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>>CART Provider:  Standing by.  
>> Good morning everyone.  We're going to get started.  We apologize for the delay and again we thank everyone for their patients and coming out this morning.  I'm director of New York state office of the aging.  Office of community of aging.  So a couple of things.  This is going to be through the heart so in order for us to get after it, we are going to have to have everybody try to keep it down in the background.  Anything that anyone says.  
>>CART Provider:  I have lost audio.  I am back.
>> We have a hand held microphone and we're asking for your feedback.  
>>CART Provider:  I have audio.
>> The court inspection is on a transcript which will be posted so if we don't have the microphone we won't be able to capture that for the transcript.  It's right outside the doors convenient because I know I always wonder around trying to find the restroom.  So today we're going to have our researchers from KR talk a little bit about the preliminary results of you're feasibility study.  For those of you who are not familiar with the feasibility study, this is looking at whether or not it makes sense for the state to embark on a community living concept.  The primary poll would be to improve delivery and program outcome.  We'll be looking at existing programs and how that might fit in and so we will talk about that more about our plan, and also looking at how we might be able to better leverage resources.  Then we're always looking at services in that area as well.  So as we embark on this journey we started out with a survey so this is a survey where we're collecting qualitative and quantitative information.  That qualitative information is going to give us a first look about community living.  That qualitative is going to give us what was it meant when you answered that part of the study in part of that is these forums across the state of New York.  We're going to hit every region on the state of New York and this is going to be the data we collect for the qualitative part.  So we want to know what you think about the numbers we've collected so far.  What you're seeing as you deliver services or receive services across the state of New York.  So at the end of the feasibility study which will be in December, December 15th to be exact, our report will be reported to the legislature and the governor with recommendations on what the state should have with regard to community living.  So we are going to be critical to these recommendations and I'm going to cut my comments as short as possible because we want to get into the data because that's really what we're here for to listen to what you have to say about what we've seen thus far in the data.  I'm going to turn it over to Ron and Seth our researchers.  
>> Hi, good morning, I'm the director of the center for aging and disability education and research.  We are a independent nonprofit education policy and research center located at Boston University and school of social work.  We have designed the survey together and stakeholder input and objectives.  So today I'll be talking a little bit about the organization of the survey and in aging and disability and we'll talk about and my colleague will go through the preliminary findings that we've received from the survey responses from more than 1,000 responses we received.  So behind me are the key planning objectives that we were asked to do on the survey.  I do want to say that we met with the advisory committee on July 21st.  We quickly after that meeting developed a draft survey.  We asked the committee members for input and we had many, many comments from the committee members which led to a thorough rewriting of the survey which was then used in this survey.  So today actually we have received 718 responses so we had to, in order to do the analysis for these, for these today we had to cut off the end of responses in August and we've let everybody know that but since the end of August we've received an additional 129 responses from consumers and additional 89 responses from providers, so we have a total responses are 718 from consumers and 777 from providers.  But the preliminary analysis today I'll be reporting on results we received from 474 consumers and 613 providers.  The completion rate for those who chose to participate in the survey was very high, almost 100%.  And in terms of the character of survey responses, they're listed on the slide below, I'll just briefly mention some of the main points for consumers.  66% are responses were female, respondents were white, very few people of color, African‑Americans represented 3%, 4% of the responses.  And 34% of consumer responses received Medicare, 18% received Medicaid, 25% received both and 23% received neither Medicare nor Medicaid.  58% of the respondent's had some kind of private health insurance and 52% of consumer respondent's were receiving some services.  For providers, most providers were white, 85% were white, again, a small percentage were African‑American and Latino.  We were hoping for a broad representation in terms of representation of respondents and providers and this slide shows the counties represented by consumers and we were surprised, happily surprised at the geographic range of the survey.  That's due in large part to the assistance of our community members in helping us distribute the survey.  The highest region representatives were 38% of consumer respondents came from that region, New York 11% of respondent's came from consumer respondents came from New York.  For counties there's an even more equal distribution across counties in terms of where providers sent in their surveys.  Our goal overall, and we talked about this extensively with the advisory committee, ideally you wanted equal representation among disability both in terms of the number of consumers and the number of providers who participated and we believe we've roughly done that, and we're very pleased that there seems to be roughly equal representation from both.  So let me give you a little detail about where the provider works and the types of consumers.  In terms of where agencies, where a provider, respondents work 26% work in aging, 23 work in disability organizations, this in disability organizations and about 34% work in agencies that serve both people with disabilities and older adults and these percentages are based upon ‑‑ are based on the surveys we received to date.  We have just briefly looked at the analysis taken all the respondents and these haven't changed even with the addition of the new surveys.  This plot shows the age group of the survey respondent's among consumers and 61% were over 60 and 39% reported they were under 59 years of age.  These haven't changed even with the new surveys.  In terms of consumers self‑identified as having a disability, 47% of the consumer respondents self‑identified they had a disability of some kind and 53% did not.  These percentages are now 50% across both groups so when we look at all of the responses that we received now 50% of our consumer respondents, that's what we were hoping for when we were planning the survey.  Among the survey consumer responses that we received so far, it shows the range of the types of disabilities that we mentioned.  I'm going to quickly turn over to Rhonda and we'll walk you through some of the preliminary findings on the surveys.  Thank you.
