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>>CART Provider:  Standing by.
>> All right guys I'm going to get started.  I apologize the closed caption is not working.  What we are going to do is we will have a transcript and when we post the video we will make sure that it's there.  Goo afternoon, my name is Greg Olson and thank you for ‑‑ hang on one second.  
>> I apologize.
>> Good afternoon everybody my name is Greg Olson I'm the executive deputy director of the New York State Office for the Aging.  This is our second listening forum for the feasibility study for the office of community living so for those of you that are here I'm sure you received the invitation that describes in a little bit more detail what this process is supposed to get at.  The New York State Office for Aging was authorized in the budget that was passed in April of this year to study with our state agency partner and our community partner around the state the feasibility of creating an office of community living with the goal and I will read them to you because they are important with the goal of providing improvements in service delivery and improved program outcomes that would result from the expansion of community living integration services for older adults and persons of all ages with disabilities.  And so there is a data collection component that was part of the authorization language in the statute and what we have done in partnership really what CADER has done and I'll introduce them has helped us create a survey that would get at the pieces within the statutory authority that we're supposed to collect.  So you probably have no idea what I just said but that's why they're here to kind of walk us through it.  There's three phases to this project.  One was the distribution of the survey and it went all over the state we had well over a thousand responses and you'll hear a little bit more about that.  The second phase is to do these regional forums.  As I said this is the second in a series of nine that we're going to be doing over the next two weeks so that you can hear the preliminary results from the survey and have an opportunity for a give‑and‑take back and forth so we can get some additional information from you based on what the survey respondent said.  Then the third thing we are going to be required to do is develop a report and some recommendations on whether or not we want to take future steps in creating an Office of Community Living.  So one of the things that happened this morning that I want to just briefly mention before we get into this and then a little housekeeping items are there were a lot of people that had some suggestions that talked about their experiences and I think what I'd like to frame or how I would like you to be thinking about what you talk about today or your responses is if there are good things, if there are problems that you are seeing, how creating a new Office of Community Living would either make that better, make that worse, or have no impact at all.  What we want to make sure is that this is very consumer focused.  Moving pieces of state government around just for the purpose of moving pieces of state government around doesn't necessarily make sense this should really be focused and driven by what consumers of all ages need.  On the housekeeping side we have a limited amount of time for each theme or section, but on our home website, which is www.aging.ny.gov or Google New York State Office for the Aging is the ability under each of the themes that you're going to hear today to add additional input if you didn't have a chance to talk during that section or there's something later on that you might have thought about that you wanted to contribute.  So I want to thank first of all the office staff that are here, again we just finished one in Albany and got here as quick as we can so apologize for being late.  We have a bunch of area on aging director Becky, Crystal Carter, Patty Batshaw who we passed.  Without further ado, the folks that are going to help lead us and facilitate are from CADER but Scott Geron and Browan, you're up first give me a look and I'll change the slide.  We're looking forward to your participation this is your time to provide us with direction, guidance and advice.
>> Great thank you 
>>CART Provider:  I have lost audio.
>> Good afternoon, everybody.  Thank you all for coming out today so my name a Browan Keith.  I am a research assistant professor at Boston University School of Social Work and the Associate Director of CADER.  So we were asked to be a part of this project as a nonbiased third party entity to come in and help NYSOFA evaluate the feasibility of creating an Office of Community Living so we've been working closely with an advisory, better, all this technology, so we've been working with an advisory board that was put together for this project some of the folks I think are here, I see one, are you the only one?  Any other advisory members.  Two.  Okay.  So groups of people both aging and disability providers, consumers, a wide range of people and they really have been working very closely with us and creating the survey that would represent the needs of this feasibility study as best as possible so I'm going to go over sort of what we did and some of the earlier findings.  I can't see the screen, sorry.  First slide.  So this survey ‑‑ let me just back a little bit.  This survey was a mixed method which means that were questions that were quantitative so people were asked questions like how would you rate your services on a scale of 1 to 5 and so it's a real score that people would get that we were able to average across and then afterwards every time there was an open box it would say please give us more information about that.  So we have both open‑ended sort of deeper comments and we have some of those numbers that we can get so today you'll be seeing some percentages and some open‑ended themes that came out of the survey and in this audience who here was able to complete the survey or have seen the survey, anybody?  Okay, so good proportion of you, great.  That's good, this will be familiar to you the way it was created.  So the survey really tried to touch on the key themes for plan for part N, and it really focusing on evaluating service delivery and improvement, looking at reinforcing the balancing the incentive programs, strengthening the No Wrong Door system and ways to leverage resources for services and consumers.  So the survey responses to date we did this preliminary analysis at the end of August so August 31st, so these numbers are actually now higher but what we're going to be talking about are the results from August 31st.  So at that point for consumers we had a total of 474 people that had completed the survey for consumers.  We are now up to 715 so 129 more consumers.  So again this is you guys are getting things hot off the presses, preliminary results so the purpose is we can add your feedback so this will be different as we move forward and continue to analyze the results.  For providers we had as of August 13th, 613 people that had completed and that is now gone up to 777 so we have about 87 more people for that group.  Greg said well we were well over 1,000 and more than met our target to getting completion rates which is really outstanding.  So the characteristics of the survey respondents for consumers 66% female so a pretty even split whereas providers were 80% female so more female providers.  Race, predominantly both with consumers and providers 85% white for providers, 90% white for consumers.  Smaller numbers 3% for Hispanic and Latino and 4% for African‑American.  The consumers 4% were on Medicare, 18% on Medicaid and 25% on both and 23 on neither.  And 58% receiving private insurance.  A lot of these questions are about whether you're currently receiving services or if you were not receiving services would you know where to go.  So out of that population 48% are not receiving services and 52 were.  So again, a pretty even split.  And then in terms of the county's represented, we were again through the commitment to ‑‑ from the advisory committee and from NYSOFA were able to have quite a reach and got quite a few different counties represented for consumers and providers.  Consumers you can see that there's a majority seem to be in the Finger Lakes I'm learning this geography very closely in the next couple of days and weeks so that's where we are now.  No, where are we now?  North Country, right.  Finger Lakes is what day comes up?  Tomorrow.  Okay.  So we ‑‑ I think we did a good job in terms of that representation and similarly for the providers same thing, we got a good representation, North Country, there you go 14% so almost the most from here.  And then the types of agencies where providers worked, again the role goal that we set out for when we did the survey was to have equal representation we really wanted to be sure that we would have in our ideal vision would be to have as many older adults consumers and people with disability consumers complete this, simply providers that were between both organizations and we were very successful in getting equal representation so that was really an exciting finding for us.  So in terms of the types of agencies that people work in, 26% work in aging organizations, 23% work in disability focused organizations and 34% are working in agencies that serve both populations and this number is pretty much stable since August 31st.  I think I need to move this because I'm going to whack it.  So the age group also has pretty much stayed the same since August 31st we have about 60% of the respondents over the age of 60 and 39 almost 40% under the age of 60 so again a really fairly good split.  This one in terms of consumers who have self‑identified as a person with a disability this is now 50/50, it was 47/53 as a person with a disability and 50 did not so again a really great numbers here.  Quick analysis on the types of disabilities identified, you can see that there are a range and again I would think that this number probably has changed more now that we have more over 100 more respondents in but we have about 20 from vision impaired, 83 with physical disabilities, mental health issues, learning disabilities so there are quite a few different categories that we were able to capture.  So the next part of the presentation is going to be turned over to Scott Drawn and this is really the place where he's going to report out to you on some of the preliminary findings but also your time to tell us what you think and what your feelings are about all of these issues.  So I'm going to turn this over to Scott.
