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Please stand by for realtime captions.  

  

Thank you for holding. Your conference call will begin shortly. If you are a speaker on today's 

call, please hit star zero.Once again, thank you for holding. If you are a speaker on today's call, 

please hit star zero.Thank you for your patience.  

  

Thank you for waiting. Your conference call will begin shortly. Thank you for your patience. 

Once again, thank you for holding.  

  

Thank you for holding. Your conference call will begin shortly. If you are a speaker on today's 

call, please hit star zero.Once again, thank you for holding, your conference call will begin 

shortly. If you are a speaker on today's call, please head star zero.Thank you for your patience. 

  

Welcome to the P&A Advocacy to Influence State Compliance with New HCBS Set conference 

call. My name is Christine, and IMP operator for the call. At this time all participants are in a 

listen only mode. Later we will conduct a question and answer session. I will now turn the call 

over to Elizabeth, you may begin.  

  

Thank you for your patience. I know that we are starting 10 min. late, I apologize. We have had 

technical difficulties. And so without further ado, I want to explain that our speaker is Elizabeth 

Edwards. She was a longtime attorney at the North Carolina P&A and has recently, or maybe not 

so recently, but within the past year become an attorney at the national health Law program. And 

she, with that expertise, is going to be able to walk us through a presentation of why P&As are 

uniquely suited to do this type of work and some ways that you can mine existing P&A data to 

particularly influence a state's understanding of whether or not there HCBS settings are in 

compliance with. So, another speaker that we have here is that Martin. He is with NDRN and 

represents the payee technical assistance for our office and he is going to be speaking, briefly a 

little bit later, to talk about why it would be of importance to get your webpage up to date on 

what the new HCBS rules require as well. So, Elizabeth, if you are able to manipulate the slides, 

take it away. 

  

Okay, thank you, Elizabeth. Or, the other Elizabeth. Sorry, this is Elizabeth, too.Hello, 

everybody. Welcome to our little webinar today. We are going to talk about the HCBS 

regulations and a lot about transition plans that states are going to and how P&As are really well 

situated to have a lot of influence and be the authority of voice in saying whether or not those 

plans are good, bad, or what they should be doing. So, without further ado, let's get going since 

we are late.  

  

The brief overview of what we are talking about today is a really quick and fast review of what 

the HCBS regulations set, and then with the opportunity for public comment and transition plans 



is. And we are going to talk a little bit about how this is a really good Olmsted opportunity and 

how we can mine for the information and use that P&A knowledge to make impactful comments. 

On the transition plan. So, really quickly, the renewed Home and Community-Based Services 

reservations issued by CMS in January of this year and those revelations became effective on 

March 17 of this year. Although they are affected on March 17, all of the states have time to 

create transition plans and will have time to actually implement them as they go. Even though 

they are effect if, you can't really hold a state accountable for all of these pieces, yet. A key thing 

to remember is that this is only about home and community based programs under the 1915 (c) 

waivers and the 1915 (i) and 1915 (k) State plan options. We are not talking about your regular 

can you depict state plan Medicaid services like personal care or private duty nurses or any of 

those. It has to be under one of the waivers or state plan options. The important part here is that it 

is requiring all of the settings in which Home and Community-Based Services are provided . 

They must be community-based settings. There is no more of the peace for somebody can live in 

a facility that would not meet the community-based standards overseas services, somewhere else, 

and there is also no more of that, you can receive services in these segregated, congregate and a 

programs and that type of thing. It is really the opportunity for change.  

  

And, it is a little bit difficult because the new rules are not really specific about it can't be more 

than a four person group home and it has to have these specific features. It is much more focused 

on the experience of the individual and experience of the individual relative to other people who 

are not receiving Medicaid-based home and community-based services.  