>> Good morning.  My name a Rhonda Keif, assistant director of CADER.  I'm pleased to be here this morning.  Before I begin I was wondering if I could get a show of hands for people who have completed the survey already.  So under half I would say.  So this part of the presentation is really to get your feedback so some of you have already done the survey, some have not, so this is your opportunity to really share some of your feelings and thoughts.  What I am going to provide you with is some; of the preliminary analysis has been thus far but your part of this so we want to hear from you today and get your feedback as we go along.  First major theme of the survey was about equal waiting information and access that was a key objective.  We wanted to understand information about access, whether providers thought they were duplications and services or an agencies and really understand the consumers' perspective in their experience in need of services.  So in answer to these questions, more than half of the providers, 61% reported that they were either not much or very little duplication of process.  Almost three quarters, 72% of the consumers stated they did not find it difficult or confusing to enroll.  These are questions Corinda mentioned where people were asked overall how much duplication is there in services and they had to say yes or no or do it on a rating.  These were questions that had six answers they were able to analyze.  Each question had an open‑ended session where people would write in their feelings so they could qualify it a little more.  If somebody said yes I think there are duplications in services and they said please explain they said no please explain.  Each time we had six, yes, no or a scale of strongly disagree to strongly agree and then the part where people could put in their comments.  So this is just the quantitative data on these questions.  In terms of qualitative, digging a little deeper into this question about information and access, most people really stated that due to the fact there was not a lot of duplication there seemed to be a lack of coordination between multiple providers.  Here they were really talking about the fact there are duplications in assessment, applications, there are many case managers working with one person across the state and there is little communication between the various case managers that might be working with one individual at different agencies.  There's a lack of communication between the agencies.  Again, they have multiple providers and agencies consumers are working with but they're not communicating about the work that they are doing with their consumers and this again might lead some inefficiency due to effort.  The last thing that came up there was difficulty in accessing services so this is especially in the rural areas of the state there are some geographic concerns after seeing some of the services and some of the eligibility criteria makes it difficult for consumers to access service.  So this is just from this particular session we had these themes but I must say these themes are carried throughout, these ones really came out the most.  I'm going to say this is your time now, this is the first preliminary findings that we're finding but it would be important for us to hear from you all about what you feel about whether there's duplication in services or whether you find it confusing or difficult to enroll.  We can open it up to you that would be great.  
>> My name a Sue Honiger and I also chaired NAYA.  Throughout the survey we did get calls from people saying what do you want to say because they have difficulty understanding questions and I think the question that shows up, most of the people have the service already from the service providers so they don't know what they're missing in other areas so some ways it would be positive but I think that's the question I would have about that.
>> That's a great point that came up later on a lot of people who were already connected to services were very positive about it and later on we'll see a lot was due to the work of caregivers, family, support agencies, but a lot of people said I don't need services right now but I'm not sure what it would be like if I did or what I would do.  So there was a big portion of people that we tried to be sure we were targeting people that weren't necessarily getting services and what would you do, would you know where to go and a lot of those folks did say we were not sure we would know what to do.  I think there is a difference between those two populations for sure.  Good point.  Back over there.
>> Thank you.  My name is Lisa Waterson and what I'm noticing is the, really just many people were not aware of the survey and so we would love to weigh‑in.  I mean the whole ‑‑ it's a very small population, very high need and it would be helpful because in fact it would be crossing the service sectors and there are huge gaps that are sort of in large part.
>> Great point.  On the website.
>> There's a landing page.
>> Landing page on the website, these questions are there.  So for anybody that didn't feel they were able to share today or didn't take the survey or know folks that would want to provide their input, I would want you to direct you to the website and allow them to put in their info.  Also I should say we have many or themes so we'll have plenty of other times to bring up other issues.  If we don't have anything right now we'll have other times to share things too.  
>> Hi, I'm a member of the board and I'm quite new to needing services as a senior and if it weren't for the agency who I got into, I would say where do I look.  So difficulty in accessing services would be not a clue where to start.
>> And I think that speaks to the point that was brought up earlier is that those that are already getting services feel comfortable about how to access them but the whole host of people, just what you said I don't need it now, I'm not sure what I would do when I do need them, though.  Any other thoughts about access or duplication?  I'm being told other questions.
>> Gail Myers.  This is a question about this question how do the answers that you are tabulating really lead to any decision making about a recommendation for possible OTS?  People like my colleague who know about the office for aging can call and figure out how to enter, people who know about New York can call, people who are the large respondents who say I don't need services now but I wouldn't know what to do you have information on, how does that question lead the decisionmakers to an OCL would or would not be an answer?  
>> I'll let Corinda answer that.  KR is doing a research.  We would like to be informed of the consumer perspective and providers perspective.  So one of the things that we're interested in is do have access to services and support and if they do, how do you access that.  So people were saying I don't know how to access those services, should we be doing something to enhance it.  That is potentially a recommendation because that is one of the things we should be looking at.  This info is focusing on how well we're doing with New York Connect we're also looking at the extension programs to expand connect state‑wide, bring that to a higher level because all of these are together.  No wrong door, your connect, all of this is tied together.  I know that's a long way around, it's not that simple.  You need to move this service here, this office here if that's what you're looking for that question is not going to get back.
>> I've heard from people when people are saying there are services, I need help, and I don't know how to get there or if I do what then.  It is useful to hear the baseline of what's out there to informed decisionmaking but not that people who currently don't have any services, all of the answers would say I know OCL, that's not what you're looking at at this point.
>> No, it's way too early for that.
>> I think as the survey goes on, we'll just look at the questions.  We are setting the landscape of what's going on right now in New York, the other speaker and some of the other questions about the potential idea of coordinating.
>> So, the next question on the survey, again these were multiple questions that went under this one overarching theme.  We asked how well they thought the services were being provided.  We asked consumers to rate their level of service.  People were very satisfied to unsatisfied and this is the quantitative part.  So the results were the participants that answered it thus far, 88% of providers believe that services were working well for their consumers and 87% of the consumers that are having services were either very satisfied or somewhat satisfied with their services and this is in the past year, the quantitative data in terms of what people thought.  Some of the themes that were coming out where people were able to write their own comments were that there was high satisfaction of services but concern over the lack of services, so that most consumers are satisfied but providers and consumers are concerned that there's just a general lack of services available ranging from transportation, housing, health needs, et cetera.  There is also concern there was a lack of funding for the services.  I think something just shut off.  