>> Hi everyone, thanks.  My name a Scott, I'm the director of CADER at Boston University and we are really pleased to be helping NYSOFA in this project.  I'm going to walk you through some of the preliminary findings that we have received so far based on the analysis of the surveys, and as she mentioned this is really a listening session so we're interested in your reactions to the results that we have, preliminary as they are.  We also want you to know that if you are moved to do so, we encourage you to go to the NYSOFA website, there's a way for you to ad additional comments and feedback.  We welcome all of your suggestions, ideas, reactions to today's talk or to your thoughts about this project.  So let me begin with one of the first part an objective which is really to look at evaluating information and access.  And so to understand issues around information and access we ask providers about duplication in services across the state and in agencies that they know.  We also wanted to understand consumer perspectives so we asked about their experience in enrolling needed services.  I must say this general theme that I'm covering as well as all the others almost every question in the survey or at least multiple questions address each of these themes.  What we're doing now is highlighting a couple of the questions that relate directly to the theme but some of the findings or themes that I'll be talking about really come from the analysis of many questions.  So in direct response to this issue, more than half of the providers who responded, 61% reported that there is either not much or very little duplication across service delivery and almost three quarters or 72% of consumers stated that they did not find it difficult or confusing to enroll in services that they needed.  So that's the ‑‑ those were responses to two of the quantitative questions that we asked.  In looking at the, thank you, in looking at the themes that emerged from their responses to the qualitative questions that went along with those, we found a lot more detail about their items so even though a considerable percentage of both consumers and providers did not identify duplication as an issue, when you looked at the qualitative responses these are the themes that emerged.  Lack of coordination was a serious issue mentioned by many of the respondents they mentioned a duplication in assessments and applications, they mentioned that there are many case managers working with a single consumer but sometimes or oftentimes little coordination between the case managers.  A second major sub theme concerned lack of communication between agencies.  Sometimes consumers have multiple providers or agencies that they are working with but the agencies themselves are not communicating well.  This is mentioned by both consumers and providers.  This leads to duplication in effort and inefficiencies in the use of resources.  Finally though, many folks mentioned, many respondents mentioned difficulty in accessing services.  This was especially true in rural areas which will be no surprise to you I'm sure but there were most providers and consumers, or at least many based on the responses we received identified access to services in rural areas as a particular issue.  A further issue was eligibility criteria which makes it difficult for consumers to access services.  At this point I would like to stop and get your reaction and feedback to this theme and also these responses that we've received in our survey.
>> Put your hand up and I'll come around you and just remember to talk loud enough that the person on the phone who is hopefully still on the phone can hear us.
>> Good for you.  
>> I am Becky Lacey and the director of home healthcare services.  I think what I'm seeing being involved in home care for about 30 years is that there is pretty good coordination I feel between providers in rural areas out of necessity, maybe not perfect but certainly I think we don't seem to have that much of an issue really communicating with other providers.  But number 3 is a big issue.  There is a great deal of difficulty in assessing services in a rural area mostly because they're nonexistent they're not easy to access a lot of the issues are transportation, in our particular case I'm representing home care home health aids it's a matter of not having enough home health aids and enough funding to be able to higher and retain home health aids.  Most of our in particular our agency and most providers rely on Medicaid funds that are based on Medicaid rates.  Opportunity aging, Medicaid personal care, those are the greatest part of our revenue.  There's very little private care, per se, or insurance base especially for a licensed agency and the rates have not been adequate enough to be able to you know pay the rates that you need to pay for home health aids nurses to attract them and retain them a lot of competition between providers.
>> Let me ask you, thinking about the purpose of this project can you think of how an Office of Community Living would affect the issues you just described, would it effect it positively reflect, not sure.
>> Not sure.  The Office for the Aging does a fantastic job so I think it almost might be repetitive or duplicative to have a separate office of community services.  I think the emphasis has to be on the actual services.  I find that I've been involved in home care for 30 years and healthcare for 40 something and I've never had difficulty getting assistance or help for clients through the office of the aging.  I think it's a pretty good setup because of the care units.  I'm not sure what the purpose of Office of Community Living would be.  I just ‑‑ you know other than maybe if they combined services for the elderly with services for the disabled.  I also happen to be a mother of a severely handicapped daughter so I worked with the OTWBD, those service was that would be the only thing if they wanted to combine but I really feel that it's duplicative and that's not where the effort should be put I think the efforts should be put in the actual services.
>> Well said.  Thank you.
>> Crystal Carr with Clay County Office for the Aging.  I find it interesting that 72% did not find it difficult to enroll.  That's ‑‑ it doesn't seem to fit also with the difficulty in accessing services.  As far as combining the state Office for the Aging or OCL, this might be one where this would fit since we're already doing New York Connect and getting information and access to services.  We do a lot of work with working with people with disabilities and aging and to get the information out to them and accessing service seems like one place that might fit together.  Transportation we work on that all the time we work with our friends in the disability community so this might be a place where some of this might make sense.
