Independent Living Skills

Presented by:  Bruce Darling and Jane Schiele

>> Julie:  Good morning, everyone, and welcome to the Independent Living Skills Training for Transitions Teleconference.  Today's host will be Mr. Tim Fuchs.  

During the presentation, all participant lines will be muted.  You will be allowed to ask questions at the end of each presentation.  As a reminder, today's call is being recorded.  

Now without further delay, I will turn your call over to Mr. Tim Fuchs.

>> Tim:  Thank you, Julie.  Good afternoon.  I am Tim Fuchs from the National Council Independent Living, and I want to welcome everyone to today's teleconference and Webcast -- IL Skills Training for Nursing Home Transition.  

The presentation is brought to you by the CIL-NET, which is a program of the IL-NET National Training and Technical Assistance Project for Centers for Independent Living covered under the CIL-NET, and it's sister project for Statewide Independent Living Councils, the SILC-NET.  

The IL-NET program is operated by ILRU, or the Independent Living Research Utilization Program, in partnership with NCIL, the National Council on Independent Living; and APRIL, the Association of Programs for Rural Independent Living.  

Substantial support for the development of today's presentation is provided by the U.S. Department of Education, RSA, under Grant No. H132B070002.  No official endorsement of the department should be inferred.  

Please be aware, as Julie mentioned, we are recording today's call, and it will be archived on ILRU's Web site.  Also, your telephone lines are muted, but you will be able to ask questions.  

When we break for our Q & A sessions, you can simply press 01 on your telephone to put you in a cue.  That's for the folks on the telephone.  For those of you participating by Webcast, you can use the e-mail or question feature on our Webcast platform.  

All questions will be relayed live on the call as time permits.  If we do run out of time, which we don't expect, I will give some additional options for asking questions at the end of our presentation.  

The materials for today's call, including the power point presentation and an evaluation form are located on our Web site.  This is the same URL that was sent to you in your confirmation e-mail.  But as always, I'm going to read this twice in case any of you didn't have a chance to open it.  

So again, this is the URL where you can access the power point presentation, the evaluation form, and an additional manual that may be of interest to some of you that are beginning or trying to improve your transition programs.  So here we go -- www.ncil.org/training/ilskillsmaterials.html.

If you haven't already, you're going to  want to make sure that you have the power point presentation printed out in front of you.  It will make it much, much easier to follow along.  If you're joining by Webcast, you will see that the power point is being displayed automatically.  

Please do take a moment after today's call to fill out that evaluation form.  It is very, very quick to complete, and it is very important to us, too.  

So without any further ado, I'm excited to introduce today's presenters, Bruce Darling and Jane Schiele.  

Bruce is the executive director of the Center for Disability Rights in Rochester, New York and a well known adapter.  

And Jane Schiele is the director of Satellite Offices for the Disability Center for Independent Living in Aurora, Colorado outside of Denver.  

So without any further delay, I'll turn it over to our first speaker, Jane.  Jane.

>> Jane:  Okay.  This is Jane Schiele, and now we are going to begin on slide 4.  Our focus -- identify, learn, or relearn independent living skills.  So this is one piece of the entire transition process, not a global training on the entire transition from nursing facility to community.  

There are more in depth trainings available on assisting folks who want to transition from a nursing facility back into the community.  This training will focus on learning or relearning independent living skills, these skills that were lost by folks who are living in institutions.  

So when I say lost, these skills were not utilized or skills that still need to be learned by the individual so they may not merely just survive in the community, so they may actually thrive in the community.  

Please move on to slide 5.  Peer to peer approach.  Independent Living by using a peer to peer approach non hierarchical.  Start to rid the person of the hierarchy that was imposed since day one at the nursing facility.  

Remember, since the individual entered the institution, every decision has been made for her or him.  In order to survive, they had to succumb to others.  They were dependent, and they were the ones that were identified as sick or infirmed while others were looking out for their, quote, best interest.  

This is about evening out power dynamics so that it's no longer power but equal dynamics and a shared goal of assisting this person to transition back into the community.

Empowerment.  Listen to the individual's experience as a peer and mentor.  The experience of checking in and understanding their own experience is likely lost to the institution.  So as a peer, stop and listen to them and ask what they think.  This is key to opening up their sense of empowerment and helps to establish you as a peer, someone who is actually interested in them and not just taking control.  

Let's move on to slide 6.  

>> Bruce:  This is Bruce.  We're going to talk about common skills needed in transition.  I think it's important to point out that this is not at all inclusive list that we're going to go through, and it is definitely not a checklist to determine eligibility.  

I know that if my own community living were based on an assessment of all of these, I probably wouldn't be living in the community, basically, because I don't have everything.  I don't think any of us has every skill down perfectly.  But the idea here is to sort of have a sense of what is it that a person needs to work on.  

Now, some skills may be mastered in the transition process; other skills maybe not so much, in which case it's part of the overall transition.  People are going to look at other solutions.  

Common skills needed in transition may include assistance with personal care or attended management.  Whether you're receiving services through a traditional model, like a traditional home care agency or doing consumer directed services, there's always an element that the person needs to be responsible and manage the services that they're receiving.  They shouldn't be a completely passive recipient of those services.  So you want to look at the kinds of skills that they're going to need in managing those services.  

Meal planning and preparation is another area where a person might need some support.  So when they're in a nursing facility, they have not had an opportunity to really plan out a meal or figure out what they're going to have.  They may be simply making choices or in some cases making the same choice over and over again because they don't have a life.  They just feel like they're just getting food.  So meal planning and preparation is something that may be new or an area that needs to be worked on.  

And household management is an area as well.  When we talk about household management, we're looking at cleaning the house, dealing with rental issues so that it can pass the inspection; having the supplies you need in the house.  

I'm reminded of a 20 something friend who was explaining to me with great awe that toilet paper just doesn't appear.  It's not magical, that it actually has to be provided and planned for.  So having all of that planned for is a skill that you really need to work on.  

Moving on to slide 7.  Other areas of skill that need to be worked on are self-advocacy.  A person needs to be able to express what they're looking for, what they need.  A significant area is going to be in terms of dealing with health care or doctors, making sure their needs are being addressed and that their health care issues are being addressed as well.  

Working with providers.  Sometimes providers are wanting to find the path of least resistance and just tell someone what they're going to do.  A person needs to have the skills to be able to say what they want and be able to recognize that they have some value and can actually assert control over their services.  

And a primal issue is dealing with transit authorities and transportation providers because that's an area where it's very helpful to be able to assert yourself.

Mobility and travel training.  The key about when you're working with someone who's transitioning out of a nursing facility, thinking about their life -- where are they going to go?  How are they going to get there?  Thinking about whether they're going grocery shopping, coming to the Center for Independent Living; whether there are other key places that they're going; whether it's a recreation center; some sort of place that they just want to go and hang out at the mall.  Planning for those and developing the skills so that the person can actually move around in the community is really important.

Budgeting is another common area of skill.  Whether you're dealing with minor budget issues, in terms of making sure you have the money to get through the week or you're thinking ahead of bigger items, if you have to purchase something larger for, say, your apartment, those would be things you would want to work into a plan to build a person's ability to use their skills to budget. 

And then finally on slide 7, socialization and interpersonal skills.  We're not moving people out of nursing facilities and institutions into institutions of one.  You want to help connect people with the community.  

Sometimes when you're in a very restrictive institutional setting, you'll lose the social and interpersonal skills.  You're passive.  You're responsive to what's going on.  When you move into the community, you need to think about what you want to do, and you're making choices.  That can be actually overwhelming for a lot of people.  