>> It's coming back, I don't know why it's doing that.
>> And then also something that came out of this particular question was concerns over the work force, particularly concerns over quality of the work force and there were high turnover and consumers were worried about issues of dependability.  So that while it was working well there was some quality issues that were coming up in the consumer perspective.  I'm going to stop here and ask you all to weigh‑in on issues that are related to service delivery and experience.
>> One of the things that we are hearing throughout the state is that there's severe shortage of home healthcare workers.  Whether it's through the agency services, Medicaid, consumer directed Medicaid or from private pay and it's the issue is trying to keep them home in the least restrictive environment.  I'm not sure it came through in the survey results that they have but it's not that they won't qualify for service it's not that they did not enroll, but it's that they couldn't get the number of hours that they were authorized for because there was not a provider based in the community able to help them and to leave the nursing home, they were not able to stay at home.
>> And again, keep in mind that there are a lot more participants have completed the survey so some of the things may come out of and go through.  That has come out.
>> I should have added in my local office, I'm looking at the issue and I do want to support what Gail said from the disability side, major programs and other kind of programs so it really doesn't matter what direction you come to the services from, when you look at the mission of independent living you see that staying at home is pretty much everybody's biggest concern.  Regardless whether you come through the program or Wrong Door, you're going to get the housing and transportation and so forth, all those kinds of things from different areas.
>> Absolutely.  I want to make sure I'm looking over at this side of the room too.
>> I'm Lori.  I agree with the survey that they are today the biggest concern is if we suddenly had an influx, I'm not sure you would get that result that we are doing because you can't restaff, you can't hire new people.  So those are a new concern.  I think your results are right, as we speak today I think we do a great job.  If there was a sudden influx of new consumers, there would be a problem.  Technically this week I had two older seniors come in and we sent them to aging home program, care agency and they came back to me and said I don't want to do that for minimum wage I can work at McDonalds for minimum wage and that just came out and I couldn't have put that in your survey.
>> Right, yes.  Anybody over here?  
>> Laura Palmer, I just wanted to comment there are New Yorkers who are waiting for the funded programs.  Obviously these programs provided cost‑effective non‑Medicaid funded in home supports for people who are trying to stay in their homes and we would be concerned that any change to the service delivery through consolidation would address the inherent difficulty in the system already.  We would like to see the way it was cleared.
>> I just want to say that was the first comment that really connected up with OCL.  Could you expand on that?  What were some of the concerns if there weren't OCL what would that...
>> What our question is, was consolidation addressed advocacies, I would hate to see a consolidation of services with an eye toward making things better that didn't address that.
>> Whatever the state does make sure that it does ‑‑ that it's helpful.
>> Whatever the state does make sure the people who are already lingering on waiting lists are connected to services.
>> Some of those themes will come up later on in terms of the concerns about any coordination and whether that would ‑‑ it's well thought out what that would mean.
>> I also think that's ‑‑ we heard that in the responses we have.
>> Yep.
>> Hi, Megan, I guess that one of the issues responding to what it was like for people who are already waiting for services is that we have an idea what it would look like.  We can only look at at the federal level how has it impacted.  The aging elders are still receiving services through aging providers and people in facilities are still receiving services from independent living centers but what if your information changed or collaboration in the policy but we haven't seen an impact as far as I know on services so we would love to hear what the committee thinks it would look like.  There's a lot of concern, everybody has a different idea about what it would actually look like.
>> I think that's ‑‑ I don't think there are clear answers for that.
>> We're just at the beginning stages looking at whether or not it would be an opportunity so it would be hard to say if we haven't began.  So the disability study is the feasibility for New York state to go down that path of the community living and if so how does that impact what's already going on in the system, how is that going to lead to better service delivery for those who are using the community living and what the fiscal impact would be on that.  Those are the questions that we're trying to answer at this point.  So if there is something from the data that's leading you to some type of direction in that with regard to in the state this is something you should all consider.
>> Hi, Karen from Southern Adirondack.  The services that you've got from the survey, many of the individuals responding were actually receiving services.  Speaking from my staff, I know they spend the majority of their day advocating for individuals to get into the appropriate service systems.  Navigation of the services in New York state is such a critical need.  I am completely on board, and I understand the concept of case management and I think that's the eventual service.  Some of those for individuals in the services that they really need that are going to meet their needs.  I've been around a long time in services, and I understand that as much as we try to work toward a system that's not likely to happen in the next 10 to 15 years where we review all of that, so the navigating the service systems.  When we work with an 87‑year‑old woman who has had schizophrenia her entire life, that person can literally be a football between services when trying to access things and the advocacies and the navigation are such essential services.  I hope people consider that as we move forward.
>> That certainly came up throughout all questions that navigating is more challenging and without advocates, without family members, without people in the agencies, it would be very difficult to do.  I think even with that there were challenges for people.  Comment over here.
>> My name a Mike O'Connell.  I'm a retired social worker.  I just spent over 40 years in the aging network starting at a provider level, agency level, state level and federal.  When you talk about advocacies that's my major concern here and I go back far enough to when the old Americans act started and very specifically was charged that the administration on aging for the state Office of Aging the area agencies served as a very difficult advocate for older persons, and to me I'm concerned that in the community you live in would delude that.  I will respect over the years because of limitations in funding we had to target our resources to the most vulnerable elderly and indeed that's what we're talking about here today, but I'm also just as concerned, the 25% of the elderly, we are concerned for the other 75% who are subject because of transportation problems they have housing problems, they have issues with taxes, they have issues with employment, and I don't want to see the office of the aging losing that broader perspective which is Office of Community Living.  And frankly I think there's a mechanism in project 2015 which started probably 10 years or more ago is a mechanism of coordination, of planning and policy shaping and so on, that could be a very effective tool to use to meet some of these issues without negating and losing the focus on office of the aging.  The other aspect of aging is the 75% of the aging, many of them are well and capable and they serve a work force that can actually help those who are most vulnerable.  Just one quick example of a program in southern Saratoga County, we have 150 older of course who are serving up to as many as 400 people annually, transportation, et cetera, all is free.  So I think we need to look at how we can tackle this resource for all elderly.
