god.  Open it up for questions at this point.  On the next slide, 22. 

>>  The floor is now open for questions.  If you do have a question and you are connected over the phone, please press the number 7 or the letter Q on your telephone keypad. 

Questions will be taken in the order they were received.  If at any point your question has been answered, you may press 7 or Q again to disable your request.  If you are using a speakerphone, we ask that while posing your question, you pick up your handset to provide favorable sound quality. 

The first question comes from Branda Parker.  Please go ahead. 

>>  Bruce, I have a question for you in regards to nursing home transition.  Whenever they want to go into assisted living, is that still considered least restrictive in their choice? 

>> BRUCE DARLING:  We are going to talk about that during the assessment process.  I think one of the things that I like to talk through with the individual is, what is it that you need?  Some of the difficulty is, people have a very limited, people are aware of a very limited range of options.  So what is important for us is to go through and identify functionally what is it that you are looking for, and what options are out there. 

I'm particularly anxious around some assisted living, because there are some rules associated with various assisted living places, and again, these all vary, as I say, if you have seen one Medicaid program you have seen one Medicaid program.  It varies around the country.  In New York, from facility to facility. 

So why not make sure that the person understands what are all of the issues related to that particular choice.  But folks often think the only option other than the nursing facility is assisted living.  And like to break it down a little bit more with them.  Does that answer your question? 

>>  Yes, sir, thank you. 

>>  Again if you do have a question, please press 7 or Q on your telephone keypad.  The next question comes from Diatta.  Please go ahead. 

>>  I have a question regarding transporting a person to an appointment at the office.  I like that idea.  Is this nursing home obligated to provide a transport or would we have to use paratransit for it? 

>> BRUCE DARLING:  Nice to hear your voice.  We use a variety of methods.  The facility has done that.  I like to work with paratransit where it is available, just because that is another piece of living in the community.  What you might find early on in the process is that the person has not actually applied for paratransit.  So you need to do that right at the beginning with the person.  So later on in the process they can use that. 

It's a great opportunity to let people learn what the process is, if they have not used it before, and to practice it, and exercise their independence, because what you find is, once folks realize that they can come to your center, using paratransit, they start going other places too. 

>>  Right, great.  Thank you. 

>> BRUCE DARLING:  Thank you. 

>>  Bruce, I have a couple, I have one question anyway from the webinar.  Alexa says one of her consumers is difficult to get hold of, doesn't check his personal voice mail, trying to get ahold of him on the floor means that the calls get lost.  Do you have any tips or tricks on getting a hold of someone when they seem to be really tough to contact? 

>> BRUCE DARLING:  One of the people you might have difficulty getting hold of is me sometimes.    (Chuckles) strategy that works, or bureaucrats.  One of the strategies is to show up.  But what you might do, where you have a potential to lose contact with an individual, for any of the variety of reasons, is set up your next appointment before you leave.  The other thing you might want to look at is, what is going on in terms of why the person is, is the person depressed and they are not thinking to check their voice mail?  Is there a barrier, an accessibility issue with the phone? 

Try to walk through some of that with the individual.  But initially I would start with scheduling the next appointment before I leave.  Then working with the individual to identify, with a calendar and that kind of thing, so they know that's coming up. 

>>  Great. Thanks.  That is the only question from the webinar at this point.  Brianna, we can go back to the phones. 

>>  The next question comes from James Colder.  Please go ahead. 

>>  Can you hear me now? 

>>  Yes. 

>>  I'm a little concerned, and I appreciate what you said, when we are dealing with professionals, but since we don't note patients, have you run across facilities that want to keep their patients and sort of sabotage them in some way or give us bad report about their behavior or something?  Is that an issue? 

>> BRUCE DARLING:  It is.  It's going to vary from facility to facility.  We are going to talk a little bit after this Q and A about building relationships with nursing facilities.  But I can tell you, it runs the gamut.  We have had facilities that seem to do everything they could to sabotage the transition.  Sometimes it might be an individual staff person.  Then we have had facilities where once we had had the, had an initial meeting, actually, one facility we transitioned a gentleman out who is the first vent user to move out into the community from that nursing facility and then transitioned his friend, who he was like 20-something-year-old, African-American guy, we transitioned out his friend who was a middle age white lady who had serious health issues, including brittle bone concerns and dialysis. 