>> I know what you mean about the findings I presented so even though 70% of respondents consumer respondents indicated they don't have duplication almost 30 did find there were issues and some of the themes related to the respondents from the many folks who do have concerns about it.  There's more findings like that as I go into the presentation.  Thank you for your comments.
>> Hi my name is Robert I'm the executive director of the North Country Center for Independence and I wanted to say that we work very well with our community here so some of these findings really don't surprise me.  In a rural area we do have a lot of challenges, transportation being one of the big ones and then accessibility to ‑‑ I'm talking about physical accessibility to our services in the wintertime being able to access your doctor's office when there's issues of snow removal, the state of the sidewalks.  There are public policy places where one agency working together to push forward liveable communities issues with home care.  You know, we do the om buds man program at North Country side, we do CD path that's consumer directed personal assistance program, you know I think that we already work together and it really does make sense to me to put us under the same umbrella.
>> Thank you.
>> I'm Frank, I live in Essex county I retired to Essex county 15 years ago, wonderful.
>> Is Essex County in North Country?  
>> Yes.  There were enough consumers included in the survey from Essex county, and I think it's just a wonderful place.  However, I am scared if I ever need home health aids.  They're just not available from what I understand.  It's a tremendous backlog.  So you asked the question what can this new Office of Community Living do, what should it be able to accomplish that has not been accomplished.  To me, the primary goal you have to look for is can you increase the home health aids, that's the thing that ‑‑ should I move to Florida?  
>> Even though that's a rhetorical question, no, I would say sounds like you're in a good place.  I'm going to talk about the work force issue.  Comes out so strongly in other questions and many folks talk about the shortage of qualified work force.  So I think we have one more question on this section, on this topic.
>> Anybody, question.
>> Well let me move to the next theme we explore that relates to the plan and objectives for the project and that has to do with evaluating service delivery and service quality.  So to understand issues around service delivery we ask providers how well they thought consumers were working, how well they thought services were working for their consumers and to understand consumer perspectives on this topic we asked consumers to rate their level of satisfaction with service delivery.  So what do you think, don't, don't, too late?  What do you think?  Those of you who represent providers, how well do you think providers thought services were working for their consumers let's just say how many of you thought services were working well for consumers?  Your providers working with your consumers do you think you're doing a good job.
>> My name is Mae Gillman and yes they do.  
>> Thank you.  Now I was just about to turn to the consumers.  How many of you think, what do you think consumers ‑‑ how do you think consumers rated the quality of the services they received, high?  
>> High.
>> Thanks, Greg, take a turn.
>> Indeed, I forgot your name, I'm sorry what's your name.
>> Mae Gillman.
>> Mae, you're right.  So both consumers and providers felt pretty strongly on this question, that is most providers, 88% believe that the services that they are ‑‑ for their consumers are working well.  And consumers would agree, consumers report they are either very satisfied or somewhat satisfied with the services they received in the past year.  87%.  So those folks who are receiving services through your agencies or for the consumers who are on the recipient of those services they are generally very satisfied, but when you look at the themes that are mentioned even by folks who said they were satisfied with services, there were themes mentioned.  There were some issues mentioned.  So the main concern was lack of services so most consumers are very satisfied with the services they received but across the board for both consumers and providers there was concern about a general lack of services ranging from transportation and housing and health, behavioral health.  Many of you mentioned those issues just awhile ago.  There was some concern mentioned, it wasn't the majority of responses but there was concern mentioned about the lack of funding for some important services.  The other major issue mentioned relates to the quality of the work force, your issue very much concerned about high turnover rates, the dependability of workers especially home care workers.  This is a problem across the state and I believe it was a problem ‑‑ we haven't finished the analysis but it's a problem both on the aging for aging service providers and aging consumers as well as disability service providers and consumers with disabilities.  So let me stop there before going on.  So we've kind of had, it will be a continuation of discussion Frank brought up last time.  Do you have any reaction to these findings and any comments?  
>> When you talk about satisfaction in services and lack of services we know mental health services for our elderly population are lacking.  I'm Elaine and many of the people that do apply for my program are have a lot of behavioral problems we cannot deal with because that's one of the restrictions of these is that someone cannot be a risk to themselves or others and we find that is an ongoing theme with a lot of the people that do apply for the assisted living.
>> Thank you.  How would the potentially ‑‑ how would the feasibility of an Office of Community Living address the issue that you just raised?  
>> It requires the people with the right resources, the right experience to work with the population so that they can get the services that they need.  If you don't have the right worker, they can deal with the mental health issues, I just think you're just going to continue turning your wheels and not going anywhere.
>> Hi, my name is Damon Kretzer and I'm executive director for the North Country Association of Visually Impaired.  It mirrors what you're saying, the services we offer in the North Country I think that they're well received well provided but there is a lack of services in certain areas with those who are visually impaired and it is in large part because of funding and my question more than a comment is exactly what you said in which ‑‑ how does the OCL then change the way we're able to provide services.  I don't necessarily feel strongly one way or the other at this moment but I am concerned about is there going to be additional funding or are the services that we're really good at providing and that he say that we're really good at providing are they going to get water down and that's a concern I have, it remains to be seen and I'm sure it will be seen.
>> Thank you.  Those are comments that others have raised as well, thank you.
>> Margaret Clinton county health department.  One of the other services that we provided the health department is early intervention and what I hear frequently is crisis in the number of physical therapists available in this area for working with children.  I don't know whether that's also an adult issue but it's another gap in service.
>> Thanks.  Any other comments?  And if you don't have any now, there will be more findings coming shortly.
>> I'm Della and I'm representing Assembly Woman Janet Dupree, and I had a question and comment.  When you talked about concerns about the work force and the quality and turnover, have you identified what a general theme of why this is occurring if in fact it might have to do with funding which people have mentioned, would this new agency be lobbying per se to increase funding resources with the legislature or is that role not a part of what you anticipate? 
>> That's a really good question, and I think we're going to go back to what the goals of this process are.  There is no preconceived notion, idea, of what an Office of Community Living should look like let alone whether we should do it or not so there is no answer to that question.  What we're trying to do is based on the law that was passed coming from the consumer perspective and the consumer is people of all ages, should we think about creating a more centralized office that will make accessing services easier.  That will make the quality of services improve.  And so I think what we're trying to gather through the survey and through these kinds of forums is would something like that make sense?  Where are the gaps, where are the things that seem to be working very well.  So we don't have an end game already I think this process is going to help inform whether there's an end game and how to proceed.