>> Thank you, a comment about the diluting some of the aging focusing or disability focusing there were coordination of services certainly came up as a genuine concern.  You're not alone.  I know you were waiting.
>> More than one question.  Judy Schultz I'm a state wide but also united teachers for retired Americans.  First of all I think the title the Office of Community Living doesn't describe the commission.  We're also the aging.  You know the verdict of that very clearly.  So I think that that will not really work to tell the general consumer who you are.  Secondly, I understand that the state of Pennsylvania recently bridged their aging and disability services and then acted to decouple the agency.  Who was their experience with that putting that together here.
>> Those are good questions.  I know I don't have much time, but for Pennsylvania you're right they came together and then came apart and we spoke to them that were involved in the sort of marriage and divorce of that and wounds are still pretty open and pretty raw for a lot of folks there.  A lot of it was said that it has to do with a lot of not ‑‑ planning that was not transparent.  Decisions that were being made without engaging a lot of consumers and providers.  Things were happening sort of behind the scenes and I think what New York is trying to do here through the survey, through the listening session, through all of the data collection and feedback is to be very transparent and to get as much information from you all as possible before they go any further.  So I think already New York is making a step forward different from what Pennsylvania did when they brought their surveys together.
>> All right.  Do we need to move on?  We'll catch you at the next one I hope.
>> We're on a tight time schedule.  We have to be finished for Plattsford for our next one in the afternoon.  So themes about barriers, gaps, and information about services.  Understand more about service delivery and other initiatives.  We asked about barriers to getting services and about challenges in finding out what is out there.  So almost 92% of providers agreed that there are gaps in services so I think that we just spent a lot of time saying that people were pretty satisfied and that you know there was a lot of good things coming out but I think as you see we're moving through the survey questions you're seeing despite that there's some people, a lot of people felt there was gaps in services.  What you have said is showing through as we go forward.  68% believe there are barriers to navigating services.  64% said they don't find it difficult to get services.  If you dig a little deeper there's themes that came out, knowledge of services, the providers don't always know all about the true services that are available across different agency settings so there may be well versed in what their agencies are providing but not others.  Consumers don't always know what's available, it's hard to figure out how to get the services and get the people who need them.  The eligibility criteria, to your comment that you made.  Challenges in getting services because of the varying eligibility and some might not qualify for Medicaid and then can't get services, some are on wait lists, some are waiting for a diagnosis to get services and fall between the cracks in the meantime because they never get approved or never find out.  And then also sort of different regulations in terms of each organization, service operating might have different eligibility criteria, they may have to do funding.  This is getting at what people have spoke about but I would like to spend time on barriers, gaps and needs of services.
>> Hi, Laura, your findings very much mirror what we're hearing in the community and state service providers.  We did convene listening sessions in 2013 where we had some of the same questions that you're asking those people who are receiving services and families in particular as well as service providers, and I think what we've heard is every level across the state is that the system is extremely difficult to navigate.  Obviously New York Connects, unfortunately it's the point of entry but people don't know about it and that unfortunately includes professionals in the aging community who aren't sure how to help people going into the division.  So as I hope, again what I wanted to state there's an element of helping people navigate what is a very complicated system with levels at the federal, county, state, local, community you know that if it's too complicated for a services professional to navigate I cannot imagine for somebody coming into the system probably in crisis and without even knowing how to get in the system much less to access the services that they need.
>> Good point, thank you.  
>> I just want to say it is very tricky but taking it out of the Office of Aging to the primary care.  If you look at ODW you need an exterior person to get you involved in that.  And I think a lot of the services would not be diluting each other.  We can serve people until they get the service or we can call and say this is a person that has to be bumped up your waiting list because we don't have admissions but we have people in crisis so I think it is very complementary especially in the eligibility area where we have nonprofits we have a much looser area, any age, any disability, somebody comes to the OFA, that is the first, age, but we talked about the local level that all of the services that OFA provides are in the same continuum of keeping people at home.  It's not only one in favor of the other it's just steps.  And that's a matter of education of folks.
>> I want to jump in and add on.  The issue for me is that you're only as good as the service professional that you reach and what is available shifts over time.  There may be capacity.  Right now at the office for aging for PCA 1 and 2 there may not be so you want to access the system in two ways because the first way you try there's no capacity at the time.  There's also nonprofits that do a lot of the community with how things with intervention and food pantry or what have you and that's a changing situation.  For me, however, we can be working on it so the people who answer the phone have the best and most current information, have the connections so whatever the need is that stability for that senior that we can best connect them most quickly and then state in communication with one another so now the best way to provide services and can be transferred to that.  That's the name of the game and I think that takes real level knowledge, by people who are going to have that knowledge, available to everybody in the system where they are supported.
>> That's exactly that point of knowledge of all the different services that are available that it's hard to know all of them.  There is a question on this side of the room.
>> Hi, Ann, I'm a member of the county long‑term care counsel and retired from a service provider to the elderly.  A couple of things strike me in your conversation one is about access how people find out about services and I want to just say that there is another well‑kept secret in New York State, there is two‑on‑one service serviced by New York State and United Way you can start with that three digit number and it will help the consumer get to New York Connect for disability information so there is another way into that access of information.  You said 60% knew what the services were but you asked the people who were already in.  I think the big question is the people who are out there who don't know that there's anything available, I think if we could poll those people it would change 60% of them don't know what the services are or more than that.  And then from my experience of running an agency that's providing community based services we've always had difficulty with older disabled persons who are living in communities who want to come and benefit from some of the services provided and there was not the ability to get that coordinated.  The funding of the two different didn't allow that to happen.  It is hugely forward to combine that the aging and disability money would better understand the person would not have to get them so much.  But what else we said here we can't talk about it without having a huge acknowledgment the lack of capacity to provide services.  There isn't emphasis or money to provide community based services.