After the two of them moved out, the social worker from the facility called us up and said you have transitioned the two highest care people out of this facility.  I see no reason why anyone should be here who doesn't want to be here.  So I'm happy to work with you.  And what was interesting is, that facility realized that we were turning over long-term Medicaid beds, and allowing them to maximize the Medicare dollars that were coming in for rehab.  It was a smart business decision for them as well. 

>>  If you have a question, please press 7 or Q on your telephone keypad.  If you have a question, please press 7 or Q on your telephone keypad.  The next question comes from Martha mason.  Please state your question. 

>>  How do you avoid loneliness, without keeping a social calendar for the person? 

>> BRUCE DARLING:  You mean when the person, after the person moved out into the community? 

>>  Yes.  And you want to make sure that they don't get too lonely, so you continue to encourage them to participate in other activities or bring them to your facility. 

>> BRUCE DARLING:  Okay.  What we will do is talk about that across this entire series of webinars.  But I think it's important that what we do is we build, again, we are not leaving a place.  We are going to some place else.  We are trying to build social connections as well.  Coming to our center, folks meet people.  We do a lot of social things. 

We actually have what we call dinner for a dollar, for a buck you can get dinner three nights a week.  It is a cheap way to get a meal.  It also provides an opportunity for folks who have a communal meal and socialize. 

There are folks who, we provide those opportunities, I will also say that we have worked with a woman, helped her transition out of a nursing facility.  Her health deteriorated.  She stayed at home most of the time.  But she was a self-described bookworm, who loved to read and was thrilled just to have control over her environment.  So she wasn't the least bit lonely.  She actually had, after leaving the nursing facility, she not only read books, she actually wrote her book that she had talked about doing for much of her life. 

I think it's a matter of looking to the future and building the connections and helping the person envision what it is they want to do with their life, not just focusing on leaving the facility. 

>>  We live in a rural community, in Durango, Colorado, southwest Colorado.  There are not very many resources available for even younger people, let alone 60s and over, to get together for activities and social meetings. 

>> BRUCE DARLING:  I think one of the things you would look at then might be what are the informal social supports in the community.  I know in some of the rural areas where we serve, the church is a big piece of the rural community.  So building those connections, I think that that's why we include that whole, what is it that the person wants to do with their life as a part of the assessment process.  We will talk about that more on the next webinar, and we will talk about that in the third one.  Identifying the social needs, what the person wants to do with their days and how we can make that happen.  But it will vary from place to place.  I don't think it always has to be some formal answer.  I talked about our center providing a meal.  But it is kind of more like a, I can't even -- it is more like Cheers than it is a traditional, although we don't serve alcohol, than a traditional sort of program. 

It is really an opportunity for folks to get together.  So looking at that and, and build community, so it's a how we build community in where we are at in looking at the social norms is what you want to focus on. 

>>  Thank you. 

>>  Thanks, Bruce.  The questions are rolling in.  I have another one.  But in the interest of time here, we have used our ten minutes.  Especially to Sharon, whose question I see in the webinar queue, thanks for your patience.  We will get to that when we take our final Q and A at the end of the call.  But Bruce, let's go ahead. 

>> BRUCE DARLING:  Moving to slide 23, when we first started to reach out, and to do this work, it was just me who was doing it.  I didn't actually have a huge amount of time because I was actually running a center at the same time.  I wanted to find ways I could get things done, and the social work staff, the nursing facility, seemed like an obvious solution. 

Although it was initially for me a very practical matter about how can I get this application filled out, it turned out to have a really strong and positive impact  when you start working with the nursing facility, at the beginning, whenever possible. 

Moving to slide 24, what they do is, they actually, what I found was, they can do some things better than we can.  I know it's amazing that I actually say that, but they actually can assist the individual in filling out applications.  They can switch Social Security payments over for the individual.  They can assist with the transition to a community doctor.  Their ability to get things completed by the facilities doctor and the in-house staff is far superior to what we can do. 

They can ensure that the individual oversees their medications and belongings from the facility.  But importantly, having the staff people involved gives them a sense of ownership over the process, and it gets their buy-in, so you are going to see a lot, when you start by involving them up front, it gives you that buy-in that you wouldn't otherwise have. 