>> One of the things that I'm concerned about because I really don't have an opinion one way or the other because I'm not sure exactly what it would do but the last thing we need is another layer of bureaucracy.  What I see as the gap but certainly a lot of gaps in the field of aging is care for dementia patients and like Lorraine mentioned mental health services in the home.  A lot of isolated people, families that are carrying for an individual with dementia as it escalates really have nowhere to go.  It's very difficult for a nursing home to take them because they're not physically ill so they're not getting decent reimbursement.  Some of our nursing homes have closed in the area so I can name off the top of my head many many families that are literally struggling and there's not service aid services to be able to provide services in the home for dementia patient.  And what happens is there's a lot of family burnout and crisis.  Overuse of hospitals and that sort of thing.  Certainly with the ORDD population as well I know there's a high turnover of employees just as home healthcare.  I think the resources appear to be where they should be put most of us feel is on the direct care that is being provided to the consumers that we're concerned about the boots on the ground and also the professional level also there is a huge shortage of therapists in our area.  So I don't know what OCL would do, certainly if it could make any improvements in the availability of adequate work force and funding for that then I'm all for it, but to just add another layer, I think it's not where our resources in the state should be put.
>> In terms of around the direct care workers and home care workers in particular, I think even though we haven't finished the analysis I think the major issue was a shortage.  Turnover is an issue, pay is an issue, there's a range of issues, but just the shortage is the, I think the most common comment we received.  But in terms of mental health issues, I know that's a big issue for us in Massachusetts and it's certainly been raised by a number of respondents.  Maybe one more question to this topic.
>> I am from Essex county again.  It seems to me this Office of Community Living that's combining the disability and the old age domain would make a lot of sense if there's surplus services available in either one so that they could be shared.  And I don't think that's the case, I think that's one aspect that should be looked at very carefully.
>> Thank you.  Okay.  Let's go to the next theme which Greg.
>> So we were also asked to obtain stakeholder input around the issue of barriers, gaps, and information about needed services, particularly the last about for both consumers who currently receive services as well as those who don't currently receive services and to understand more about service delivery and other state‑wide issues such as the balancing incentive program so we asked both consumers and providers about gaps, about barriers, and challenges in finding out or getting needed services.  And here there's strong agreement among providers that there are gaps in services, almost over 90% of the provider responses, respondents indicated that there are gaps in services and 68% belief that there are barriers to accessing services.  So reflecting comments that many of you mentioned already today.  Among the consumers who responded to our survey 60% report that they do not find it difficult to find or get needed services.  So 60% report that they do not find it difficult to get needed services but 40% do.  When we look more closely at the respondents comments on these questions, there are several themes that stood out to us based on our preliminary review.  Knowledge of service is uneven among consumers and providers.  Providers told us they don't know about all the types of services that are available across so many agency settings.  And consumers told us over and over again that they often don't know what's available.  It's hard to figure out how to get services to people who need them.  Part of this, part of the confusion or the barriers that were identified were eligibility criteria, there were challenges mentioned in getting services because of varying eligibility criteria.  For example someone might not qualify for Medicaid because of strict income guidelines and there for cannot receive services where some might be waiting for an official diagnosis examine can't get services until that happens.  So some folks fall between the gaps, some providers have difficulty helping consumers get needed services.  A sizable percentage although it wasn't ‑‑ it's hard to enumerate exactly but enough for us to notice it as a major sub theme mentioned state level regulations the differences across state level regulations limit the ability for providers and consumers to access services when they need them.  So and begin let me pause and see if you have any reactions to these findings, any comments to these issues related to knowing about what services are available, especially how consumers can find out about needed services, the issues around differing eligibility criteria and any comments you have around state level regulations, surely with such high level state representation here you must, this would be a good time to tell ‑‑ give your thoughts on state level regulations.
>> Hello, Becky, county Office for the Aging.  To tie into what Becky had spoken to and I see a lot of my colleagues in this room, I think in rural areas in New York State we have not had the luxury of living in asylum I can speak for my county and I don't think anyone here would disagree, in your connects program we served birth to death.  We worked for the association for the visually impaired and there is no silo service through New York Connects program and my comment speaking for at least my county is that the gaps in services have been identified as the critical lack of home health aids across the board and I would be very curious on how OCL can change that to improve in counties where we already have that embedded services and we don't really function in that solo capacity.  I know a lot of the surveys said I just got swift people in our office are they know where to go for services but the services aren't on the other end that they need to access and I think in other rural areas of the state talking with counterparts that's a shared language.
>> Thank you for addressing the question about how a new office would address those ‑‑ your situation.  
>> I am Donna Noble, I am directive care of the Adirondacks and related to the gaps in needed services you talked about some people being eligible for Medicaid and others not being eligible for Medicaid and I really would advocate that the person who needs the care should really have the emphasis rather than who the payor is.  If someone needs care they need care.  Thank you.
>> So I'm sorry, your name again.
>> Donna.
>> Hi Donna.  So can you ‑‑ have you thought about what a new office could do?  To reinforce that.
>> The question we all have is how could a new office improve that, and we don't understand whether or not it would be able to or not.
>> Thank you.
>> Her comment made me think about as an example of New York State or the waiver that we have for nursing home transition and diversion waiver, Medicaid waivers in New York State and also the traumatic brain injury and these Medicaid waivers they actually allow individuals to ‑‑ who might not be Medicaid eligible to access the services through different ways and so I agree with Donna that the emphasis should be on the individual but the payer source but that's an example of additional layers of I don't know rules and regulations.  The manual for nursing home transition and diversion is unbelievable.  We began providing services for that I think in 2006 at the request of the state because the provider that was doing it in our area couldn't afford to continue.  We had the infrastructure in place.  It is unbelievably highly regulated.  An individual could be referred for a nursing home transition and diversion waiver it might be 6 months before they can get all the bureaucracy to get on services.  Again I'm concerned that an OCL might be another kind of layer of regulation.  I don't really understand what the purpose is yet but certainly it might be beneficial if it is able to extreme line some of these things.  But that's example of another layer of regulations that actually is hindering the care.  The other thing I would like to point out is we do provide services for the nursing home transition and diversion waiver and TBI but last year alone due to the shortage of boots on the ground, the home care workers, we had actually I think there was 11, maybe 14 of these individuals that we were providing services in that program that we could not completely fill the hours of care due to lack of shortage of aids over the last couple of years and these people had to end up going back into a nursing home or drop out of services.  So you know, it's very frustrating and so everything comes back to needing to have the providers there to actually carry out any of these you know programs that are developed for the benefit of our communities.