>> Thank you, all good points.
>> Judy Schultz here, you mentioned about the need, I've heard a number of complaints that the program is still unfunded that many of the people on the waiting list died before they ever get in a program.
>> That's true, they do.
>> That's not part of the survey.
>> I mean there are certainly people that made the comment that before they were even ‑‑ they were not able to get the services they need in time to find out whether they were eligible for the services.  Sort of fell through the cracks on the wait list.
>> Hi, I'm Dave Jordan, office the county for aging.  This screen right here is enough to meet what we were talking about.  In the aging network we're concerned there's going to be this larger agency created, our vision and our focus is going to be lost and we're going to be 10, 15, 20 years down the road and nothing was created.  We don't want to create something and then ten years down the road and say what hasn't changed.  I think to our consumers and staff we deal with that's our concern, is it going to change and hopefully when we get to the point where results come in, we can get some more criteria what is actually going to be down the road.
>> Absolutely.  And I think just as Corinda said, this is going to be a feasibility study and this is really going to help lay the groundwork for what the next step will be.
>> I'm Less Goldman, senior staff attorney.  Great discussion about what is happening.  No one in this room has been around as long as I have, many years.  [People talking in background].
>> Office of Community Living however as much work has been done for folks in aging, we live in a state of over 100,000 people in nursing homes.  37% of those people don't need to be and other people said 30 to 40% don't need to be there.  Eating generally not very good meals and losing the freedom and dignity they've worked their whole lives to achieve.  So I don't think we want to approach this as if we're giving up something that is fantastic.  We should switch because nothing could be worse.  As anyone in the state knows, I think we need to be very cognitive what we do.  It's a very important resource, shuffling a deck of cards isn't going to do any good.  The comment about waste, that is absolutely crucial and when you talk about $13 an hour and people with assistance and needs, $10 an hour we have to think very, very serious and absolutely what's been done.  I've seen people in their own homes getting nursing care in their home it is the only thing that people have and that is another area where they've been falling down on the job.  I don't see those people assisting people getting the folks out of nursing home and accessing home care.  I think an Office of Community Living has the potential to have the achievement in this area.  This is the resources, resources I think we need to keep that perspective.
>> Thank you again as we get to the questions that really we have what to say about that, being mindful don't just jump into we're going to have a box and not think about how to organize it, the structure that very mindful way that is a big part of the feedback.
>> Hi, I'm Steve Walter, I've been working with the Office of Aging.  I sense that it's clear we know that long‑term care is a problem.  We have services provided through local areas on aging and other agencies that help to address people's needs mostly in senior centers or other organizations and programs for housing for legal assistance for transportation, for a variety of services that help to address people's needs before they need long‑term care services, and I wonder what role this funded agency would have in terms of addressing those issues.
>> I think that's a good question, I'm not sure there is a real plan.
>> As we go, we see information from the region, your comments will be taken into consideration as to whether or not to move in that direction.  At this time there's no agency, whether or not community living is there but the feedback will be considered in developing that.  So nothing yet, don't know, but this will hopefully be in that.
>> Hi, I have a comment.  The first is we're talking about the amount of services we've all experienced but we keep talking about the ability of the elderly but again lots of people vote and it's not an either/or situation.  The people are getting older and it's not one or the other it should be a combination to recognize the value of the needs that people have.  So the community living might be something that each person, person has the ability or not and so that's consistent with that agency.  The other thing is the gentlemen was saying before the problems that he described are really awful but they are awful for people with the disability.  We can talk about institutionalization and the only people, because they have people and there might be some combining power and expertise that we are excited to have.  
>> Thank you for that comment.  I think everybody here appreciates the need to not silence anything further.
>> Chris Kerry, I've been in the agency more years than I would have you know but my concern is about aging services when I started many years ago were more about prevention and wellness and keeping seniors connected to the community.  We started as a community based services that kept seniors active through activities and so forth.  It's changed.  We used to have none when I started.  We are finding now that the levels of need or people coming into seniors centers is much different, they're much greater, there's a lot of efforts and have now aged into the aging network so it's nice it to see those barriers are breaking down and serving more people but there has to be a balance of whatever goes forward with the community living effort not only helping the disabled individuals in the aging people with a lot of their issues but we're also providing the wellness to prevent people from being in the long‑term services down the road.
>> Thank you, good point.  We have to move on but if you have another comment please come up in the next section and we'll get back to you.  The next questions were about obtaining services so questions about the confidence and where to go to get services and asking providers and consumers to rate how this is working.  So the questions that we're asking in particular were particular our concern about people accessing paying services providers reported consumers are very or somewhat concerned, 87%, you all are saying consumers are concerned about this.  Although consumers reported high confidence in knowing who to call and where to get services, 85% were saying they knew that.  In terms of themes that came up basically those that are receiving support that's a common theme in getting services and those who are not for those receiving support thought they knew where to go and how to get help but those who were not were not sure they weren't sure where they would go.  Many, many consumers mentioned they rely on family and friends and other informal reports to get services and access to the system.  The navigation many consumers reported that navigating the system was difficult and that families and workers played a big role in helping consumers navigate the system.  What came up also was this idea of a single point of entry that it would make it easier for consumers and providers they shouldn't have to repeat their stories multiple times to every different provider and complete paperwork sometimes the same or sometimes different that it would just be much easier if there was one place for people to go, tell their story once, know they would get some help from the services they need and be able to move from there.  So those are the big themes that came out of these questions so I'll open it up to you all.