On slide 25, sometimes the staff are not cooperative.  It is important -- there we go, I wanted to make sure it switched over -- sometimes the staff isn't cooperative.  I think it's important to listen to them and figure out why they are not being cooperative.  Sometimes they have a concern.  It can be a very valid concern.  Sometimes they are just not familiar with community-based services and they think that what you are, you are selling them snake oil.  They don't believe it.  It can't possibly be. 

Some of that is trying to listen to them and figure out what their concern is.  Our centers offer training.  Actually, introducing them to folks who have successfully transitioned to the community, have gone a long way to build support from the nursing facilities, when they actually saw that that could happen, and it was actually successful. 

Educating the facilities on the law, letting them know that there is an Olmsted decision and people have the right to receive services in the most integrated setting.  That actually is important.  The facility that I talked about, where we had transitioned the two highest care people posted information about the Olmsted decision in public, where people could actually read it, to let them know that they had these rights. 

I think educating the facilities is really important.  Then if you have a situation where the facility is being really obstructive, contacting the ombudsman program, who are charged with dealing with these kinds of things. 

Moving to slide 26, just as the nursing facility can be critical, the family, and other supportive individuals, can be really important to get onboard as well.  Supportive family and friends can make the transition of the individual to the community much more successful.  It just, if you have that support, it is really, goes a long way. 

Now, I like to point out that family, for us, is a broad term.  It can incorporate, you know, biological family.  But a lot of times, folks, particularly folks with disabilities who have acquired a disability or their family may not actually understand what it's like to have to live with a disability, develop a very close friendship and involvement with other people.  I know that in our community, we have these informal social networks of people with disabilities, who essentially become so close, that we function like family. 

I don't think we should forget those when we are doing this.  Thinking about who the person was close to, or who is important to them. 

Just as supportive family and friends can make a transition successful, unsupportive folks can completely begin to derail a plan.  On slide 27, we answer the question, what do you do when family and other people are not supportive?  How do you get them on board?  The first thing I like to tell people is do not assume bad intent.  I actually had a situation, where my staff came to me and said, you know, this woman wants to transition into the community, but her daughters are a terrible problem. 

This was not a great way to get the daughters on board.  We started back and I said, don't assume bad will on their part.  Let's start by assuming good will.  Let's listen to them and acknowledge their concerns.  They had some very valid concerns.  They had experience where the services were not effective at supporting their family member.  It just wasn't going to -- and it fell to them.  So listening to them and acknowledging their concerns as important, educating them on the services that can support community living.  Why is this different from what their experience was?  In this case, we explained.  The problem was, the home care agency wasn't following the rules.  This is how we can provide services in the community now that wasn't available when you made this decision, and recognizing that the decision with the mother to go, to have her in the nursing facility was a tough decision.  They didn't make that decision lightly.  This was not something that they were trying to shirk their responsibilities.  They were deeply concerned for their mother. 

Then in keeping them informed of progress, so given that they could see how this might work, keeping them involved, and letting them know what was going on was really important. 

Now, on slide 28, you give people an opportunity to raise concerns.  You address the concerns.  Now they come back and say, wait, what about this.  At that point we have the potential for the person to be throwing up road blocks.  I like to lay out an opportunity to say, what are the concerns?  Let's put everything on the table.  It will allow us to talk this through better.  Then see if we can resolve it, but I don't want to get into a yes, but, game, where we solve this problem and then they throw out another.  There are some family and friends who simply won't change their mind. 

At that point, I say move on but do not slam the door.  Anyone who has gotten involved in the interpersonal politics of a family whether it's your own or someone else's knows that that is not a situation that you want to be in the middle of. 

I think our job is to support the individual, if the family doesn't, isn't going to be supportive and doesn't want to play a part in that, dragging them along is not going to be helpful. 

Moving on to slide 29.  We are going to start looking at some of the nuts and bolts of transition.  I think it's important to start with confidentiality and informed consent.  It's important that the individual give written consent, it will be one of the things you do at the beginning of the process with the person is get their consent to share information.  They do have the right to limit that information.  I didn't see the slide change to 29. 

So they do have the right to limit that information, being clear with them up front, getting their written consent, moving on to slide 30, there are some reasons that people may not want to share information.  Sometimes information has been used against them. 