>> Thank you.  There's a comment on the end, thank you.
>> I'm Paul rice I'm also with mercy care at the Adirondack but I have a career in higher education and in no, city with forum university and served for 10 of those years as executive vice president of the university.  And the major problem that hasn't been referred to in the discussion so far that I thought is maybe this new organization community service, well, you're first going to have to spend a tremendous amount of time defining what community service is.  It doesn't lead people automatically to either aging or to disability although it's important for there, both of these fields.  Most of education will define itself as education for community service serving in the community one way or another.  The ‑‑ in that suggests to me there was some reason, maybe it's just the way it sounded not to talk about an office of aging and disability because that would identify precisely what we're talking about.  So if people have a problem here I think in terms of finding the right organization, the right place to get the service you're talking about and if you're really talking about services for the aging and services for disability, why not use that in the name except having that which would have a very great difficulty being defined to include only those fields.
>> Thank you.
>> I'm Patty Pasbedge, director of county Office for the Aging and on the regulatory side.  If we could get Medicaid off the rates determination that would be awesome.  I've been batting that around that would an good thing.  We don't receive notification.  That takes care of one.  We're finding with the extension of New York Connect and particularly with this is people who are 60 and older have awesome services from the office of aging.  People who are Medicaid often have service and disability folks don't certainly have strong services.  The folks I see we are definitely lacking service for including home delivered meals and the under 60 non‑Medicaid population we really need to get on the right path.  If this was OCL I would hope that some of that a funding could be broken off to develop services for those folks because really I think those are the ones that we need to be catching in that service.
>> Robert Pullen, North Country Center for Independence.  So because we work so well together up here, I already feel like you know we have an OCL up here.  It's all name, it's Office of Community Living and this is basically an opportunity to do the things that we've talked about.  I mean changing all the regulations that exist now under current agencies is difficult.  This is a chance to start over again, to look at all of these issues, disability, aging, and you know I've heard a lot of people say that aging isn't disability and that's absolutely true so why are we talking about combining?  It's because we have common goals, we have common issues, and, you know, it's right there in the title, we all want to live in our communities we don't want to be warehoused so the issues of accessibility to our communities, the issues of housing, the issues of snow removal, issues of transportation, of as much as to people with Medicaid, with Medicare, you know, healthcare in general, right now if you are over 60 and you're able to be served by the Office for the Aging that's great.  And there are a lot of services that people under 60 can access but they're scattered all over the place and that's the complication that service providers can have.  It's almost impossible for one person to know where everything is and there's a new program coming out all the time so that's the benefit of what an Office of Community Living can offer, put everything under the same roof, have an opportunity to look into and work together like this community does on a grand scale of the state.
>> Thank you.  Hi.  I'm Cindy Carroll.  I live at another independent living center.  We serve individuals under 60, over 60 and it's split up 50% like the percentage before, services for people under the age of 60 and over the age of 60 because you can have a disability might not be like OPWZ but something when you're over the age of 60 where services do overlap and most of them are information and referrals so there's a way it's not separate, maybe all said in the North Country we do that a lot with our agencies but state‑wide it could be beneficial for everyone.
>> Thank you.  A couple more themes, and touched on some of the issues you phrased but also the last question is really just about the issue of consumer and provider perspectives on feasibility of creating an Office of Community Living so I'll get to that shortly.  The next theme has to do with no Wrong Door initiatives, NWD and we asked a number of questions about obtaining services and confidence in where to get services, so give you a few of the responses to questions related to this theme.  87% of providers reported that their consumers are very or somewhat concerned about obtaining services.  And at the same time 85% of consumers reported high confidence in knowing who to call or where to go to get services.  So among consumer respondents who received services now, they report high satisfaction about knowing who to call and where to go to get services and that is a reflection, strong reflection about the feelings about the support they are receiving from providers.  But on the provider perspective is they're more worried about this issue, they're worried about consumers, they hear from their consumers they're concerned about obtaining services so let me share some of the themes that emerge from the responses that we received on this topic.  Greg, thank you.  So among those and this reflects comments and findings I reported on already among those receiving support many feel that they know where to go and get help and are supported in receiving services.  However, among those who are not now receiving surfaces and if you remember what Braman reported almost half of our consumer had not received services in the past year many are not sure where to go.  And this reflects comments we've heard in the morning session as well as here.  So among those who, among the consumers who feel they don't know wr to go themselves, states that they receive they rely solely on the support from family members or caregivers or sometimes formal service providers.  The role of caregivers comes out strongly in the responses we've received.  Among both consumers and providers, many report that navigating the system is difficult for consumers and consumers in particular report that their success in navigating the system is dependent upon the help they receive from family members, friends, other informal supports but also paid service providers they work with.  Finally, in reference to the idea of No Wrong Door policy, or thoughts about no Wrong Door policy, many respondents mentioned that what would be most helpful to them is a single place to get help for services and not to have to go to multiple places.  And that is a reflection of what I've heard here today.  So consumers said they don't like to have to repeat their stories multiple times, they don't like to have to repeat paperwork for different services, and many would prefer a single source, a knowledgeable person or place to get access to find out about services that are available and to get access to them.  So comments, comments to these findings?  Yes.
>> Crystal Carter with the Clinton county Office for the Aging.  I'm not sure that a single point of entry is the right term.  We here in the North Country have used the no Wrong Door since before you guys were using the no Wrong Door because a person has to find that single point and I believe this gentlemen was saying we should call it if it is a rose we should call it a rose.  So people should find it.  I know we're working on some new branding that might help this but this is what we hear all the time is I'm not sure what New York Connect is and what does that have to do with me.  Aging and disability resource center they understand what that is.  What's my other point?  With the No Wrong Door what we've tried to do here is all of our partners get all the same information that we have at New York Connect and the Office for the Aging they all know where the resources are, we continually do train goes every month we print the resource directory so if somebody goes into the Center for Independence, JCO they will know all the information New York Connect knows.  We try to involve the whole community so they don't have to tell the story over and over again.  We try to get the information together but I still think it has to do with no matter which one they're going to go to they're going to have a repeat that story unless we find some kind of data collection.  But again.  When someone tells the story and once they tell somebody else the story it could be a completely different story.  So that's a part of the reason that they have to tell that story over and over again.  As far as how that relates to the OCL, we need to call it what it is so that people can find us.