Sometimes when they're only dealing with people who are staff, they lose the ability to deal with people who are peers.  So  you want to look at the skills a person has around socialization and their interpersonal skills.

Moving on to slide 8.

>> Jane:  Assessment.  Working together to identify independent living skills needed.  Identify independent living skills together for best success in the community.  When we ask the person what their interest in learning -- relearning -- they can give voice as to where they are right now in the process.  They might be able to list what they find important to work on.  Or if they blank out and they don't know, you can help them by listing skills that they can work on.  And it also gives you insight into how much awareness they have about themselves and skills that they know will be necessary to live outside of the institution.  

The second one.  Use a checklist, such as in the ABC's of Nursing Home Transition, to make sure you cover all the points that can impact successful transition.  This is a great resource.  You can go to the ILRU Web site at ilru.org and put nursing home transition in the search engine and link for the ABC's of Nursing Home Transition that will come up.  So I found that the best way to link to that.  And that's really, also, a great comprehensive understanding of the transition process, the ABC's of Nursing Home Transition.  

Remember, some of these much needed independent living skills were not taught or were lost in the nursing facility.  So what I like to do is to think of the last time when you were off work for a week or maybe less, and you turned to someone and asked what day it was.  Is today Thursday or is today Wednesday?  Well, when you think about it, if a person has not been in charge of their schedule for, perhaps, eight years, it's going to take some work.  

For example, one gentleman that our center was working with really struggled with appointments.  And the person that was working with him got him a date timer and explained to him how to use it, working with him on how to schedule his appointments ongoing.  

Moving on to slide 9.  Assessment.  A nonjudgmental approach.  A nonjudgmental approach is critical to success.  In this process of assisting a person to transition out of a nursing facility back into the community, it is better just to take a humble approach.  It will likely allow the person to feel more comfortable sharing information with you.  People who feel that disclosing Information will prevent them from transitioning will not share critical information.  

For example, if a person in a facility has difficulty managing his money, his fear that managing his money is an obstacle to actually getting out.  So self-disclosure, only in the best interest of the individual, can be helpful.

For example, saying I have a difficult time managing my money.  Just give me five bucks, and it's gone.  Then, also, being able to follow up with the individual and saying, but you know there are solutions and ways to assist people when they're having a hard time managing their money.  For example, our center does a budgeting class.  

The next one is empathy.  This process is vulnerable, as I've stated before.  If you find yourself going to a more judgmental place, ask yourself, why am I getting so judgmental about this?  Self-reflection can be helpful.  For example, realizing, wow, this person is facing being out on his own for the first time in six years.  That's big.  Or perhaps self-reflecting that we are facing our own fear that one day we can or will lose the ability to operate independently.  Or if we transitioned out of an institution ourselves, it can painfully remind us of how vulnerable this process is.  So self-awareness can bring on empathy.  

Please move on to slide 10.  Assessment.  Get curious.  Get to know the person in a curious sense, not clinical.  It's been a pretty cold and harsh environment that this person is coming out of, very much a medical model.  As an independent living advocate, we need to provide a much more person centered approach.  

So some questions to ask -- and these questions are to refresh their memories and get them excited about the future.  For example, what were their interests before entering the nursing facility?  In picturing what they used to do, they can hopefully start to picture themselves doing it again.  

Another question.  What hobbies have they kept up with while in the nursing facility?  Build on the hobbies they have continued.  And what are their passions and dreams?  I love to talk with folks about their dreams and then strategize together on how they can reach them.  

One woman I was working with wanted to become a professional speaker and discuss disability rights.  So I invited her to one of our community activism groups where she would have a chance to speak publicly about disability rights.  She has come to several meetings.  She's testing the waters and taking steps for something that she has identified as her dream.  

Please move on to slide 11.

>> Bruce:  I muted myself.  Sorry.  

Questions to ask during assessment.  If a person has had a disability prior to entering the nursing facility, did they enter the facility not knowing important independent living skills?  

For example, was it a person's poor attendant management skills that led them to -- or some advocacy skills that led to a pressure sore which resulted them going into a nursing facility?  Now, not every person going into a nursing facility went in because they had poor independent living skills.  Sometimes it was just back luck or circumstance, but it's something to look at.  Because if you can identify some of those issues as they're coming out, they're going to be much more successful.  

So it may be important as the transition facilitator to teach these essential skills to support the person in finding the right resources.  It really is critical for us to think about what skills the person needs when they're doing -- you know, in terms of how they went in, looking to how we can adjust this so they can be successful on the outside.  

Other questions.  Did the person go into the nursing facility because of acquiring a disability?  Now, if the individual did not have the experience of living in the community with a disability previously, peer support and modeling is critical to a successful transition back into the community. 

Here your dealing with a couple of different things when a person has gone into a nursing facility having acquired a disability.  They don't actually have any idea what it's like, potentially, to live in a community with a disability.  

And this is where Independent Living Centers can really play a critical role, helping the person to understand that there is life after the nursing facility.  There is life after having a disability.  Peer support is extremely important.  

A certain amount of time may need to be spent to have the person understand that having a disability does not equate with dependence or continued dependence, that you can actually be independent and a person with a disability.  

Their experiences can be very limited because they have been in an institutional setting.  As an individual with a disability, we want to expose them to other ways of looking at the world.  

Assessment can be formal.  We talked about some of the resources that are available -- the ABC's -- and looking at the skills that an individual needs.  

But assessment can also be really informal and I think that's something the centers can really do; because we don't need another PT or OT coming through and telling the person what they need.  We can do things a little differently.  

Slide 13.  Assessment in terms of getting back into the community.  When Jane and I were talking about this, we found that we have a mutual love for going out to coffee shops.  And honestly, what we found is that a trip, like taking a person out in the community, there are a lot of independent living skills involved in that.  And it gives you an opportunity to work with a person to identify areas that they might need to work on.  

So taking a person out to a coffee shop, this trip can utilize multiple skills, such as planning the trip.  So you spend time planning the trip with the person; travel skills, how you get there; money management, how does a person manage their money; establishing a comfort level being in the community; and offering a chance to support the individual and assess what skills need to be taught.  

It may just seem like a simple cup of coffee.  But I worked with a guy named Dennis.  And when he asked for a cup of coffee, he gave exceptionally clear instructions as to how he liked his coffee.  He wanted two creams, one sugar.  

He made it a point when he was asking for coffee, can you leave the stirrer in there?  I don't see any straws here.  I'm going to use it as a straw.  There were a lot of details that he worked into the explanation as to how he wanted his coffee, which said to me he could actually manage an attendant once he was in the community.  

Think about when you're doing assessment, that you're not necessarily coming in as a PT or an OT or some sort of formal person who's doing the assessment, and that you're not really assessing the individual to determine whether or not they are appropriate for community living; but helping and figuring out with them how to be successful.  And you can do things in a much more informal and casual manner which will make the person much more comfortable.

Moving on to slide 14.  Are there any questions?

>> Julie:  If you do have an audio question at this time, you can press 0 then 1 on your telephone keypad.  Questions will be answered in the order in which they are received.  

I do have one audio question for you, and it comes from Christy O'brien.  Go ahead, Ms. O'brien.  May I have your phone muted for the conference?  We're unable to hear your response.  Ms. O'brien, are you there?  We can't hear you.

>> Christy:  I'm here.  I didn't put in a question.  I'm sorry.

>> Julie:  Okay.  Thank you.  