They just want to not let, they think the answer is to not let people talk about them at all.  I think it's important then to acknowledge the concern.  As people with disabilities, we all know what it's like to have information used against us.  We set a high standard for ourselves.  We explain, we have personal information about our health and services history we don't want shared.  This is the standard.  We understand.  We watch our conduct.  We are careful about confidentiality.  We explain why we need the information or need to share the information.  I think folks think a lot of times information means they will not be allowed to move into the community.  I am clear that that's not the case. 

Moving to the next slide, when an individual has a legal guardian or surrogate decision-maker, it is important that you get the consent from that person.  You have to make sure that this is actually legally in place.  If the person has a legal guardian who makes these decisions for them, they are not in a position to make those decisions.  That doesn't necessarily mean you don't work with the individual.  It is just that you work with the two together. 

We will talk a bit more about some of the issues around guardians.  That gets pretty deep into the process, but I think it's important that you recognize that if someone else has the authority and responsibility to make decisions, that that is the person that you are working with in part.  That is the person, you want to make sure that they are responsible to work in the person's best interest and follow their desires as well.  Sometimes there may be negotiating that goes along with that. 

On slide 32, as a service provider and advocate the nursing facility can't refuse to work with you  if you are given consent.  I think it's important that you not let HIPAA become a barrier to nursing facility transition.  It is something you have to acknowledge. 

In terms of other nuts and bolts, on slide 33, we will look at keeping notes.  Basically we want to have notes that are complete but not extensive.  You want to have enough so that someone else can pick up where you left off, but they typically talk about here, in my work, my Board of Directors says, Bruce, if one day you are hit by a bus, we need to be able to....

Then my board president actually said, and by bus, we mean, or actually not bus, Pepsi truck, if you are hit by a Pepsi truck, we are concerned, we need to be able to address this.  He says, by Pepsi truck we mean your diabetes.  I kinda got that.  I think it's more likely given me history with the transit authority that I'll be hit by a bus. 

Looking at the notes though, you want to make sure you have contact information.  One of the things that is extraordinarily frustrating is to have an important player who is listed in the notes but not be able to find the person if there is a change in staff.  Don't duplicate other information that is easily obtainable. 

Keep track of the follow-up actions.  Again, that is a to-do list.  And I like to remind folks, it's just the facts.  If you are going to start a statement with, "I think" it doesn't belong in there, because it is not about what you think.  It is about what we know. 

Moving on to slide 34, one of the things that we will do, and I think this goes back to one of the comments that was made earlier, is there are lots of pieces to what, of information that you can pull from, the person's medical record is a definite place where you can begin to get information.  They can be very helpful, for you to understand what the individual's needs are, per the record, per the facility.  And it can help assure that things like medical treatments, medications, service needs are all addressed.  That is all clearly documented in the plan. 

On slide 35, when you look at a, when you do a medical review, and you are looking at the records, it's important to look at the most current and factual information in the record.  It's important though that this is only one piece of the puzzle.  So for example, we worked with a guy who we were told required a two-person transfer.  When I met him, he weighed less than 90 pounds.  His bones were not in the least bit brittle and he was able to bear weight.  I could think of 125 ways to move him from the bed to the wheelchair.  None of which required another person. 

When we started to look into it, a little more deeply, it became clear that this was actually the nursing facility's policy to reduce their workers comp claims.  It didn't actually have anything to do with him.  But because it was in the medical record, when the state was doing a review, they assumed that he needed two people.  What they failed to do was actually talk with the person, meet with the person, and have eyes on and see what is going on. 

I think it's important to point out that there is a lot of different pieces here.  Your notes actually are something that becomes a part of your own center's clinical record, you want to keep them neat and clean in terms of not having that extra information in.  The nursing facility's medical records are something that you can use, but ultimately you are going back to the person and the process that you are using to determine that, what they need. 

Moving on to slide 36, we can open this back up to questions. 

>>  As a reminder, if you do have a question, please press the number 7 or the letter Q on your telephone keypad.  Again, if you do have a question, please press 7 or Q on your telephone keypad.  Mr. Fuchs, did you want to take some questions from the web side? 

>>  Sure.  I'll go ahead with this one.  Then we can see if anybody else comes up on the phone.  Bruce, Sharon says she began working with a woman who wants to transition to a travel trailer.  She previously led nomadic life and wants to get back to that.  Do you have any ideas, or advice on recommendation, or do you have any ideas or advice for her? 