>> Thank you for holding that question.
>> Hi, I think people think that services are invaluable when they're receiving them.  One of the biggest dangers or barriers that I find and I know my staff finds every day is people don't know what they don't know.  And I want to use a very concrete example in the Office of Community Living make a huge difference in New York state.  Anyone aware of Medicare savings program?  Medicare savings program?  If you look at the federal statistics from New York state, we have in the state 60% of the people would be eligible for Medicare savings programs are not receiving that subsidy.  Medicare is not just for seniors, people with disabilities have Medicare also.  If we were to tap into that particular, just that one particular thing, the number of people with their income in hand in New York state is mind‑boggling to that one program and the resource that's available.  Working on this just this year alone we enroll more than 200 people in Medicare savings program, they didn't even know it existed and it's how people also needed on their services.  We just make the practice to add that question when we're doing an intake.  Seeing that as a resource and available to everyone.
>> Same point is people not knowing about all the different services that are out there that are not being accessed, good point.
>> Gail Myers, I have to try to figure out how I want to say this.  If there were an advertising campaign to every person in the universe of New York state that said caregiver support services available by calling a number and then it is available by calling this number, any other services or things that are not age related, we don't have the capacity to stand up to get those done.  Now, anyone in New York state regardless of their age and Medicare beneficiary should be pleased at the Medicare enrollment for whether they are eligible and it may be that because of the way people enroll in Medicare they are being recruited by a private insurer, they are not getting the help they need but I know that within the aging network the providers and the not for profits that also provide the services are doing that.  To wait for anything to be to be the panacea, I think right now many of the very important services can be made available especially where there are federal and state funds earmarked and all anybody has to do is call the aging network for help and it's the providers can't help because of capacity the endcap providers are there to the system to help.
>> Thank you for your comments.  Over here.
>> Susan, association of independent living.  Gail, I hear your comments about not having capacity but I think that the independent living network when we talk about Medicare savings program or any of those things we are doing some of the same thing by pooling our resources.  It is not that the entire disability community is going to come to your door and won't have anything extra, it is that we will pool those resources and be able to help more people and, you know, share information and not have people going from one door to another door to another door which is I think the whole purpose of this.  And another way that I see pooling our resources would be beneficial would be in the area of health.  When you look at what are the issues in terms of people not be able to stay in their home, accessibility is a huge one and when you talk to housing providers you won't necessarily ‑‑ some of these same things like zero grade entrance, universal design, that is for both the aging and disability community we could advocate for and prep for if we came together.
>> Gail Myers, again, I'm sorry.  I wasn't saying there was a lack of capacity the way you have described it, the lack of capacity is if everyone who were eligible right now were to call, there's a problem.  There's been a problem about advertising services because too many people call regardless of who they are and what their capabilities are.  The number of people who are Medicare eligibility and enrolled in the state is far greater than anyone who ever approaches the network to get information and services.  And I don't understand why we can't work together because we have right now our office that does do Medicare enrollment gets calls all the time from our colleagues in IFC and other providers.  That's wonderful.  I think that it would be equally wonderful for the IFC providers to be expertly trained and be able to do the enrollment.  I don't know why we're not doing that immediately or in the last five years but our doors are open to everyone and everyone who is eligible at MFP really should get to have money in their pocket and we could work on it together is getting expanded to people Medicare enrolled but not age 65.  Has nothing to do with it.
>> I'm a member of Albany County and I've been listening to these interesting comments and seeing a very basic pattern here selfishly having an OCL help benefit our senior citizens what specifically is going to help their aging population and caregivers, how are we going to do it.
>> One of the things that we would even look at if we consider the possibility is services, how does that affect.  If it's not going to have a positive impact whether you're mental health concern or disability system or aging system so that is something we'll consider the feasibility in creating an office that is the one, that certainly is going that is going to be looked at.
>> Hi, I work for the New York state the question is more about process.  I am an information gatherer about the question that was just asked how does this transform into feasibility.  After sitting here listening to what seems to be the issues of aging and disability population that currently exist which is information but I'm confused how this eventually turns into the conversation about what we're going to do because I don't know how you do feasibility without understanding what the office is going to look like and how you're going to service both populations.  I guess the question is once we have your recommendations is this group going to be brought back to be involved in the process.  From my standpoint I guess that's probably the most critical information to hear is what's the response to the recommendations that you guys are going to be making, what's that going to be?  I guess also how does the new office actually expand resources, is it merging with services or talking about merging services?  That's what I would like to know I guess.
>> I could just say a little bit about the process thus far and what we've been doing with New York.  I think originally we started with the scan of sort of what's happening in other states that have merged aging and disability and some that have and it came apart and we looked at the federal level and what's happening at the administration for community living.  We started with that higher level analysis, we looked at a couple of states and did some in what they've done and the next step was forming a robust and diverse advisory committee we've been meeting with and talking with on a regular basis who has performed a lot of this process and the survey and listening session.  There's been a lot of different places to gather information.  Our part will be that we will write up all the different findings that we've had of the outside entity and provide that to NYSOFA who will then make recommendations about what the next step will be and I'm sure that the next step will be trying to accept what that would look like.  So I don't think the end of this there will be in December, this is what it's going to look like, there's a next step what it could being like.  Corinda, do you want to jump in? 
>> I know it's very difficult to think actually formulating an idea in your head on if we were to have this, in my head it is this way.  It would be a concept in my head and that's not what we're trying to do.  If we move in that direction we have to be in community living according to the consumer, what's going to be in your best interest and we're looking at questions we don't know, so we're at the point now we're just asking that question, if we move in that direction how is it going to benefit those we serve from the providers perspective, from a legislative perspective, from a budgetary service, from an Office of Aging and ILC perspective.  We are gathering that information and trying to see what makes it better.  Before I move back down to the young lady I just wanted to say thank you for being part of the team.  