  

A key feature, too, is that these regulations update the person centered planning process. A few 

other major topics that there are changes are the definitions of an individual's representative, how 

states can combine waivers and the duration, and also new compliance options for CMS. And, 

new public comment periods for substantive changes to a waiver or estate plan option. These are 

good things because it is a new way to update or a new way for states to either have to comply 

with waiver positions or for our community members to say, hey, we have this waiver but it is 

not really working right. And there were other changes to the 1915 (i) plan. So, the next couple 

of slides are really more here for placeholders or when you print this webinar out or save it, but I 

know that there have been previous webinars about what institutional settings mean under the 

new regulations. And so, I will just go through these really quickly and hopefully people are up 

to date on it. So, the regulations define institutional settings that excluded particular ones 

including nursing facilities, IMGs, ICFIDDs, hospitals and ones that are proven to have 

institutional qualities and CMS will apply heightened scrutiny to whether or not that is going to 

be okay. It didn't define community settings. And, if you find it as we said earlier in a broader 

way about how the person's experience goes in that setting but they must be integrated, the 

individual must have rights and then they must have the ability to select and make choices or in 

the day and during their activities. And it is not about how big it is, what it looks like, that type 

of thing. Characteristics of a setting can go toward whether or not it is institutional in nature. 

And there are specific obligations when a setting is provider owned or controlled and that is a list 

of things such as privacy requirements such as a key or ability to decorate a room or lease 

agreement, that type of thing. You also have to have, a big one is control of individual schedules, 

including access to food requirements, and I think a lot of providers are struggling with how to 

make that happen. Not all of the provider control conditions can be modified based on a person's 

own means and so there is a lot of, I guess, trepidation about how providers are going to use the 



modifications to not provide full community-based integration in those environments. So, if the 

provider wants to modify, that is something very much similar to what you see in institutions 

about treatment plans about how it must be supported by the person's needs and justified. A big 

one here is that they really must document what is intrusive methods have been tried before. 

And, they must be time-limited. So, the big thing that we are here to talk about today is the 

transition plan because this is how a state is going to tell the community and CMS how they are 

changing their current programs to be compliant with these regulations. Most states are going to 

have fairly significant changes to their programs because these new rules really have different 

requirements and then what were previously on provider settings, especially. But there are also 

big changes to person centered planning and the roles of choice for individuals. So, states almost 

submit a transition plan to CMS, outlining these changes. And all of these must be submitted by 

at least March 17, 2015. So, most things are in the process of developing them. And if a state has 

a current renewal for a waiver or state plan option that needs to be submitted, transition plans 

have to be submitted without. So, if estate says we have to have our waiver premium to January 

21, 2015, they are going to have to change those transition plan so that they might have a 

different transition time. Something else to remember is that 1915 (c) transition plans may be as 

long as the length of the waiver which can be five years. And that is actually somewhat of a good 

thing because that means that they can ask states to sort of push for more in their transition plan 

in terms of community integration because they can achieve that change over a longer period of 

time. So, I would not immediately object to a five-year transition plan. So, the public comment 

process. This is where P&As are going to have the boys and other community members will 

have a voice in whether or not these transition plans are appropriate and whether or not they are 

actually achieving the community integration method that the new activations are trying to push 

for. Similar to any other common., They have to issue to notices. The full plan must be available 

to the public in order for the public comment account. And, the state must actually show to CMS 

where the considered and modified plants account for public comment or if they failed to modify 

and why they don't modify it. So, very specific, and can actually cause CMS to say, well, why 

didn't you change it in the way that this was suggested? 

  

Can you hear me, Elizabeth? I just want to provide a little background on what we have seen so 

far from states that have had a waiver renewals or amendment renewals and have had to finish 

this plan with them. First, let this -- like Elizabeth said, when a state submit for its waiver 

renewal, they need to have a 30 day public comment period, and they just need to submit a plan 

related to that one waiver. However, within 120 days, we are supposed to have a plan for how 

they will transition all of the waiver programs in their state. And they would hopefully and need 

to do a 30 day comment period on this larger 120 day full transition plan. And so, from what we 

have seen of the six or seven plans that have come out, the first few have been very brief on 

details, of course, because they did not want to miss the waiver renewal deadline and basically 

submitted something to CMS that said, these are our existing HCBS, these are, you know, they 

might say, we will do a committee to look at it, or they might have said, we will use our regular 

survey and certification process over five years and look at all of these settings, and different 

states took different approaches. But, they definitely did not have enough details to actually 

allow a P&A or any stakeholder who was trying to comment to be able to say, well, I don't think 

this setting should be considered home and community-based, or I don't think that allow people 

to have a key to their room is going to be sufficient to meet the requirements of these regulations. 

There is nothing in the state plans to respond in that level of detail. As time has gone by, some of 



the plans have gotten a little more details. The reality is that CMS did not approve any plan that 

has been submitted by any state so far. They all have, of course, been able to keep their waivers. 