I have no other audio questions at this time.  Mr. Fuchs, do you have any Web questions?

>> Tim:  No, not at this time.  Thank you.  

Julie, still no questions?  

>> Julie:  No, sir.  There are no audio questions.  

>> Tim:  All right.  Well, that's surprising.  Well, then let's go ahead with the presentation on slide 15, folks.

>> Jane:  Okay.  Moving on to slide 15, teaching independent living skills.  Prioritize with the individual which skills they would like to learn first.  As the transition coordinator, you have the skills to prioritize.  So as a mentor, help the individual work on this part.  As their mentor, you can suggest which skills may be most helpful to work on first.  Tackling some of the smaller activities can act as confidence builders, like placing calls to housing authorities.  

If you don't have the luxury to prioritize, teach in the moment.  As the needed skills become obvious, take the time to teach or reteach the skills.  So when the moments arise, take the opportunity to teach.  

I was working with a gentleman whose approach to the housing case managers was, by my standards, quite harsh.  He would just get frustrated and blame them for not listening to him.  Unfortunately, his style was getting in his way of getting necessary resources and allowing folks to listen to him.  

So we practiced making calls together.  And ultimately, he gained a better relationship with his case manager.  So a lot of these will become on-the-spot teaching experiences.  

Use what services your center is already offering -- IL skills classes, peer groups, and individual peer mentoring.  If it already exists at your center, utilize it.  Problem solve with a person who has, for example, the peer groups to see how this person may best make use of your center services; and we'll go into that a little bit more later.  

Slide 16.  

>> Bruce:  What we're going to talk about is individual ways of teaching specific skills.  Now, this is not a dictate that you have to do things in this order.  What we're trying to do is identify different ways -- because there are a variety of right ways to teach independent living skills and identify some of the specific skills that might be useful in transitioning.  So they're two separate pieces with each.  

The first area that I want to talk about is independent living skills classes.  A lot of centers have classes, and this is an ideal way to have people work on their skills in terms of dealing with people in communication skills, helping the person learn to communicate their needs.  When you think about it, communication doesn't actually require someone else to be there.  So a skills class is an ideal opportunity for a person to get feedback on their communication skills.  

You can do role play.  You can have people just actually chat and see how that goes.  Some of what we did was, in our center here in Rochester, was we spent a bunch of time working with people managing their attendance and working on their communication skills.  I know it's commonly discussed.  But whether you're speaking passively, aggressively, or assertively, it's really an important skill when you're working with an attendant.  What we found is sometimes people would come to the group and they would say I really would like a drink.  It would be nice if I had a drink.  Well, yes, it would be nice.  But if your not asking for something, it's not an effective way to get your needs met.  Sometimes people who are -- it's just a frustration with their situation.  They were overly aggressive  in making those requests, which might result in having issues with managing their attendance and longevity of keeping them.  

So an IL skills class is a great way to work with individuals who are having difficulty with communication issues, particularly around attendants or service provider management.  It can actually even work beyond that in terms of now when you're moving into the community living in an apartment building, you may have issues with neighbors, your rental manager.  How you communicate with all these people is extremely important to maintaining your independence, and that class is a great way to make that connection for people. 

Slide 17.

>> Jane:  Again, teaching independent living skills.  Peer to peer support, mentoring.  Overcoming learned helplessness.  Part of learning helplessness is to believe I'll never be able to do this.  Encouragement that you believe that they can, can make a difference.  Think how many times this person has been told they can't do this or that and how your positive attitude can counteract his feeling.  

Also, you can peer to peer model.  Folks who visit the nursing facility who have made it out can be a great inspiration to folks who are still in the nursing facility to help them overcome the sense of I'll never be able to do this.  

And also, being able to go to the center and visit with folks.  There are a number of centers who, lots of folks have transitioned out, will be at that center; and the person from the nursing facility can come visit.  And just by being around folks who have made it through the process can be really inspiring for that learned helplessness.  

Empathy is something that we already touched on.  Very important in the peer to peer support.  

Excellent listening skills.  Listen as if you were listening to a friend who has something very important to tell you.  Give them your undivided attention.  Giving someone the space to talk can be a true gift in itself.  

Problem solving together.  Again, as much as you can, problem solve together.  This just gives practice for when the individual gets out of the institution and will need these problem solving skills on his or her own.  

Slide 18.

>> Bruce:  Just a little bit more about the peer to peer support.  I wanted to say this is extremely critical sometimes for making the transition for individuals.  And I was at one of our centers sort of event, like a picnic kind of thing and we were outside.  And I sat down with a woman who I had not seen in our center before and just started chatting with her.  And she explained that she was in the nursing facility and that she had MS, and she was working to get out.  And she started to explain to me that she had a peer mentor who was working with her.  And she explained in vivid detail how this woman was helping her, what she was learning, how helpful it was having that other voice and having it be a peer was actually showing her, essentially modeling, that she could be successful herself.  She didn't have any idea that I would know anything about this.  She just thought I was some guy who was sitting next to her at dinner.  She said, oh, let me introduce you to my peer mentor; here she comes.  And it's one of my staff.  And she introduces us.  I said I'm actually familiar with her.  

What really struck me was that the institutional experience is a very much leveling experience.  Her peer mentor was a woman who had a developmental disability, cerebral palsy, and a lot of people don't necessarily think that people are willing to listen to each other or learn from each other.  

But when you're in a nursing facility, you're all kind of in the same boat and I think that you're open to hearing and that whole cross disability peer support piece is extremely important.  And in this case, she said it was the difference between making it or not.  

On slide 18, we're talking about one-to-one support in terms of teaching independent living skills and looking at money management.  What I found is that people talk about a lot of things very freely, but sometimes money is not one of them.  I frankly don't want anyone to know exactly how much money I spend on vending machines because there's a cascade effect between meal planning and money management and everything.  So I tend not to share that kind of information.  

And I think that in a group setting, sometimes people may not be as forthcoming with some types of details about how they spend their money.  So people may be more likely to try to clean up the details of things or be vague and evade information.  

That doesn't make it a successful environment sometimes to learn the skill.  It depends on how comfortable a person is in self-disclosing.  So for some people where you provide one-on-one support, money management is an ideal skill that you can be working on.  

I think it's important that you're clear with the individual that you are not trying to take control of their money, ever; that this is about supporting the individual in making choices.  And that, you know, self-disclosure -- I mean honestly, for my part, self-disclosure is very helpful here because I don't have a good -- I don't manage my money very well.  So I have coping skills that I do to make sure that I'm not completely out of cash.  

I'm clear with individuals that if you tell me what you want to spend your money on, it's not that I'm going to tell you you can't spend your money that way, because I wouldn't do that.  But I can help you figure out how to work it into the budget.  

One of the things that we had worked with individuals on is trying to figure out how to budget across a whole month.  I get paid every two weeks.  So I know there's an influx for cash every two weeks; not so much when you're on benefits.  You have to make that money last for an entire month.  

Sometimes we've found that helping a person figure out if they broke their money up into individual envelopes and they just helped put the money -- their cash aside, they were able to actually make their money last across the month.  So looking at how that would work.  

It was kind of funny. I thought of this as being sort of as something we all did in our community.  When I was riding home one evening and on the John Tesh show, he was actually telling his listeners that they should consider using envelopes as a way to manage their money if they're finding they've run short of cash.  So there's a lot of solutions, but one-on-one work with an individual on money management is an important way that you can help support them in making the transition.  

Slide 19.