>> Thank you.  Those are great comments.
>> Robert Pullen again, I agree with Crystal and I want to say New York Connect does an outstanding job up here and you know the story it's true where people are probably going to have to do those in multiple vocations.  Paperwork, I think that's one area where we could certainly improve it because essentially all these different you know applications are having to be done because you're dealing with different providers you know state agencies whether it's going to be access PR or Office for the Aging or commission for the blind or you know OPWDD, so you know if we can standardize this and have it just under one type of form that would be great.  And you know, if August for community living is a complication I think that was chosen because that's the model at the federal level, it started off as a community living last year, and if things are kicking back in but if it's better for New York State to have office of aging and disability, other states do that, I think the goal is the same so you know whatever works.
>> On top of that I guess I have a question based off what you just said, Robert, if this has been done on a federal level has there been implications for how well it has worked or having this combined the central point has that worked has it been done in other states and if so how has it worked?  
>> Those are great questions.  As part of our work with NYSOFA we did a brief scan of other states we looked at federal policies and we've also looked at a few other states that have either integrated or coordinated aging and disability services or have done so and then have pulled apart.  And the simple answer is, on the state level what states are doing, if we don't ‑‑ many states are beginning to consider consolidation of aging and disability services but we don't know enough about their experiences to know whether it's as ‑‑ the answer that all of you want to know what's the impact for consumers and providers at the local level.  The evidence really isn't there.  We know ‑‑ we looked one state Pennsylvania which merged their services for aging and disability and then had to separate it recently.  And one of the ‑‑ we talked to folks in the state who were involved in that process, there was a change in state administration which was a big part of that, but the residue of the separation after all the effort to merge has left a lot of people as you might expect feeling frustrated and the sense is that Pennsylvania was unsuccessful because they didn't thoroughly engage stakeholders in the process, it was more of a top down decision.  But in other states in Texas where it has merged services that has been a top down decision and that seems to have ‑‑ they don't know how it's working but they haven't run into the resistance that Pennsylvania did.  Massachusetts has successful merged their services not without many of the issues you're talking about today and at a federal level where this consolidation is moving ‑‑ has moved rapidly as many of you know, the question that you should be able to answer as well as any other states is it have you seen a difference in what you do now because of the changes at the federal level and most ‑‑ and most people believe there haven't been those changes yet they may be coming later but right now the changes are in policy but there haven't been much changes in programmatic effects at the state level.  So that's I think answer to one of your questions.  I'm not sure what the other ‑‑ okay.  Really all important points though.  Any other comments?  
>> I know it's getting late in the day or it feels late in the day to me.
>> Hi, Jill O'Dell from Assembly Women's Office.  Again I'm just curious if you're finding in your survey there is a difference in the responses between rural, us, and the metropolitan areas because we see that in the assembly although needs tend to be the same in many cases they might be different in New York City than they are in Pittsford, New York.
>> It's a great question and we have, we haven't been able to do, to dig down enough to really compare rural and urban responses.  My feeling is that the issues that we've identified, especially in rural areas are well‑known even among service providers and consumers in urban areas, but I can't really answer your question fully so at this point we don't know yet.
>> My second question and I apologize, was this survey available to people online or was it mailed to them or how did people access the service, particularly the survey particularly providers? 
>> So my understanding is certainly available online but we also, we worked through our advisory committee partners to distribute the survey as they ‑‑ in any way that they could and some delivered it by ‑‑ through paper and pencil versions as well.  Colleen do you ‑‑ 
>> You're correct and also it went out to the 21 steering committee members, 22 New York State agencies and we asked everybody to disseminate and every one could respond in the mode most comfortable for them.
>> Thank you.  Any other comments?  All right.  Let me turn to the last theme which was evaluating ‑‑ we asked consumers and providers what they thought about the feasibility of more coordination in aging and disability services so both consumers and providers would be asked if there were any advantages or disadvantages if aging and disability services were more coordinated in the state of New York and they were also asked if they thought this type of coordination would improve access or quality services.  So I won't hold you in as you say pens.  So as you might ‑‑ here is some of the responses I'll give you some of the themes in a minute.  But most providers slight majority of providers 58% belief that there could be some advantages to have more coordination and 26 stated there could be disadvantages.  More than half of providers, 60%, were confident that if aging and disability services were more coordinated they could improve the quality and access to services.  And among consumers respondents 70% belief that state level coordination of aging and disability services would have an impact on the services they received.  So drilling down somewhat into the responses we received here is some of the themes that emerged but I would say this is very preliminary for all the reasons, or some of the reasons that have come out today.  Among the themes, among the responses that talked about how coordination might be helpful, they mentioned respondents mentioned shared resources, better collaboration, less wasted time, navigating the system, less duplication.  But those were all qualified and I would say one of the major qualifications was a lot of people just said they didn't know, unless they knew if they had a specific proposal to react to, it was hard for them to react.  But some of the concerns mentioned were loss of identity, one group were the other but feeling their services might be negatively affected in some way if there was a consolidation at the federal ‑‑ at the state level, some concern about loss of if you understanding for the same reason.  Many folks mentioned the concerns you've raised today about consolidations they don't want to see services reduced.  So most folks wanted more information, they wanted to know, before they could give an opinion they wanted to hear more information about a proposal, there were general concerns about who would run this organization, what the structure would be, and so I think that's all we can say now about that those key questions we're still doing the analysis.  Let me ask you one more time before we close, any thoughts on these responses to the surveys that so far?  Yes.
>> I'm Kathy Kelly from St. Louis County and representing the senior population.  I guess I have a problem with combining mainly because the senior population in New York State is very large.  10% of those are disabled, the rest of us aren't and we're seniors and we're gradually going to need services as we age but that doesn't mean we are disabled, and my problem is that if we combine these two agencies what's going to happen if a senior goes in and a disabled person goes in, the money is going to be there but is it going to be there for the senior because the disabled person is going to need it and they're going to say you're disabled you're just older don't you have someone to help you.  And I think this is a real concern for seniors around here because we combine, I just my feelings are with 90% of the population being in the senior area not disabled that they need their own Office for the Aging.