It is just that CMS has not been one way or another. They have not said, you know, we are 

canceling your waiver. But they certainly have not said this plan is sufficient. What we are told 

by the administration on individuals with intellectual and developmental disabilities, they have 

been meeting regularly with CMS and CMS tells them that they have been going back and forth 

with the states and providing them with advice on how to make their transition plans sufficient. 

But, when we have asked to see some of the comments that they have sent to other states or 

when we have asked if those comments are going to be shared with other states, they are saying 

no, because they want to stash their want the states to fill, fill talking with them and they don't 

want to be putting out any gardens. So, we are in limbo, as far as knowing when to CMS plans to 

ensure that CMS will get back to states and say whether something is appropriate. Probably have 

heard is that another transition plan and comment period will be required once states come out 

with a more transition plan. So, that is something that we will watch at the national level, but we 

would hope that you all would know this would not be your only chance to bite at the apple. That 

you can require your state to both give you time frames when it will be developing strategies for 

how they plan to get more specific and you should be able to have the 30 day comment period 

when that comes out. So, that is what we have heard so far. And if this is all new to you, then 

you need to get on the community integration must serve at the NDRN community integration 

must serve, and what you need to do is just contact anyone that you know I NDRN and will get 

you on that list serve because all of this kind of information has been sent out via that list serve. 

That is the best way to stay in touch as well as to be getting technical assistance from Elizabeth 

Edwards and myself. Okay, sorry about that, go ahead.  

  

That's fine. It is important to remember as Elizabeth stated that CMS is sort of holding onto these 

plans and these initial transition plans of states have submitted with waivers that need to be 

renewed are, as I sort of said, initial and not very sufficient or a more sufficient transition plan 

later. But, I think it is important to realize that CMS is sort of holding onto these plans and 

looking for more information and watching other transition plans come in and seeing what states 

are doing. And I think it is a prime time to submit information to CMS about, you know, sort of 

concerns about waivers or make sure that you are commenting on these transition plans to make 

sure that CMS has a more full picture of what is going on in the state. We all know from other 

experience with Medicaid issues what a state can present to CMS on paper is often not really 

how it is put in practice because it usually sounds much better on paper than it actually works. 

So, I think that what is interesting and key here is that there is not much time really to comment 

on 30 days. It is not like commenting is going to be time intensive, but it is something that you 

want to be able to already be prepared for on terms of the final transition plans so that when a 

transition plan is actually issued, you can use that time to really figure out what is insufficient 

about that particular plan and that sort of P&As can now take the time to understand what the 

rules are and identify the issues in their state that need to be changed because I think this is an 

issue that is best to not just be responsive on. It is that we need to be a little more proactive to 

make sure that the advocates know all of the problems in the state. It is our opportunity to really 

make these plans better and make these programs better. And so, on that note, I think that these 

transition plans in changing the Home and Community-Based Services program are really a great 

Olmsted opportunity. It is really a time where states are having to evaluate their Home and 

Community-Based Services program and having to evaluate them in terms of, to these meet the 



standards for community integration? And since those standards are sort of supposed to be [ 

Indiscernible ]-based or not clearly defined, this is an opportunity to push what community 

integration should look like in your state and how using these programs should work. So, it is a 

really valuable time to make that flash. One of the key pieces is that, as I mentioned earlier, some 

settings will be presumed to have institutional qualities and CMS is going to apply heightened 

scrutiny to those. And in that, CMS is specifically wanting to hear from third parties and 

stakeholders about whether or not these settings meet the requirements of a community-based 

setting. So, this is a really great opportunity to say, we really don't like these facilities and how 

they operate, and they have been sort of a problem child for us for a long time about whether or 

not we think this is really where people should live, and this is an opportunity to say, abuse is 

why these facilities are not good for community integration. I think most states have I on those 

facilities that don't really work the way that we want them to. I think the biggest piece. That 

these are long-term changes, not only may it take a long time together, because the transition 

plan may be up to five years I think that there is going to be longer lasting effect of once states 

make these transitions to being more community, they may become comfortable. But that level 

of community they have achieved is now sufficient for community integration and they may 

think it is a little bit more defensible about, well, this is fine. This is the goal we have reached 

Anne Reid made a lot of changes. If states are going to be making changes, we really want to 

push them and make sure that we are using the opportunity to say, this is what needs to change.  