>> Jane:  Again, teaching independent living skills, modeling, doing it.  Travel training.  So at our center, what we'll often do is get on the bus -- the public bus -- and train the person how to get actually to our center so we can work -- do the work together.  

And it also establishes a place where the person is known by others.  But it's also just a really, really important way of reintegrating into the community and so many skills at hand there.  So travel training is really important.  

As Bruce talked about before, our love of coffee shops.  Going to a coffee shop together, again, is a great way to model.  You're out in the community.  You're more comfortable because you may not have been in an institution for 3 months, 6 years, 20 years.  So you're more used to the coffee shop atmosphere.  

You're allowed to model how it is in going up, and interacting with a barista, and ordering the coffee, and maybe saying hello to somebody.  What a kind thing to offer somebody, to be able to model that type of socialization for them and just being out in the community together.  Again, that's a sense of informal training that is wonderful to do.  

Offer positive feedback.  Take note of what the person has done and offer enthusiasm.  For example, I might say to someone, oh, it was awesome that you made it to our center today.  Often, what I'll get back from that person is, oh, well, you know, I didn't do this, and I didn't do this, and I didn't do this.  

But, you know, what I'll often say is, but I'm so glad to see you and see you come to our center today, and really just highlighting that positive part and acknowledging that for that person.  It can be really helpful to assist that person in moving forward.  

Slide 20.

>> Bruce:  I just wanted to piggyback on the positive feedback piece.  When we first got lists put on buses here in Rochester, one of the people involved in our center, she had CP and she was in her 70s.  She was an older woman.  She had never used a bus, although she had attendants who had.  And she was very excited that her bus route was accessible.  

So the first day that the buses were going up and down her street, she called, and said she was on her way.  She was jumping on that bus.  I have to admit there was a little bit of anxiety on all our part because we weren't exactly sure how this was going to go.  But when she came in, it was as if she had conquered the world.  

It was a real positive thing.  People were very excited.  And it worked not only for her in terms of her feeling good about it, but it actually sends a message to other people within our center that public buses they could actually do.  And it was something that made it exciting and positive.  So I think we want to use positive feedback as much as possible.  

On slide 20, one of the things that we want to talk about is working with the nursing facility.  A lot of times when we're talking about getting people out of nursing facilities, there's an assumed adversarial relationship.  Sometimes the nursing facilities may actually have useful information.  Sometimes they may have misinformation.  But the facility can actually be very helpful in terms of working with an individual to build their skills.  

For example, we were working with a gentleman who the facility thought he had no control over his bowel or bladder; it was just totally outside his control.  When we spoke with him, he said, oh, no, I control it.  I'm just not telling them I control it.  

So demonstrating for the facility that he actually had control, he still didn't want to have them do anything to him.  But he was just saying, look, this is going to happen now.  I'm just letting you know.  From demonstrating that all the way to learning how you can work with attendants to manage and assist you are things that the nursing facility can help with.  

Now, sometimes when you're in a nursing facility, because of rules around, not necessarily the individual's assistance needs but their concerns about workers' compensation costs, they may require individuals to have two people to assist them.  This can actually make it complicated for an individual who's transitioning and only going to have one attendant when they return to the community.  

I can think of an example.  We worked with a gentleman who was a vent user -- who was actually the first vent user in our community to return to community living.  When he moved out -- we were novices at the time -- we didn't think about the fact that he had two people assisting him in the nursing facility, and he would only have one attendant when he got home.  

So there was actually this period of panic when he got home.  He said, oh, my, I can't do this.  Where's the other person?  We had to work with him in terms of making this successful.  It's helpful to know about the mistake we made and something we learned from.  But it's helpful to explain to people when they're in the facility if they're having two people assist them that they may only have one.  

Although the facility may have a lot of constraints on it, working with -- in terms of like lifting and those types of things where they really do require two people to do the work for the workers' compensation process.  You can actually work at the facility to work with you so that the person can begin to see how the tasks can be readjusted so that one person can provide that assistance.  

So attendant management is an area where you can give the person a real life opportunity to learn and take control of their life before the transition.

Another area is actually money management as well.  The person's check often goes to the nursing facility, but they may be able to request for the nursing facility that the check come to them.  Now, they may be just running money back over to the nursing facility, except for that small allowance, but they are asserting control over their life.  

You may have a bank account set up for them, and you may work with them to just make sure you're the money management piece there.  These are areas where you can work with the nursing facility, help the person build their independence to return to the community.  

Often we've found the staff are very supportive and helpful with this.  We've had staff in the nursing facility actually help by modifying clothes for the person so they can actually do the tasks more independently and problem solve with you.  What we've found is the occupational therapist and physical therapist have been helpful in creating solutions so the person can develop the skills and become more independent.  So this is an area where you can work very closely with the facility towards the goal.

Slide 21.  Independent living skills training does not always have to be formal, and I just really wanted to stress that.  This is self-advocacy.  You're helping the person learn how to reclaim their life.  

If everything were formal and checklisted, you probably would rebel against it a little bit.  And I think one of the things that independent living offers is just sort of a real worldview of things.  This is not something that we know from books.  This is what we have learned through real life experience.  

So working with the individual, you can identify opportunities for self-advocacy, where the person can speak for themselves, or him or herself, as opposed to having other people do it for them.  

So as you're going through the process, perhaps the individual is going to look at an apartment with a transition specialist.  Encouraging the individual to have their own questions, things that they're going to ask, so that they're asserting themselves in that process; so that they're not just taken around and shown something and then treated in a very passive way.  So giving that person that opportunity.  

I also think it's important that we put this discussion in a civil rights concept, that this is not a medical/social service that we're providing.  What we're doing is we're supporting the person in asserting their civil right to live in the community.  

Basically, having the person understand what is the problem here, whether you're looking at the original institutionalization that they've experienced -- you know, why was it that the individual went into the nursing facility?  They've heard time and time again it's because of that person's disability that they've ended up in the nursing facility.  

What we often do is we look around, and we turn it around and explain to the individual that the problem is actually out in the community.  It's basic independent living, but it's important to work these through with people.  Your rights were violated.  The service wasn't in place to support you.  Or this agency made a decision and didn't give you the services you needed to be successful, and we're here to support you.  

If you can support the person in seeing the world from that independent living perspective, particularly if they've just acquired a disability and they went directly into a nursing facility, you can change their worldview.  Not only can they be successful at living in the community.  They can be successful advocates.  They can actually become part of the people who solve the problem.  

So key here is speaking -- that individuals can work on -- speaking to workers like at social security, the social security office, or the landlord, and participating in ADAPT; whether it's a local group that's going out and protesting or whether it's calling a congressman or senator to say we support the Community Choice Act.  

Everything that that individual does that builds their ability to advocate for themselves and the community helps make them feel much more successful, and it's going to make their transition successful.  

Slide 22.

>> Jane:  Integrate.  So get the individual involved while they're still in the nursing facility.  So one idea is bring your center's independent living skills class to the nursing facility.  And think how hard is it for folks who are taking the class at the center to get out of the center and to actually go into the nursing facility to assist others.  

It's a life is bigger than my own process.  It's a way to be able to touch other's lives.  What a welcome for that person who is still in the institution to be able to actually have a class brought to the facility.  

Now, it's important, of course, to plan it, go over with the individual in the nursing facility what they like to do, where they would like to plan to have it.  Of course, make sure it's okay with the nursing facility.  

We brought an advocacy class to a nursing facility at one point.  It was just a wonderful discussion, and it was neat to see the livelihood and what went on in the facility when we were able to bring folks from the center and actually into the institution.  