>> BRUCE DARLING:  How cool!

>>  Right?    (Chuckles). 

>> BRUCE DARLING:  First off, I think it's great that you are having this conversation.  And she puts that out on the table and that you hear this.  A lot of people would just shut the door on that. 

I immediately think through, the specific kinds of things that you would need to sort through are, what are the accessibility needs, in terms of the trailer, making that work, whether there are service needs. 

This, depending on how nomadic the lifestyle is, it might require some negotiation, if the person just sort of is nomadic within the state and travels around.  It will be interesting to see how that works through, you might need some kind of legal residence or place to connect the trailer up so that they can get enrolled in services. 

If the person is more nomadic and moving across state lines, which would cross over Medicaid programs, and completely shut down the Federal Government, what I would do is look at informal supports.  I've known a lot of folks who have used informal supports, very creatively to support their own independence. 

One of the women that I knew who needed significant assistance with her activities of daily living, she actually didn't use Medicaid to provide those services, she had a home that she could live in, and she allowed students from a nearby college to have a place to stay in exchange for providing her with personal assistance.  It seems that one of the things that this person might be able to do is, if there is someone that they can connect up with, or they were working, they were connected to before, who would drive and could provide the personal assistance services, if it were accessible, that might be something that they could actually just sort of, that uses informal supports, to be nomadic.  I think that is really, this is the first time I've ever heard this one.  This is really cool actually. 

>>  Great ideas.  Thanks.  Let's go to Briana, see if any questions came in over the phone. 

>>  If you do have a question, please press 7 or Q on your telephone keypad.  If you do have a question, please press 7 or Q on your telephone keypad.  The next question comes from vita. 

>>  Help a person with take two person transfer out of a nursing home. 

>> BRUCE DARLING:  I'm sorry, I didn't catch the full question. 

>>  She is asking how you can help a person who requires two people transfer out of a nursing home, and that would be in the situation where the person really requires two people transfer. 

>> BRUCE DARLING:  All right.  We actually have had this situation a couple of times.  In one case, it was a gentleman who had brittle bone disease, who is extremely physically fragile and had a massive stroke later in life. 

While he was hospitalized, the hospital staff during the first, what was it, six, no, six, first eight weeks in the hospital, broke three of his limbs, one of the limbs twice.  So like every two weeks, they broke a limb.  So, which clearly demonstrated that there was some need for specialized assistance.  We were able to dovetail two programs together, one that where we could actually for just discrete periods of time during the day when the person needed that two person assistance was able to do that.  We also, his wife had a significant disability and one of the things that happened was, the traditional providers kind of dismissed her when they were looking at the situation, because they figured she has C P, she can't do anything, she is slow. 

In fact, the fact that she was physically slow when she was doing things was a benefit in the situation, because what was needed was not quick jerky motion but slow steady motion, so we were able to dovetail some informal supports as well to provide that second set of hands.  But in this case it was clear, two sets of hands were absolutely necessary to do those functions.  A lot of times it's not. 

>>  Thank you. 

>> BRUCE DARLING:  Thank you. 

>>  The next question comes from Gloria Aguire.  Please go ahead. 

>>  No, ma'am, I'm sorry, I don't have a question at this time.  I'm just hearing the conversation, the conference. 

>> BRUCE DARLING:  Thank you for joining us. 

>>  Let's switch back to the webinar.  I got a question from Roy Burnett and Bruce, Roy says he is working with a person to transition.  But the IL specialist, I assume that is at the nursing home, refuses to release any medical information or even the health evaluation, even though the releases are signed by the person who is their own guardian. 

What are some options that Roy might have? 

>> BRUCE DARLING:  Okay, so the person, I would clarify with the organization that you have a release, I would personally handle this one in writing.  So to lay out that, send a copy of the signed consent specifically just signing what it is that is supposed to be released with the person's signature, be specific, send that to the person who is in charge of the place and indicate that the person has asked that this information be released for the purpose of transition.  And if they are not willing to do that, I would file a complaint.  Typically, complaints to the health and human services office of civil rights about HIPAA are about people who inappropriately release information.  But I would like at filing a complaint that they are withholding it. 