>> Thank you.
>> My name a Susan Wilson Scott and I'm the director of the Community Friendship Volunteer Program in Franklin County and it's been my experience that oftentimes our senior population by the time they are looking for the service they are already in crisis, they are pretty independent and standing on their own two feet and trying help themselves.  So in starting with a senior probably being in crisis by creating the community, the office for community living, is that senior in crisis going to look at that and say that's not me, that's not who I am, what I need so you know that's one of my comments.  My other ‑‑ my concern is by combining these two populations, let me say, we're going to create a very large organization.  Will there be, will there be a loss of our senior population or just not enough to go around?  Those are my concerns.
>> Thank you so much.  Any other comments.
>> Just a brief one.  I was very interested in your observation of other states that have had some experience one way or another but only a very short experience.  I think it might be well for New York State not to try to be the first one to move ahead in this particular area with the various problems that are involved, continue, keep it on the agenda so to speak but go slow and find out really do research on what others have done because you can learn from that in a way you can't by just moving ahead with the various questions that have been raised here today and I'm sure in other places as well.  Thank you.
>> A hand in the back.
>> Lorraine Simmons office of the aging Burk Adult Center in Franklin County.  I would just like to say I think a lot of it is in the terminology.  If you're looking to make a new agency which is going to take resources to create that agency and alleviate services from two agencies that already exist, it's not going to be a good thing for us anyway you shake it up, it doesn't matter what you call it, the problem that both groups face are in a lot of ways very different.  I've had some experience in a program that we had in Constable, New York, got discontinued that affected seniors because the people that were handicapped that went to that program no longer a place to go.  So they started coming to the senior center and that created some difficulty because the groups are totally different as this senior lady said they've got different needs and can't be lumped in together in one group.  If they're looking at creating a new agency that would have increased funding and be able to increase the programs that both groups get then it could be a good thing but my experience has been that when you lump things together, something is getting cut and we certainly can't afford to have any funding cut in any of these groups you have here in Clinton Essex and Franklin County.
>> Okay.  I feel like I have to make a quick comment because some of these themes came up at the earlier forum this morning.  Where I think there's a sense of fear in terms of you know how things may or may not shake out, so one thing that is very clear and isn't going to change is that the offices for the aging under their federal and state charter serve a population over the age of 60 but the funds are non‑Medicaid if you understand they serve Medicaid clients but not with Medicaid funds.  Nothing will happen to that set of funding by looking at combining potentially various departments or programs, et cetera, into a new office.  So I think your example is a good one just to illustrate if somebody 63 years old and qualified for a home delivered meal and goes through that process and there's those funds are available that that can be paid for out of the Office for the Aging.  Somebody who is 50 years old wouldn't be able to access those funds under the Older Americans Act or state funded programs.  So I hear a lot of themes of watering down and there's going to be tension between the two groups but I think there's some very important differences and nuances between going back to Donna's point all these different programs, all these different rules and regulations and the money should follow the individual but it's not structured that way currently.  So I think that that's just a really important point to make.  Second point is that again there is no blueprint for an office.  What we're trying to figure out is there are a lot of similarities between the populations and are there things that we could be doing at the state level that will help make it easier regardless of an age or disability services and to have some of those services improve in quality and so on and so we don't know that until we get through this process but I want to try to settle down I guess some of the fear in terms of the aging network working with disability and vice versa because I think what you're demonstrating here and again somebody in the field 20 something years these types of partnerships you describe are already happening and have been happening for quite sometime and so you know I think that what we're trying to figure out is what makes sense, what might or might not work but how it benefits the consumer at the end.  The final point I want to make was the one regarding what have other states do, what's the impact and what's the impact of the administration for community living at the national level and that's a very difficult question to answer because New York State is structured very differently than Texas and Pennsylvania and Massachusetts and what I mean by that is New York is one of the only states left that has a stand alone state unit on aging that doesn't administer Medicaid programs.  That's not good, not bad, it just is.  It makes the dialogue different why Texas whose state unit on aging, offices for the aging administer all the Medicaid problems why it might make sense or easier to have this dialogue doesn't mean it's not easy to have here but it's just different and very important.  In essence the book of business that the offices for the aging have are not Medicaid funded, they are state general fund, county fund, and federal older Americans act.  So I hope that helps to subside some of the potential fear in terms of conflict for funding but the idea, the potential of coordinating something may make the work force issues and transportation and policy and regulatory changes a little bit easier if that's being done in a group with more people involved.  So I hope that that's helpful.
>> [Clapping].
>> You liked what Greg had to said.  Anybody have another question or comment? 
>> I have just a question probably everybody knows this but how this group would be funded, we're just kind of working on funding because we know next year is election time.
>> I'm sorry to reiterate the same time this is no ‑‑ there is no organizational chart, there is no we think we ought to look at health department and OMH, we're not in the vicinity of that.  What we're trying to do is figure out should we proceed or not and if the answer to that is yes then I would anticipate that that's a multiyear process that's going to have exactly that kind of discussion.  What resources are going to be needed, what's the staffing, you know at the county level the organizational structures are already set.  Becky has an Office for the Aging in Franklin County it has certain structure.  Just because something happens at the state level doesn't mean there's going to be county level service.  The administration for community living to this point has had no impact for the state office of aging at all.  Mabel a year, two, three four we'll see more integration maybe pooling of resources but we haven't seen that yet, way premature, we don't know if our recommendation is going to be to go forward.  What I'm saying is we could coordinate better, there are certainly gaps identified, how can we figure out how to leverage additional resources.  I have not yet heard if we make structural change XYZ it's going to have this impact on consumers it's a great question we're getting it everywhere.  It's hard to get your mind around this without automatically going to what's going into this office, well we don't know, this process is really supposed to inform whether we should go forward or not.
>> And I did want to say just to clarify our role, that is the role of Rowan and myself through our center of Boston University.  Our job is to really develop a process so that we capture the concerns and ideas of stakeholders around the state and present them in a way that reflects the adverse city of opinions that we receive.  So our job is to be ‑‑ to make access ‑‑ to accurately represent your views so to that extent I really want to thank all of you today for being so honest and open, even with giving us ideas that you think we already know but having to hear your voice adding your voice to the voices we've heard is really important.  And at this point I still want to know if we still have time left if any of you have other comments you'd like to raise.  Thank you.