The next one is travel training.  Make a stop at the nursing facility and bring a personal log from there.  For example, get your independent living class over there and take the person who is still in the nursing facility on an outing with you.  

I mean, how cool is if you're planning an outing --  I don't know, one of your independent living skills -- you're going to go to a museum or something of some type of culture.  But it's imagining just getting out into the community.  And the person is taking the bus, and having that experience, and reexperiencing what life is like on the outside, being able to check in, see what it's like to be outside, see what it's like to feel for themselves once again, and, in a sense, come back to life.  

Bruce, do you want to add to that?  

>> Bruce:  No.  I'm good.  What you want to do is incorporate the person into the life of your center.  Our center functions a lot like a community.  Actually, it was pointed out to me, our center functions a lot like one of the churches in the African/American Civil Rights movement.  

We do a lot of things in terms of having shared meals, shared activities; and it's a safe place.  So bringing the individual from the nursing facility into our community helps that person establish relationships with other people, and they can begin to do things for themselves.  

One of the things that's particularly neat is when you're surrounded by other people with disabilities, you're initial response of asking people to do something for you is sort of muted because you look around and you say, can you get me a glass of water?  And the person sitting next to you has just as much a disability as you do.  And they can say, I could do this for you, but you could do this for yourself.  So I think that there's some benefit to being surrounded by, you know, our own who can help us build our skills.

>> Jane:  Okay.  Moving on to slide 23 -- also, integrate.  Cooking classes.  And actually I thought about -- I know Bruce has talked about before about having some really neat home cooked meals at his center.  

But here we talk about cooking classes.  Bring people into your center from the nursing facility and offer them an opportunity to actually have some home cooked food.  Wow.  Noninstitutionalized food -- fresh veggies and meat.  This truly could be a pleasure.  Folks can come to the center and learn more skills, socialize with others, and enjoy the food.  

I just remember one time when I was working at a center, and a person who was in the process of transitioning out had come to one of the cooking classes.  And the pure delight of actually enjoying -- I think it was lasagna that they ate, which was pretty good actually.  

But I mean, it was just really neat to be able to see that person engage with others and actually, again, have that home cooked food and get a sense of what it's like to be around others with disabilities but also to be out there in the community and relearning skills.  

Then we also have advocacy classes.  Invite people transitioning to your classes while in the nursing facility.  Teach activism.  This can, perhaps, assist the person to get in touch with the injustice of their experience.  Sometimes in order to survive a terribly hard experience, we need to deny ourselves the feelings at the time.  

So hopefully, seeing the work that your center does or that you're doing will light a fire under them to start to feel what they have been missing and encourage them to work hard at getting out of the institution.  So really these classes can assist in just motivating the whole process and seeing what's beyond.

>> Bruce:  And sometimes it's easier for an individual to look at this other problem that's outside of their world and get mad about that and focus on that as opposed to trying to fix all of the things that are around them which seem overwhelming.  

So we have had people who we were working with in our advocacy classes who got all fired up over a curb cut issue.  The things that they were dealing with personally were very much overwhelming with them, but this curb cut was extremely concrete, so to speak.  So the person could actually say, look, that has to change.  It was very simple for them to get involved.  They got fired up about that.  

And building those skills at that level allows them to translate that into the rest of their lives.  So they were able to say to themselves, okay, I helped make this change.  There are things in my life that I can change, too.  So they became much more involved in their transition and worked to get themselves out.

>> Jane:  Okay.  Slide 24.  More integration.  Peer support.  Invite folks to your center for peer support groups.  Develop that social network.  I just have to say, I have found -- one of the most powerful things that I have found is that peer support.  Just the stories that folks are able to tell one another about life, and it may have to do with transitioning or it may not have to do with transitioning.  It's about life and individual things that are going on for that person at that time.  So they can connect to those who have already -- this is an opportunity to connect with those who have already transitioned out of the facility.  

So you can encourage folks who are on the outside to go back in.  We've worked with a number of folks who have gotten out of the institutions, and go back in, and talk with folks, and give that pep talk.  

You know I've noticed that if I'm out there talking with someone and talking about the process and this and that, that when somebody comes out who starts to talk about themselves, and he's not lived in the institution and this other person has, and he started talking about his experience, the whole feeling in the room really changed.  I mean this person was really able to engage with him and start talking about their experience and what they had been through.  So I can't tell you how big that is, and I know a lot of places are doing there; and it's wonderful.  

Another way to contact, too, is contacting a local ADAPT chapter to see if the person would like to get involved with those activities or the other types of community activism that's going on.

>> Bruce:  A great example of that is a woman named Bobby who is currently in a nursing facility here in Rochester.  She has become involved in our local ADAPT chapter.  What we realized is that she has something unique that she can bring to the table.  

So when ADAPT just met with the health care (indiscernible) for the Obama administration, Bobby was at that meeting.  And she was there because she could talk about her situation being in a nursing facility from her point of view.  

So it's not just that people can learn from these experiences, they can actually provide an important piece to the advocacy to change the systems in the institutional bias; because they have real life right now experiences, and it was poignant in the meeting for her to say, I am in a nursing facility.  How is anything you're saying going to help me?  Very, very direct; very, very concrete.  

It's definitely helped her look at how she's building her skills.  But she also has a different view of herself because she's actually giving back and helping the broader community.

>> Jane:  Yeah.  And that really reminds me, too.  I mean, boy, when I've been at legislative hearings and one director or two directors will get up and talk about the institutionalization who may or may not have been in a facility.  But somebody who has actually transitioned out gets up to speak, my experience has been is that people seem to really want to lean forward and hear about that person's experience.  And how neat for that person to be able to talk about it as well as really changing broader things in their community.

>> Bruce:  On a smaller scale here in New York, down in Binghamton, the center there, Stick, was talking about people who were in the developmental center who wanted to get out and return to the community.  They brought them to the state's most integrated setting coordinating council where all of the heads of the various state agencies were sitting at the table, and there was a public forum.  

These three young women came, got up one at the time, all of them actually stood in front of the microphone -- I'll point out wearing boots with like very high heels, so they couldn't possibly imagine balancing -- and then they read their statements.  

Now, honestly, everyone in the room had a sort of, oh, my God, I can't believe this moment; because first off the question is, why are these women in a developmental center?  But even as the one woman was standing there with her hands shaking reading the statement, it took a lot of skill to do that.  I know a lot of able-bodied people that won't stand up in front of 50 people and tell their story.  

But a lot of work went into supporting those young women by the center in terms of building the skill to make that, supporting them in terms of making the trip.  I'm happy to say that there are efforts to move them out.  That actually has been successful personally for them, but it also highlighted an issue at the state level.  That all came about because we were working with the individuals on independent living skills.

>> Jane:  Another part is to volunteer at the center.  We have folks who come to our center, who have just gotten out of a facility.  From what I can tell, it brings a whole lot of incredible meaning to their lives being involved with others.  

And, again, engaging is something bigger than their own lives.  It's good for all of us to engage in something bigger than ourselves, especially for that person who is going through so many things to be able to partake in the responsibility of a volunteer position is remarkable.  And it's wonderful when the center has the space to be able to provide that volunteer space.

Moving on to 25.

>> Bruce:  Well, we're talking about teaching independent living skills.  When I first started thinking about this issue, I was thinking about the potential for centers who are already doing transition, because we do a lot of transition here.  