There have been some changes at health and human services office of civil rights.  We have a new leader there.  They might actually, I would hang my hat on the fact that this is interfering in the person's right to assert their Olmsted rights, and see if that shakes something loose.  You can also file a complaint, simultaneously with the Department of Justice.  But I would lay that all out in writing that we will pursue, in that request, with a letter, the signed consent, to say that if it's not followed through in an appropriate manner I would handle this legally, but give the place an opportunity to fix this. 

I can't imagine why anyone with a release wouldn't actually give the information out.  But people do strange things. 

>>  Great.  That is the only question from the webinar right now.  Let's switch back to the phone. 

>>  The next question comes from Branda Parker. 

>>  Bruce, when you were discussing earlier about M C Os, social worker of the nursing home and independent living specialist who is the nursing home transitionist, are there specific jobs for each person?  Or do we just work together and assign jobs? 

>> BRUCE DARLING:  I think that is going to be, for us, internally, I'm very flexible, that other duties as assigned kind of thing, for my own folks.  And what we do is see ourselves as filling the gaps.  Typically, the social worker at the nursing facility is able to do a lot of the internal stuff much more easily. 

So those things like getting the doc to sign off on paperwork, the O T or physical therapy assessments, those kinds of things, they are very good at.  If you ask them to start moving out into the community and connecting up with services, they quickly move out of their element.  So the division for us has typically been between, the stuff outside versus the stuff that is inside.  They can help the person fill out applications because they have a lot of that information. 

The ombudsman program is another place where there is a split, when we started doing transition work, we notice that when suddenly people had hope they were going to get out, all the injustices and annoyances in the facility became unbearable.  They started to call us with things to correct within the nursing facility.  Outside of the most extreme stuff that you are going to come across and we have had some of those, where we took action, we generally had said if it's a quality of care issue, work it through the ombudsman program, we are working on the transition piece, so drawing a line there is a place. 

In terms of the, in share organizations, those that authorize services, that is defined more in your state by what those processes are.  They may have some responsibility around doing some of the assessment and all of that.  What we try to do is make it as simple for them as possible.  So we work with the individual to pull things together, and give that information to the organization that is doing those, that piece.  Because what we find is, you know, if you grease the wheel, it moves a little more quickly. 

That is sort of just the lay of the land.  But ultimately for me, our job as transition facilitator is see where gaps are in the system and bridge those for the individual. 

>>  Thank you. 

>>  If you have a question, please press 7 or Q on your telephone keypad.  If you have a question, please press 7 or Q on your telephone keypad.  It appears there are no further questions on the audio side. 

>>  I don't have any more questions on the webinar as well.  Bruce, anything else you want to add before we wrap up? 

>> BRUCE DARLING:  No.  I think that this is just the first step in the process.  We have other webinars in the series coming up.  So, you may not have had a lot of questions with this piece.  It is really the beginning of the process.  I'm sure as we move through assessment planning and implementation and follow-up, there will be lots of questions and situations.  I want to say really cool, questions that came up today. 

>>  I agree.  You handled them well.  I switched to slide 37.  This is a live link.  If you are on the webinar today, you can click right on this, it will take you to the evaluation form.  You will see I was telling the truth, it's pretty short.  If you are participating as a group and you want to discuss this as a group and fill it out, that is fine.  However do it, please fill it out.  There is a separate evaluation for each call.  Don't wait until the end.  Let us know what you think today. 

I want to remind you all that everyone signed up for these as a series.  We will be talking to you again this Thursday on the 8th, at the exact same time.  Do save that confirmation E-mail.  That is the same connection information that you will use for each call, remember that when you go to the confirmation E-mail you want to click on the training Web page.  That is the URL I gave out at the beginning of the call.  That is where you can actually download the power points and see the connection information for the telephone and for the webinar.  Then of course we will have parts 3 and 4 on October 5 and October 12 respectively. 

If you have any questions that come up as you think about today's call, please don't hesitate to E-mail me.  You can use me as a point of contact here, my E-mail address is simple to remember.  It's just Tim at NCIL.org.  Of course, Bruce has been kind enough to put his contact information in the Power Point.  You are welcome to contact him as well. 

Anyway, thank you so much, everyone, for being with us.  Bruce, thanks to you again.  We will talk to you all this Thursday.  Have a good afternoon.