>> I imagine in my mind I would hope this office for community living could be kind of, you know, an umbrella for service providers to all populations for the agency.  As a young man who required disability I was given the opportunity to observe our state healthcare delivery system firsthand and division of services for an employee of the center so my experiences I observed greater parallels between both services and IPL and the centers.  For seniors and individuals on disabilities many received the same types of services and supports that I do in my own home, personal care, nursing and physical therapy and so I am nursing home eligibility I want to make my home liveable otherwise I would be with other individuals in nursing home.  The aging and relying on the delivery of community based services to individuals in the communities they serve and the most efficient Office of Community Living in New York that I can be a part of it and we both feel employment and transportation home care and other Medicare delivery issues and the listings on.  Regardless of the labels and the populations that we serve and organization services themselves are requiring similar to funding overlap so it's better recommendations for the centers to be formally incorporated and your state offices and I would just add mentioned in terms of pay there are a lot of changes in terms of overtime regulations and those type of things.  Thanks.
>> Thank you very much for that testimony.  I think we all appreciate hearing that and I think that thus far the process has been very inclusive and equally divided between both agencies and I think that's a testament to the advisory before and representation we had there and trying to maintain that balance.
>> You can take the last.
>> I do want to add that one of the things you didn't mention, whatever the title actually is, many of the partners in this room here today have partnered in other projects.  When we work towards a common agenda that we don't have to be fearful and look towards what it looks like and be transparent which can happen.  The federal government hasn't done a lot but I think part of that doing in the first infancy stage of a new organization is trust and learning what everybody does and not rushing, so I really want to commend the committee for the work they have done and going forward and what will that office look like, I think look around this room that's what it's going to look like.
>> Thank you for that point.  It's really critical to what this process is, very inclusive, very transparent, we have strong commitment and involvement from advisory members in all groups and I think you're right when people answer the survey that we've got such equal representation from the people here and we have the commitment going forward.  One more.
>> I am Ken Burks, I've been here less than three years.  What the OCL means working in a rural area we're basically an OCL now, we're an extension away, and I know the biggest counties can't seem to do that.  My concern is before this meeting they're concerned if we merge into one area each one has to know more information, they're afraid what they know understand what our case managers know.  Now they're going to have to know about food stamps, they're afraid what they know now but they're going to have to know more.  If we merge everybody into one OCL sharing the responsibility you want one senior, one disabled to go to one person to know everything and from my personal experience that's nearly impossible to deal with.  If you're going to have one person specifically for housing and one for food stamps or anything like that, that's fine, but it seems like what you're trying to do is cut down the monetary expense, down to that, and put more responsibility on the minimum amount of staff that we have now and that's a big concern in our department, in our county because they're cutting back on our budget now as far as the county goes like every other county, we have to cut our budget because we have to build another jail so out of that there's three departments and putting more of a burden onto case workers who are extremely at the edges right now.  And moving into the access quality of services, take the change October 1st when all the counties are moving to individual budgeting and put in the district see how that works, they're going to get a lot of complaints, they're not somebody that will jump in their car and go to the local nursing home and that's where our coordinator comes in crying September 30th is the end of her job, she's done a great job she loves the folks at the nursing home instead of consolidating.
>> Thank you for your point and we're going to get into those topics and these types of recommendations or information which is why this process is so important because what you're saying is we don't want to say one person has to know everything will be a recommendation, we want to be able to know that people work together and know where to go so.  These are all the types of things that are so important for your feedback now and in the future.  I guess we're getting to the heart of the matter at the end in terms of the questions that were asked on the survey whether there would be advantages or disadvantages to combining aging and disability in the state of New York and we asked what that impact might have and again this is people thinking about what they don't know for real so what they envision, whether it would improve quality or whether it would have a strong impact.  So here are some of the stats on this.  So more than half of the providers, just over half consent there would be advantages to have more coordinated disability services, 26% thought there would be disadvantages, 60% of providers were confident that aging and disability services could improve access and quality services and consumers, 70%, a good amount of consumers believe a coordination of aging and disability services would have an impact on their life.  So going a little deeper into the theme before we open it up, I'm going to the theme, so this is a lot of where I think we've just been saying for the morning so more coordination would be good if it led to more collaboration.  If it was sharing resources, if there were less wasted time navigating the system.  If there was less duplication these are what people are saying coordination would be good.  There were concerns about services and autonomy things that we've been talking about here also, the loss of identity, one group being pursued by another, funding issues, how would that work out between the different areas.  And a lot have said exactly what you said, we need more information, we need more information on what this would look like, whether this would have a positive or negative impact and how this would be structured, concerns about who would control it and what would the government structure look like.  So just to really I think echo we've been saying all this and it reaffirms what you all are thinking it here.  Let's open it up to hear some more about that.
>> 20 minutes.
>> Thanks.  I am Jayne.  One thing I haven't heard yet to disability is we know that 15% or so of those, 55 and older and we haven't talked about and I was thinking about the Alzheimers community, so given the fact that the bulk of things they need for those Alzheimers patients really are health related and we do rely on some of the community services directed to New York Connect for.  Trying to get a better sense for coordination and discussion about illness and other issues and how that would look.  And again, I know that it's trying to figure out what this would look like but as we delve deeper into this I want to make sure that individuals health concerns that are related to the community living.
>> We have 22 state agencies in the survey.
>> Do we reach people that work with ‑‑ 
>> In addition to the committee members in the survey, we will worked with 22 state agencies including the department of health and asked them to deliver the surveys for the providers.  Within the department of health that deals with the Alzheimers population.
>> Thank you.  Just a question about the statute.  I saw state coordination, we talked a little bit about how the structures was with the AAA.  Will these recommendations go down to a community level, was that controlled by county government how they want to set up AAA?  Will they incorporate the structure all the way down the line and not just at the state level? 