But one of the dangers in doing a lot of transition and this sort of specializing of things -- services -- is that staff may get the idea that, oh, that's the transition specialist.  She's the person who gets the people out of nursing facilities and other institutions.  And the rest of the center is just sort of -- we may cheer her on or we may provide some support where necessary, but it's really her job; and it's not something we do as a center.  

By focusing on independent living skills training for persons who are transitioning, this really reinforced for me that this is a center-wide activity, that we needed to look at all the various aspects of our center and see how we can contribute and support people moving from institutions to the community.  For centers that aren't doing a lot of transition, it also provides a great opportunity to just sort of dip your toe in the water and get started in the process.  

Maybe you don't have someone who's dedicated to doing nursing facility transition, whose job it is, or someone who even spends part of their time doing that work or you haven't been doing this, and you're not sure how to get started.  Teaching independent living skills is something that we all do, and I think it's one of the things that centers do well.  

So this is an opportunity for those centers to sort of get started.  Some people might think, oh, well, I'm just starting small.  It's really not making a difference.  We didn't transition.  We're not going to transition a hundred people this year.  It's not going to make that much of a difference.  I completely disagree.  If your center hasn't been doing it and you just get involved and you support one person in making the transition by providing some independent living skills, that one person, you have made a huge difference in their life.  

So whether you're a big center or you have a long history doing transition or you're a smaller newer center, independent living skills is a real opportunity for you to move your center forward.  

So how do you do this if your center hasn't been doing a lot of transition?  How do you get your foot into the water?  If you have a peer support group, invite people from the nursing facility to participate in the peer support group.  

You may find the facility is willing to provide transportation to the support group but is concerned about having an attendant available for the individual.  So that might be harder for them than the actual transportation.  So having the conversation with the facility about how you could provide the attendant services or how someone can be there to meet the individual's needs; then make the facility more willing to work with you on that.  

Ask the nursing facility social workers for referrals to your independent living skills program; the social workers who are a good point of contact or the OT or PT.  There are limited hours in the day, and some of these, often, are happy to identify ways that they can actually help better meet people's needs.  

So if you are able to actually offer a service that they don't have to pay for, they're actually pretty happy to accept that; and it may work for you.  And if you've asked them for referrals, they're really an active part of that process.

We've talked about doing a group at the local nursing facility, whether that's an independent living skills group or peer support group.  These are really effective things, that you can do the activities.  Direct (indiscernible) nursing facilities are often looking for things that people can do, and this is something your center can offer.  It helps get your foot in the door, and it meets their needs as well.  

Another place that you can go is looking at your Ombudsman program -- your nursing facility Ombudsman program.  They're the advocates for people who are in the nursing facility.  Often they know people who they believe shouldn't be in a nursing facility -- their choice.  They may make referrals very readily to you; so if you ask.  

It helps to be specific.  If you have a specific class or something that you're doing, or you can give examples.  As an example, you can say to the nursing facility, we're doing a cooking class -- an adaptive cooking class.  Do you have anyone who's looking to transition, who would need to learn, again, how to work with adaptive technology in the kitchen?  They would then be able to think about those things -- and excuse me.  That is my cell phone telling me to take my meds, which I'm ignoring.  So much for my independent living skills.  

There are lots of ways that you can look at working with the nursing facilities to sort of get started in this process.  And I encourage you to do that if you have not done this before because this is a great way to expand the services that your center is providing to people and help support people reclaiming their lives.  

Slide 26.  Does anyone have any questions?

>> Julie:  If you would like to ask an audio question at this time, you can press 0 then 1 on your telephone keypad.  

I do have an audio question for you from Doug Sample.  Go ahead, Mr. Sample.

>> Doug:  Any suggestions on covering the cost of things like the coffee shop trips or the hobbies?  People can't really fit them in their budgets, and most of the waivers don't cover social activities.

>> Bruce:  I think in terms of covering the cost, we see the cost as a minimal thing.  We're not looking at a major -- I mean, depending on where you are.  We're in the city.  So we're taking advantage of paratransit or public transportation.  Sometimes if transportation is a cost, the facility may be willing to provide the van trip to over.  And what you're looking at is the cost of the coffee and something along those lines.  

But one of the skills we're wanting to do is help the person learn to live within a budget.  So our staff -- we discourage people from buying really expensive things when they're doing these kinds of social activities with people. So recognizing that a person has a limited budget; so trying to think of ways to keep the cost down as well.  

But, honestly, a couple of small social trips as part of an assessment process to transition an individual in the overall budget becomes a more reasonable cost.

>> Jane:  One that I have, too, is assisting that person to transition back into the community and working out such a tight budget is to plan toward the day where, for example, here they have days where you can go to the museum or the zoo or even a -- actually, our baseball team, you can actually get in for free.  

But there are community activities that you can attend for free.  That still is a wonderful way to get those Independent living skills out there and that person interacting with the public and using those socialization skills.

>> Bruce:  Absolutely.  Just because of our center, we keep a list of free things and new things that are going on that help people identify things that they can be doing.  So we make that available to people so they have some ideas.  

Does that answer your question?

>> Doug:  Yes.  Definitely somewhat.

>> Bruce:  And the other thing, depending on how you do it when you're working with waiver services, sometimes -- and this depends because every state is different -- sometimes the initial payment for starting someone up in a waiver program is higher to accommodate the additional up-front costs.  And we've worked some of those costs in that part of the program.  

We said that the assessment piece is part of the up-front cost of what we do.  And meeting someone in a more social community setting really does set the tone for that this is a change for the nursing facility, that we are not another provider -- just another medical model provider.  We're here to work to integrate you into the community. 

>> Jane:  Right.  

>> Bruce:  If you're getting paid through that venue, you might be able to incorporate that into your cost.

>> Jane:  And I was thinking, too, it may be that you're looking for ways to access some extra monies.  Again, these are about working with the informal ways of training and allowing people to relax into this transition process, allowing the transition coordinator to relax into it.  It doesn't always have to be so formal, that there can be informal times allowing somebody to get out into the community.  

>> Bruce:  Are there other questions?

>> Julie:  I do have another audio question from Ms. Tina Twig Jane.  Go ahead, Ms. Jane.

>> Tina:  Hi.  We're in a more rural facility -- a more rural area.  When we have problems with -- we've transitioned two people out of nursing homes that didn't have their own transportation and didn't have the family support with transportation.  So I'm wondering do other agencies, other CILs, have like a CIL vehicle they may use to get people out and about?

>> Bruce:  This is Bruce.  Some centers do this.  We have a van that we use for some purposes.  Sometimes, depending on what resources you have, because some centers may not have that.  One of the questions that an individual would need to sort through is, how do you get what you need done done?  

So here in Rochester, we've actually had people who moved toward the city -- you know, maybe not directly in the city -- but in areas much closer where there's access to public transit, who have said simply because of the access to transportation, that they weren't able to access that in their own local communities.

On the flip side, we work with a young woman who was in a group home setting who had a developmental disability.  She couldn't make it to where she could actually drive a car.  It was a little too big and little too heavy.  But she could actually move around pretty easily on a moped kind of thing.  So the sort of more relaxed role setting that she was in was more conducive to that.  

It's really about individualizing the approach to that person and figuring out what the mix is.  In this case, you're really looking to the transition specialist to happen to have that kind of plan and to figure out how it's all going to fit together. And the independent living skills staff are the people who are really working to build the skills to make sure that that plan is successful. 

>> Tina:  We have the ability to -- once we moved the individuals out, they had access to a very small transit program.  But while they're in the nursing home still, we had difficulty getting them out into the community to reintegrate into the community.