>> I just wanted to kind of highlight the fact that OPWDD is not being looked at as part of this and if that could be in the public forum explained I think a lot of people are under the thought process it would be everything encapsulated in one and that might be something to just make sure at the public forums.
>> It's a good thing, thank you.
>> Going to try to pull up the website so you can take a look at it.
>> Linda Wilkinson from Saint Martin County.  Going back to the beginning where you said probably 700 and some people responded to this that's state‑wide.  Were you happy with that percentage considering Saint Martin County is 23,000 people are considered seniors.  It doesn't look like, you know, that many participated in this survey.
>> Well, you know from a survey research point of view we can give a lot of answers we had very little time to develop the survey and distribute it.  We relied on the help of our advisory committee members to identify important stakeholder groups to make sure that all important consumer and provider groups were included so we didn't do a random survey of all of the states for a number of reasons.  The important ones would be that that would over sample many folks who ‑‑ and would under sample important groups who might be small in number but would still be important consumer or providers.  So we chose a process of purposefully working with experts to help us identify important groups and we are pleased with the number of responses we received from consumers and providers and we're very pleased that we ‑‑ our main goal was to make sure we had equal representation roughly if we could between consumers and providers and between aging and disability constituent groups were achieved so we are pleased given the short time frame, we were very happy with what we received and as researchers who now have to analyze over a thousand individual responses, we are anxious would be an under statement about the challenge of quickly analyzing so many responses but we are submitted to doing the best we can in the time we have.  So our report I think is due end of October so we don't have much time.  So that's my response.
>> Audrey Tobin also from St. Lawrence County.  I think before all of these meetings began more of these more research should have been done.  I think it's very unfair to open something up like this in the North Country and then you look at the rest of New York State totally different needs, I don't see how on the survey size that you have that this can be helpful at all.  I would think it would be a deterrent.
>> Maybe Greg would respond.  I did think we were going to try to accurately describe the shortcomings of the survey so if there are parts of the state that we don't feel we received enough responses or if there are important stakeholder groups who haven't been ‑‑ who haven't participated we will certainly acknowledge that.  In any survey there will be qualifications to the findings and there certainly will be in this one however I believe that the responses that we get will capture and reflect the views of consumers and providers in rural parts of the state.  But Greg do you want.
>> And I appreciate your comments and again the end of this process is not going to be a new agency, okay, so the budget was passed on April 1 of 2015, a few months ago, we had a Monumental charge to mull together public input we committed to do regional forums and we have to have a report to the governor and the legislature by December 31st.  This may not sound like an intense process but I can tell you it is a monumental task.  All that we are doing at this point getting public input which I agree the numbers of respondents that came in have been phenomenal to determine whether or not we want to move forward.  On January 1 of 2016 there's not going to be a budget proposal or language in the budget creating a new state agency that's not going to happen.  This is just to figure out whether or not we want to proceed with a process or not.  So the types of concerns that you raised you should be raising and others should as well because there needs to be much more in‑depth dialogue.  If we are going to move forward into figuring what the office is and what it looks like, the name is nothing set in stone it is exactly what you had mentioned there is an ad managers for community living so this is feasibility for an Office of Community Living it can be whatever we want it to be.  There is going to have to be a lot more in‑depth conversations on a whole variety of things before anything happens.  So your concern is well‑taken.
>> I just wanted to acknowledge again I'm Amy Seitzer for the North County Association for the visually impaired.  It's a tremendous and huge undertaking and research is remarkably hard and inherently challenging.  So thank you for doing it.  I was also really happen to see that Plattsburg was on the map because a lot of times our needs don't always get relayed in other parts of the state as a whole so thank you for that.  And do we get a teaser, there are nine forums.  What number is this.
>> This is number 2.
>> So how this is going to play out down the line do you have a sense, do we get to know what you guys get a feel where this is going, what direction based on your results?  
>> So it is but it's an easy answer.  We're going to travel 3,000 miles in the next week and a half, we're going to do 9 of these.  What Boston University and CADER are doing is providing us with the data and analysis.  We will put together as the legislation told us to do, the state Office for the Aging will create recommendations on whether it's feasible to move forward or not.  We will do that.  We will deliver that to the governor in the legislature and we'll see what happens so there's really no road map.  We are going to have everyone of these forums posted to our website as I mentioned I tried to pull it up.  If you Google NYSOFA we'll get to our website.  There is an additional, it's not really a survey but for each of the themes that was described today if there's something else you want to add or you think of something on the way home or over the weekend while you're having coffee tomorrow, you can go on and add that to it.  We didn't really know where this is going to go.  What's interesting about this process is it nobody believes that but it's true.  We'll see where it goes based on the data that comes back and the analysis.
>> Greg, the video from each session will also be posted right as well as the CART so what happens if you're interested in what other parts of the state have said and how it might be similar or different from your part of the state you can a long time but you can look at those videos or read the transcripts because they will be posted as well.
>> And just one plot for the VA you talk about OPWDD and elderly, the under 60 population but there's also the needy, underserved too because we're very rural.
>> Anybody else.
>> I'm John Foley North Country Center for Independence on Accessibility.  This has been going on something in the back of my head kept saying I've seen this before and it was a very long, long time ago.  Does anyone remember arm and hammer?  Does anyone remember his projects?  Those projects were to combine plus more the elderly and those with I think the word then was assistance and I think his project failed at some point in time.  I don't remember all of it but I'm sure when I get back on the computer will take a look at it but I believe this is the forerunner of what you folks are doing.
>> Anybody else?  Well I want to thank Scott and Rowan, Crystal Carter for helping us get this great place and being a host in Clinton County.  Our steering committee members Becky and Donna and really all of you for coming out because again we need to hear from folks on their ideas, feedback, et cetera, so stay involved, check out the website, provide additional commentary if you so desire.  But check back because this is again this is a tight process.  We're going to be wrapping up by the end of the year and then to your question we'll figure out where we go from there.  So the I thank you all for coming out today bearing with us with our technical difficulties and drive safe on your way home.  Thank you.  
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