  

And, this is an area where Elizabeth and I agree that I wanted to let people know that at the 

national level, when we talk about how, you know, what CMS is hoping advocates will do to 

influence plans, we have had several strokes from AIDD and CMS charger NDRN and say, well 

you know, it is the P&As who can get into the settings and it is the P&As who really have this 

information. So they are putting, I think, an undue amount of pressure, but pressure, the same. 

This is our opportunity to try to predict which of those settings your state may say, well, even 

though it is presumed to be institutional, it is in fact one in such a way that it is not, P&As should 

try to protect ahead of time when a state meet -- might try to claim that and also provide some 

specifics in their comments as to how you as a P&A understand investigations and assurances of 

what is person centered planning and what really is the community. If you, as a P&A, have come 

up with good strategies, visit be a good time to send them to CMS because one of the reasons 

they're holding onto plans and not approving anything as they are hoping to get a good idea from 

different plans that you submit and couple them altogether and maybe put out some guidance on 

it. So, we might be the one that can offer that. I notice a lot of pressure and not what we are paid 

to do but it is the message I am getting from the national level. Where are the P&As? They are 

the ones that have stakeholders , you know, we don't have the access and the tools to know 

where the good settings are. So, I will let Elizabeth continue on that note. 

  

I think that although it is a lot of pressure on the P&As choose to provide this information, the 

fact of the matter is that most P&As have it. It is sort of within the organization. And it may be in 

different places within the organization but monitoring advocates know what certain facilities are 

bad or that type of facility that is receiving Home and Community-Based Services but don't 

really fit the idea of community integration. And, the Medicaid advocates will know how the 

services aren't working or what is really working in the plan to make sure the person is in the 

community and is really stable in the community. So, the tran4-knowledge, it is just a matter of 

bringing it together. And identifying what needs to change. I think this is one of the things where 



we, or the P&As, or advocates in general say, we really don't like the way that these certain 

Home and Community-Based Services work and we think they could be better, well this is the 

opportunity for us to say why and how it can be better. So, I don't think it is a big ask but it is not 

all that work intensive because we already have the information. And, really, of the P&As are the 

experts and push for community integration and push for these programs to work and make sure 

that everybody is enjoying non-segregated living and day to day activities. So, really, P&As are 

the people. We are the ones who can do it. So, the last slide I went through in a broader sense, 

but, the P&As can really just mine information from within and gather it together to be able to 

make impactful, and, because the P&As have examples. They have real-life experiences from 

clients and things they have seen with their own monitoring and experiences. So you just move 

forward and find and identify that. So, what kind of information do we need to mine? As I talked 

about, we really want to look at the problems with the current Home and Community-Based 

Services program. What our existing issues? How does the program not comply with the new 

regulations? And what settings do you all know about that are not really going to be considered 

community? Do you have large congregate settings that are currently receiving Home and 

Community-Based Services to help support the living arrangements? Or even that they program 

activities? Because these rules apply not only to residential settings but they also apply to any 

setting in which Home and Community-Based Services are provided which includes state 

programs or other similar types of services. And, this is a time where the P&A can sit down and 

say, what do we really want our program to look like? How do we want this to work for people? 

How can we make sure that what is moved towards with this transition is what we think it should 

be? So, it is a big opportunity for change and we might as well push for what the P&A thinks is 

the best thing for that program. Especially if it is something that would be achievable. Over 

period of time. So, one of the things to really look for is examples. And, examples of settings, 

client experiences, examples of how person centered planning may not really work or how it may 

be inhibited either by the people doing the planning or the people involved. Look at casework 

and monitoring. So for example, how are the policies that are currently in place interpreted by 

facilities? For example, if there are resident rights, either in the state rules or in the policy 

manual for providers, that say, you know, a resident has a right to privacy, well, that looks very 

similar to the rights that are in the home and community-based standards for provider controlled 

and owned settings. But, what are the ways that those are interpreted by facilities in your state 

this say yes, you have a right to privacy, but what actually happens is individual privacy means 

they can sit in the living room or they can go and sit in the bedroom with the door open but 

somebody will check on them and they don't really have an actual opportunity for true privacy. 