>> Bruce:  Okay.  That's where we've used our own vehicle or actually the nursing facility in an X number of cases was willing to do that with us. 

>> Tina:  Gotcha. 

>> Jane:  Have you also accessed other -- I'm not sure if there's other centers around there, like the recreation center or senior centers that may also provide some sort of transportation?  Or is that not available in your area?

>> Tina:  Well, I was able to borrow a van from the area agency on aging --

>> Jane:  Great.

>> Tina:  -- for two different occasions.  But I need to check around, I guess, more.  I don't know if other things are available like that.  But I'll have to check around to see who else has transportation.

>> Julie:  Okay.  I did have one other question in the audio cue.  But I would like to go to Mr. Fuchs and see if he has any Web questions.  Mr. Fuchs.  

>> Tim:  Thank you, Julie.  I have one Web question so far, and there's several parts to it.  So I'll ask it all together, then I'll let you guys respond.  But if you need me to reread it, I'll be happy to.  

The first question, and I think I will give each of you an opportunity to respond, is does the service coordinator provide the independent living skills training at your independent living center.  And the second part of the question is, who is the transition specialist?  If you can just provide some details about who fills these roles in your centers and how they do it.  Maybe a bit about the titles and a bit more about what they actually do and how you've organized this among your staff.

>> Bruce:  This is Bruce.  We've organized it a couple of different ways over time.  Initially, the transition person was me when we didn't have anyone else to do it, and I just thought it was an important thing to do.  

At a certain point, we hired a person who became a transition specialist who was the person who was sort of the point person with our center who did the actual transition work.  And generally, that was in the absence of a strong waiver program, which is a program which would pay for the supports for the person living in the community.  We were just using generic services.  

We have recently -- our state has implemented the nursing facility transition and diversion waiver.  And with that, we actually began to change some of the roles within our organization.  So the service coordinators are people who are developing the service plan.  The transition people are actually more like intake people.  

Here in New York in the hospitals, the home care agencies have what they call discharge planners who are the people who work to move people from the institutional setting to the community.  That's sort of how it functions for us.  

Independent living skills training has been done by our transition specialists toward doing the work for the individual.  We also have other peer mentors and independent living skills staff who have gone out and done transitions -- or independent living skills training with individuals as well.  

Often, because of the paperwork requirements in our state, a service plan under the waiver can be really extensive.  The service coordinators are less likely to be doing some of the independent living skills training, but they are doing pieces in terms of helping the person develop their self-advocacy and personal empowerment skills.  

So whether they're in an appointment with someone or if they're doing the transition, they really are helping the person build those skills in terms of speaking for themselves.  But there less likely to see that as and independent living skills training and more like the philosophy.  

That's a long answer.  We've done this a number of different ways.  Ultimately, everyone can be supporting in doing the independent living skills training, some piece of that.  

But I think it's important to make sure that the people who are doing independent living skills training see if that's something they can do to support people who are in nursing facilities transitioning and not just working with people who are coming in who are already out in the community.  

>> Jane:  This is Jane.  I would say the Disability Center for Independent Living in Denver mostly is a shared job.  However, we do have a person now whose main focus is transitioning folks out of the nursing facilities and back into the community.  

I think when you do have that one person who's really working on it, specializing in it, he has to have a great craft of finding housing and the possible housing environment and working with folks on developing those -- just independent reintegration skills, reintegration into society.  

And the other part, as far as independent skills training, when the persons comes to the center, it's a community effort.  It's about who that person interacts with.  It's a pretty open environment.  Now, they may just be working with one or two people on certain things, but it's really the entire -- a number of staff can actually get involved.  

I personally have found that -- I know that, ultimately, transition can be done with a lot of folks or a number of folks working with a single person.  Personally, sometimes I found that confusing because of who's doing what and where and that one person being able to concentrate on that transition with the individual transitioning out.  I've seen this as successful.  Really at our center, the person who is doing the transition is the person that really is also teaching those independent living skills.

>> Tim:  Great.  Thanks.  

The second part of the question states also, how do you bill for services when they are brought to individuals still living in the facility -- IL skills classes, travel training, etc?  I am assuming, since I'm not aware of any fee for service programs for transition that maybe they're talking about reimbursement through Medicaid?  Do you all have any idea on how to answer that question?

>> Bruce:  I see this as one of the core services that independent living centers provide.  And we don't bill for it, basically because the person is in a nursing facility.  Medicaid is paying for them.  There is no real funding stream for independent living skills training until they're in the community.  I guess I see it as a valued added kind of service from the independent living center and sort of a way to connect them to a community.  

So we use our general IL funding for that purpose.  We go in.  We support people in making the transition.  I am unaware of -- at least in our state in New York -- any funding that's available to go into the facilities and do this, it is possible that you could develop, potentially, a fee for service program.  

We have a large facility here -- 1500 people, I think, in the county nursing facility.  They might be willing to -- sometimes they allow you to do services within the facility.  Sometimes facilities do contract for these things.  But I can't imagine that this would be a general thing that a lot of centers would be able to do.  But I look at the RSA funding, our federal IL funding is the way to pay for this. 

>> Tim:  Great answer.  I've got a couple more in the hopper here, but I want to let Julie to see if there are any telephone questions first.  

>> Julie:  Yes, sir.  I do have one other audio question from Ms. Gerry Tone.  Go ahead, Ms. Tone.

>> Gerry:  Thank you.  You've given some really, really good suggestions here, how to get people involved in the center.  I was wondering if you have individuals that are very resistant, and they just really kind of want to be left alone; and just get me a place to live, and that's kind of it.  And if you have any suggestions, special suggestions for such people?

>> Bruce:  This is Bruce.  We've worked with all sorts of people at various levels of interest.  Sometimes people, there have been a number of people who are not interested in becoming more involved or who actively go through the transition process with us.  Then when they move into the community, they kind of enter their own world and do their thing, which is -- hey, individual choice and independent living, that's what it's about.  

But what we find often is that sometimes a person who's been involved with us before they transition very heavily were involved in the transition process, they move into the community.  There is a period of time where they just need to get their bearings.  

Often for us, it's about six months where they just want us to check.  Sometimes they're checking in to see how things are going, and, you know, they've had enough to deal with.  But in about six months, they've got their life in order, and now they're looking for something else.  So that's often when they circle that  ground, and they contact us and say, hey, I'm interested in getting more involved.  

We continue to send them the newsletter, the calendar, so they see what's going on.  We maintain some contact with folks so that they know they have options.  Some people are just more solitary, and we respect that.  Other people, a lot of people often need to get their bearings before they can become more involved in things out in the community.

>> Jane:  I would definitely say that the resistance, yes, of course, it's there.  Sometimes it's being incredibly overwhelmed.  As independent living Centers, we have the ability to cater to the individual needs in some sense.  So kind of like that idea where, of course, it's not going to be forcing it on the individual at all.  

But maybe next time I come, I'm going to bring Barry with me.  Barry may have transitioned out of an institution a couple of years ago or something like that.  Would it be okay if I brought him with me?  Maybe the person isn't necessarily getting out, but there's a sense of something extra coming in besides me and my paperwork kind of thing.  

But then again, it's going with the individual.  It's about the individual and where they're at, and, of course, it's an overwhelming process.  And like Bruce said, maybe in six months, coming back around and being able to be involved more.  Because eventually it's that socialization piece and being involved with others that can really help that person really thrive in the community.