>> At this time there will be no structural changes to anything at the state, local level just recommendations whether or not we should be moving forward with an Office of Community Living.  If we decided to move forward, those are the conversations we would have.  Would it be a structural change in the state level with no impact on the local level or would we need to get that down to the local level, we just haven't gotten to that yet.  
>> I worked in the disability community for a long part of my life and I have worked with aging individuals, I don't want to use the term senior, I'm there and I'm not sure I like that term anymore, and I'm becoming a caregiver.  What I think we can get hung up on is we shouldn't necessarily get hung up on is an Office of Community Living does not necessarily in different concepts then the service delivery and I think you have to separate the service delivery from it.  The Office of Community Living as an agent so when Jayne talks about people with developing Alzheimers and the high percentages of people over 85 they're going to acquire that condition, what people want, what we see in our office is we see a parent and a child with disability who needs special education services, we see that parent now having to care for an older parent of theirs, the grandparents of the child.  Grandparents coming in taking grandchildren.  Right now it's fragmented and that individual has to work with one case management for school, one case manager for disability, one case manager for seniors.  In a perfect world, which I know is not out there, perfect world I think we can talk about or at least put the concept out there that that one person who is looking for services from her child, for her parent, maybe even for her grandparent, gets that one stop shop and doesn't have to go between these different case managers and services, not necessarily with the same person but with the same agency that has the ability to assist them with navigation in all of those different settings.  Because change is difficult, coordinating between different coordinators.  I've actually seen it where three to four different case managers may be visiting a family during any given week.  That's why the location of services I'm not sure it's terribly necessary, and I think if we looked forward through an Office of Community Living the potential is there to remove some of the barriers with the services that have not been successful in the past.  And I celebrate the potential of the Office of Community Living.
>> Thank you for your comments.
>> I want to add a little more specifically, obviously it's just a change I see it as an opportunity and look at what has been the best practices across these states.  There are many counties that have an excellent relationship with their office for aging to the point where we have coordinated staff, I've learned the difference between a number of things.  We do cross training such things as depression for seniors, full trucks, people trained in our office, so I know there's a lot of training that needs to go on.  It does need to go on but I don't think it's new.  In OPED it didn't come in five years, it came over time.  You had specials for awhile and over time it became better.  But I think these things can all really be done and I would hate to see people fear as opposed to their intellect and this process the process of the Office of Community Living, I don't think there's ‑‑ automatically happen and be easy but it is a mindful process.  There is no synergy here.
>> Hi, my names is James.  I just wanted to add onto in terms of an Office of Community Living or whatever we end up calling it, what I envisioned is really an opportunity for us to look at policy state‑wide and to have a much more coordinated effort on the state.  Seniors, people with disabilities of any age and not necessarily that we would be talking about losing funding, people are afraid of that, that's not what this is about, this is having more a systemic and logical approach to aging in the state that because our issues are much more common than they are different so that every issue that people have talked about in both populations is very, there are unique means for each population but the broader issues are the same and I think that we need to start looking at things on a state level, more coordinated effort and that's really what this pushes on a federal level, state level.  People's money has not been merged on a federal level, it hasn't had that impact and that's not really what we're talking about here.
>> Thank you.
>> I've got a couple of points.  One from what I'm hearing as an outside who does not deal with this working on a daily basis, I'm simply going to ask can the information be at least put on New York Connect right now?  Where do I as a consumer find these different things, can it be there clearly for those of us who are technology challenged to figure out where we might go to as to what exists to having experience while watching consumers or something that starts with this sort of an idea and ends with two or three people trying to do what has now become an impossible task.  And I ask respectfully of the government that you don't do that, if you're going to merge in New York state please don't designate it to a point where you wouldn't want to be able to have, and you can't do.  Third, to answer your question about when do we become a senior, that the new old and very briefly is 70, I can't tell you how thrilled I am.  More details on that later.
>> Thank you.  We have opportunities for one more comment here.
>> Hi I'm Marcus Harrison, the Capital Region and had an the opportunity to work in this since 1980, for the Office of Aging.  Just a couple of comments and really just concerns and things to think about.  The office of the aging in the state government is about aging, leadership, and caregivers and the governor.  One concern I have, back in 1999 an example of the state leadership was development working with the state society of aging in the projects to 2015 and a subsequent report looking at all the state agencies and reaching an aging population by 2015.  I was checking my watch, it's 2015 and the boomers are turning 70, and I think it's important to take a step back and say are we headed in the right direction for in terms of providing leadership and direction for the aging population of the tsunami that's upon us know.  The advocacies for the population of the aging community are driven by their passion and hopes.  The agencies the departments can cause a lot of the focus and it's important that leadership be sustained so that aging, it is important for the local level.  There's a couple of concerns that I think need to be factored into this process to develop recommendations by December, this is a big change, this should not be taken lightly, this should not be proceeded with haste.
>> Do we need to wrap up?  I'm going to let Corinda close.  Remember you can go to the website and see more information there.
>> We have to get up to North Country to do another forum there.  We are working with a number of people.  I just wanted to say thank you for all of the comments and all the info.  It's been extraordinarily helpful and I really love hearing the feedback from the data that's presented.  The committee members who are here today don't know this, could you stand if you're an OCL committee member, could you raise your hands?  Give them a hand, this is not an easy task [clapping].
>> With developing the survey, with setting up the forum, I also want to recognize the agency on aging directors and the ILC individuals in the community that's here today which helped us locate the site for the regional forum and as you can tell it couldn't have been done without you.  The OCL websites, you can comment on there, you can track what other people are saying across the state of New York.  We are off.
>> Can you repeat the website? 
>> If you just type in New York state Office of Aging it will go to our website.  Office of Community Living.  Click on that button, everything that's happening for the feasibility study is all up there and you can enter comments for that website as well.  Thank you very much.  
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