They have a right to visitors but only from 2 PM to 2:10 PM and only these five people. So, 

really making sure what policies are currently not really interpreted the way that they should be 

to meet the standards. There are also standards about what kind of limitations may currently 

cause problems. Like, if the person that is supposed to be having control of their schedule, what 

if there is not sufficient staffing for a person to make the choices of their schedules if everybody 

else wants to go to the store and Bobby wants to stay home, there is not enough staff for Bobby 

to stay home and be staff as required. So there are other examples of that and examples from 

persons under planning. And another part is, what is really working right now? What are good 

things about the programs that shouldn't be changed or they should be expanded upon? And all 

of this is based on your own experience.  

  



And Elizabeth, I just want to add to that. One of the areas where in most of the plans that have 

come out, the states are saying, look, this is how our existing statutes and revelations full-service 

in good state. They are basically actual checklists on a site called HCBSAdvocacy.org which 

NDRN and others have put together to help with the tracking and on that site there is a check 

with that said, here are all of the requirements for person centered planning for conflicts, 

mitigation of complex for residential settings and you want to make sure that as a state, you have 

a policy on this. Well, states have taken that to heart, and that is basically what they are doing. 

They are saying, we are just making sure we have a policy on this. So it is the P&As who have 

the knowledge to say, yes, state policies are in place and the [ Indiscernible ] go look for them 

but this is how it falls short or this is what needs to be added to state statutes to make it more 

effective. So that is where you guys can really be helpful. Because right now, they are really just 

looking to make sure that you have some written policy and if you do, fine. Okay, go ahead, 

Elizabeth. Sorry. 

  

And that comes back to examples are the best way to show how something doesn't work. I think 

it is very difficult for people outside of this state to understand what you mean when you say the 

policy is ineffective. If you don't provide examples, they can't understand why it hasn't been 

effective so that is one thing to keep in mind as you identify problems. To explain how it doesn't 

work and how impacts a person's life. So, we talk a lot about all of the information lives in the 

P&A and it should not be hard to find it. So, how do we identify sources? It is going to be across 

the P&As. And P&As, I know, are structured in different ways. They may have teams, they may 

have issue areas, they may have funding source type teams. This path goes across all issue areas, 

from all job titles. It is not just really where a policy person can just go forward and say, okay, 

I'm going to read the comments on this transition plan like I write comments on other things. 

This really doesn't go across people who work on employment and facility monitoring and work 

on Medicaid and do a bunch of other things that are really kind of relevant because Home and 

Community-Based Services go across a person's life. And so, the work of the P&A kind of goes 

across a person's life and it is all kind of got to be relevant and it is important to gather a group to 

figure out how this needs to change. And I talked a little bit already about sort of the on the 

ground, the meeting the on the ground examples. So, what can the different types of advocates or 

subject areas, hardly relevant and what might they know? What I have done is try to think about 

my own experience what different knowledge groups may be able to contribute as a sort of 

hoping the initial part of the mining process. So everybody thinks, okay, this is a Medicaid 

program, it is all about Medicaid advocates. It is not really. It is all about -- Medicaid advocates 

can tell you what is wrong, the pieces that work directly with client either Medicaid appeals and 

other experiences. They can also identify what services are currently being used to help 

community integration and which ones may be insufficient or may have limitations that cause 

them to be insufficient. They know about the person centered planning process and how it may 

differ in actuality from what it looks like on paper right now and how a proposal on person 

centered planning may not really work, given the current atmosphere of how it works now. They 

are also familiar usually with the waiver document itself or state plan options. Now, for 1915 (c) 

waivers, there is a standardized application and they all look fairly similar. There are specific 

appendices that are relevant for you can find which services are provided and where they are 

allowed to be provided. So, that is appendix C. Estate plan options are more variable, but one 

more important thing to think about is that a lot of states use assessment tools to figure out what 

the person's need is and what services they will get but these assessment tools may not really 



look at the level of community integration that these new revelations demand, so that is 

something to look at as you are going to this. They advocate to monitor facilities, both 

institutional facilities in terms of your big state hospitals but also other facilities that the P&A 

may monitor, they have the knowledge to say, here are the settings that we have been into that 

don't really need standards and we may have people receiving services in them. But, they can 

also use their big state institution knowledge to be helpful in terms of how the policies are 

interpreted. For instance, the one about policy or one key factor is how will facilities settings try 

to change the conditions for provider controlled settings through the person's modification. 