>> Gerry:  Thank you.

>> Julie:  And your next audio question comes from Jim Flora.  Go ahead, Mr. Flora.

>> Jim:  Yes, ma'am.  We have a couple of questions.  I had the first one myself.  I was wondering, we have nursing homes that seem more interested in keeping the consumer or customer in-house rather than transitioning them into the community.  Do you have any suggestions in terms of how to gain their corporation in the process of transitioning people?  If you want to answer that question, I'm going to pass it over to one of my coworkers here who has another question.

>> Bruce:  This is Bruce.  I encourage you to look at some of the resources we offer in terms of the ABC's transition, and there was the Nursing Facility Transition 101.  It's covered in some of those in terms of building a relationship with the nursing facility.  There are some nursing facilities that do want to hold on to people and keep those beds full.  We've worked with them in terms of trying to identify that they can see we have a different role.  

Even the industry -- the nursing facility industry -- is explaining to people that you can actually reframe yourself in terms of what you're doing, and you can replace people who are essentially in lower pain Medicaid beds with people who are coming through for rehabilitation services.  

So there's a local nursing facility that we've worked with -- that we've worked with extensively.  We got the gentleman who used the ventilator out, and then he had a friend with a woman who had very significant disabilities; was in renal failure.  We helped to transition her into the community, and the social work department called us up and said you've transitioned the two highest care people out of this nursing facility.  

There's no reason anyone should have to be here.  And they have been an active referral source.  And they have reframed themselves and the place is doing rehabilitation in the postal long-term service.  They still have people who are there long-term, but in terms of looking to move people to transition, they're much more receptive to us coming in and doing independent living skills training.  

>> Jane:  This is Jane.  I think it's a tough one, and it's about being able to establish that relationship with the nursing home, which I also recommend looking at the ABC's Nursing Transition; establishing that relationship with the one-on-one, with the social worker, with other people who can help to filter that information out.  

It's hard when you're at the door, and you're having a hard time getting in.  But perhaps, again, offering a training from a local independent living center, to the nursing facility can be helpful.  It's definitely worth continuing to work on that and everybody to be able to live in the community as independently as possible with the correct resources in place.  It's important to go back to that.  

>> Bruce:  Just one system solution you might look at.  In the state of New York, we work with the health department.  And they sent out a letter to all the nursing facilities explaining the facility's Olmstead obligation to support people living in the most integrated setting.  Having that letter from the State Health Department to be able to show a nursing facility was very useful individually.

>> Michael:  Thank you for that answer.  I'm Michael Davis.  I'm Jim Flora's coworker.  

In that same vein, I was curious to know -- but I didn't know there was a component, a legal component to our discussions this afternoon regarding some of these nursing homes.  When you try to go in and talk with consumers, some of them -- well, who are you?  You don't have a right to be here; so on and so forth.  

I'm sure there are statutes out there that empower advocates to actually have entree to these facilities -- ADA, rehab acts, and so forth.  I was wondering if you all could speak to that issue real quickly.  Thank you.

>> Bruce:  Again I guess I would refer you back to -- and I don't have the link in front of me but the Nursing Facility Transition 101.  That 101 training has very specific information about the rights of nursing facility residents.  There should be like a nursing facility residents bill of rights kind of thing in your state.  People do have the right to receive services from providers, and you're a provider.  So they can't actually stop you.  

If you have an independent living skills person who's working with someone in the facility, they will be considered a provider of services to that individual as well, and the facility should not be able to stop them.  That is a legal issue.

>> Tim:  Okay.  Thanks, Bruce.  

>> Julie:  That's it for audio questions.

>> Tim:  I'm going to go ahead and follow-up with a couple of Web questions, which have poured in the last couple of minutes.  

First one comes from Wendy Hampton.  And she asks -- she says she has a number of consumers with serious mental health issues and is wondering if you have any suggestions on teaching IL skills.  And she says that they seem to learn the IL skills well enough to transition.  Once they are out in the community, they have faltered.

>> Jane:  This is Jane.  At our center, we've worked a lot with folks on transitioning out with serious mental health issues.  I think it's a matter of making sure -- going back to the correct supports being in place sure of getting out.  That's one thing.  

But then hooking that person up with the local mental health center or through other counseling centers where that person can gain the support in the community.  If there's some 12-step programs, I know that might go more to addictions or something like that.  But it's, again, about that person being able to access support.  

Peer support, too, can also help that person to integrate as well.  So when we have our centers as cross disability, and we're having a peer support group, inviting that person to that peer support group.  I find working with folks a lot of times, it's just inching out of the house and being able to interact with others and finding that they can do that successfully and not feel like such a failure at it.

>> Tim:  Great.  Thanks.  

Next question relates to rural areas -- not a surprise.  I'm serving consumers who are typically located in some very rural and remotely located nursing facilities.  Do you have any insights or hints on where I might find peer support resources in these rural areas?  

>> Bruce:  This is Bruce.  I'm not quite sure what the proximity is to your center.  But when we're looking for who can provide peer support, we're looking to the people who are involved with us.  

The connections don't have to be quite so direct.  One of the women who's been one of our most successful transition peer support people was in an institution as a child but has not been -- and had some really horrific experiences -- but she had spent all of her adult life in the community.  So for her, her approach is really, this is how I'm living in the community. I have a significant disability, and this is what I can do.  She provides a support of ear.  She lets the person talk and is just supportive.  

I don't think you're necessarily -- particularly if you're just starting out and you don't have people who you can identify you have done a successful transition, look to the people who are providing peer support and peer counseling within your organization as a place to start.

>> Tim:  Okay.  Thanks, Bruce.  

Final question from the Web.  I'm just going to run through these.  Kevin Nales from Charlotte said that they've had some success submitting grants to private foundations and has been able to get money that way.  Kevin asks if you all have had any success doing this.  Any suggestions on getting private money or really just other money other than the regular federal funding to support the cost of IL skills training, transition programs, et cetera.

>> Bruce:  This is Bruce.  We have, indeed, had some success in that area.  I think really when you start explaining what you're doing in terms of supporting people, reclaiming their lives and returning to the community, it's really an easy sell if a foundation or a group has some interest in that area.  

One of the places we've been successful in terms of doing transition, it's amazing that people who are connected to the people we have supported in making the transition.  That's brought more people involved in our center, and some of those people actually have money or connections to money.  It was really surprising to me.  So that's another resource as well.

>> Jane:  And I found that more nontraditional foundations might be likely to support the type of deinstitutionalization and hearing the stories of folks who are able to transition out, the more nontraditional ones.   

>> Tim:  Okay.  Well, you all, that brings us to 4:29 p.m.  So there could be one or two questions in the telephone cue.  I apologize.  We're going to have to stop for today.  

I want to thank everyone for being here on the call and participating.  I want to thank everyone for their excellent questions.  And, of course, I want to thank Bruce and Jane for an excellent presentation.  

If you do have any remaining questions, please, please, please e-mail them to me at tim@ncil.org, whether they be about today's content or upcoming trainings.  If I can't answer them, I'll pass them along to Bruce and/or Jane to get some help.  So thanks again everyone so much.  

Please do visit the training page.  If you're already there, stay there and fill out the evaluation form.  You have my word, it's very quick to complete.  We do review every single one.  We take them very seriously when planning future training.  So let us know what you thought of today's presentation.  If you have any tips, we'll take them seriously.  

Jane and Bruce, if you can hold the line, I would appreciate it.  Everyone else, have a wonderful afternoon.  Bye-bye.  