Similar to how treatment plans are done in bigger institutions in terms of how we limit this 

person's right, it's got to be sort of similar, I think, and I think that that skill set or knowledge will 

be applicable. And the other thing is that they will know the current discharge rules for some of 

the settings that may be used. And discharge rules may be important because the new 

requirements for provider controlled on the settings require a leaf or similar residential 

agreement. So, [ Indiscernible ] advocates [ Indiscernible ]. Housing advocates who already 

know the minimum requirements of the lease agreement in the state or could know them very 

easily. And this is important because as I've said, the provider controlled setting has to have 

either a lease that meets the state standards about lease agreement or residential agreements that 

meets those same standards. So, housing advocates can explain the current projections, what are 

minimum eviction notice timelines in the state, and how residential agreements may have to 

change. And some states may have discharge planning rules that are in some ways more 

protective than the states eviction process, and so that is a choice about whether or not the P&A 

wants to advocate to keep the discharge planning rules or to say, no, the eviction process would 

be better for the residence. And whether or not the residential settings are going to try to use the 

lease agreement to create the shortest eviction time possible. So, if the state says that for a 

weeklong lease agreement, you only have to give a notice of one day, are they going to make 

their weeklong agreement that automatically renews and then they can give these eviction 

notices on a very short time period. So, some of these things, housing advocates can think about 

in terms of how it will work for a person. They can also give information about the right to 

decorate which is one of those provider controlled settings right that is supposed to match with 

the current standard for lease agreements. Employment advocates, I think that is really obvious 

in terms of what do the programs look like if they are prevocational planning. A lot of 

monitoring has gone on in the salted workshops in these may be programs currently funded by 

HCBS and so not only can they say here are the problems, but here is what implement should or 

could look like in the service programs. And then, I think there are some pieces of representative 

payee investigations that can be helpful and they think that Zach has information on this.  

  

Thank you. And this is Zach Martin from NDRN, and after we will have Cheryl Bates-Harris the 

can share ideas for people working in sheltered workshops. Or maybe not.  

  

This is Zach, and obviously I know the representative payee program but this goes all the way 

back to/16. Through here, Ashley if you have people monitoring sheltered workshops, there are 

people, maybe you, but people from your P&A who are spending the whole day in a sheltered, 

segregated setting, looking unemployment, interviewing the participants of the program. You 

know, kind of, essentially asking a lot of the same questions which have been put out here about 

the plans, what they want to do, their hopes and dreams. Same thing with the folks that are going 

in with the representative payee. They are explicitly looking at housing and employment. So, I 



guess my suggestion would be for those of you who, you know, are on the call, I think there is 

some good slides here, I think it was maybe slight 13, you know, as a way to e-mail this to her 

colleagues because there is a pretty good chance that you have a colleague right now who is in 

the community, and is probably noticing these things and has been noticing them this year. Now 

they have somebody, you know, that they can send within their own P&A. Send them an e-mail. 

You know, you would kind of people want , you, the participants on the call, obviously have a 

vested interest and tremendous amount of knowledge and we're not expecting everybody to have 

that same level of knowledge, but I think at least for the representative payee people, they do a 

pretty good job of noticing things on their out of whack and could probably help you spot some 

good examples but probably more often than not, examples that don't meet the same [ 

Indiscernible ]. 

  

Same thing with employment. We know that there are lots of people that are stuck in sheltered 

workshops. We know that in sheltered workshops, you will basically train there forever, and 

never again moved out into the community. So, there are lots of other options that are available 

that may require a referral to vocational rehabilitation or a referral to the Department of Labor 

workshops. There are lots of other programs and services that are out there but people don't 

know they exist. So, again, it is a question of letting them know what the alternatives are and 

what the other options are and on this specific topic, regarding sheltered workshops, we are 

going to be doing a webinar on August 19 to talk about how to get out of sheltered workshops 

and some of the other supports and services. So look for that on the NDRN page.  

  

And, as you are asking your colleagues to collect this information, remember, you don't have to 

wait for a specific comment period. CMS is trying to identify best practices now and so, 

whenever your colleague would have time to document some of the ways that policies and 

procedures are not following person centered practices and the goals of the rules, ask them to put 

it down now. You can ask them suit -- to send that information to your state or me, and if you 

don't know where to send it to, I can let you know. They can document this at any point and don't 

have to wait for a standard comment period.  

  

I think it is, there are going to be various people across the P&A who have this information and I 

think one of the ways to go about this in an organized, systematic way, and I know that people 

don't like big meetings, but if somebody can sort of percent, here is what it is supposed to look 

like as we move forward based on the new rules, what do we know that doesn't meet this? A sort 

of put out the all call or have a meeting about it to figure out, you know, who really knows and 

who is really interested in making this change so you can collect it and put it together in a way 

that is either available for you to use for the comment period or in certain situations, something 

that you can put together to send to CMS or make that comment without the comment period.  

  

So, I think this may sound like a lot of work or a lot of information. But, I want everybody to 

remember that P&As know this already and it is not about going out and getting it, it is not about 

doing a lot of heavy research, it is about asking questions and saying, what do we want to change 

and what do we know that is wrong and how can we show that as an example of what is wrong? 

As I said, it may be starting it with a big conversation with the right people in the room and a lot 

of that is going to be the on the ground advocates that can tell you how it works and then sort of 

breaking it into smaller pieces that are more manageable to say, this is an illustration of how this 



is working in practice and how it needs to change to meet the standards and how it really needs 

to change to meet the intent of the standards. These comments are not intended to a faulty 

dissertations on community integration. It is really, what is the problem, what is an example that 

illustrates the problem and how can it be solved and how can it be made to be integrated? Some 

things to remember as a general rule, remember it is valuable, it is really a big opportunity to 

push Olmsted forward. If we can push this as far as we can, it may sort of prevent us having to 

push the big rock at the hell but I feel like a lot of times we are doing for community integration 

to make that better. This is a big opportunity for change and is worth putting the effort in now to 

make big, solid comments, and advocacy to CMS, to make CMS help the state change. And, use 

this moment. Remember, it is not about estate planning services, it is just these waivers and state 

plan options. We are thinking about both, where people live and where they spend their day if 

the person is receiving community-based services there. And, that this is really the opportunity to 

make those facilities or residents that are institutional in nature and make sure that CMS knows 

this is not for people that are receiving Home and Community-Based Services should live. And, 

the biggest thing to remember is be specific. Just saying, this plan does not completely inshore 

community integration is not going to tell the state or CMS what is wrong. P&As are the ones 

who can help tell them exactly what is wrong and why it needs to be fixed. So, I would stay 

away from broad language about how it should be better. We really need to be specific about 

why it is not working. So, some quick resources. CMS has a webpage that has a lot of their 

resources on it. I have -- they have taken some of them down for unknown reasons but I think 

both Elizabeth and I saved them. And then, there are other ones, all of these resources are linked 

on the HCBS advocacy website, and found website is also trying to track the current transition 

plans that are out there, so you can see what other states are proposing and it is trying to track the 

deadlines of the waiver. There are specific person centered planning guidance that is available on 

the ACL website. It went across the listserv, the community integration listserv, but, it really was 

not that well publicized. And of course, we can always turn to NHelp and NDRN to provide help 

and guidance. They are focusing on this issue and trying to ensure that we are providing 

technical assistance and all of the different ways that we can think of. I have to admit I am a 

HCBS nerd and I really like this subject so I am always open for phone calls. We are also sort of 

thinking about how we can facilitate discussions within the P&A to make sure that the 

information is really getting gathered so that the level of knowledge that we have developed does 

not have to be developed in the P&A to have this [ Indiscernible ]. That is also an option for 

P&As to contact us and figure out how we can help them, because we are certainly going to be 

open to doing it and as I said we would be very interested. So, we did a Q&A couple of months 

ago on the regulations when they came out and there is an upcoming Q&A on this transition plan 

and how to make comments or how to mine for information. So we are planning a whole series 

of resources on Home and Community-Based Services topics and the transition issues. To help 

P&As as much as we can and make sure that we are pushing this topic in the right direction. So, 

some of those that we are planning our own person centered planning including some of the 

work enforcement issues and the role of the individual representatives and supporting the idea of 

self-determination and dependence. Looking at the assessment and acuity tools including how 

disparities come into play and how they are being used. The family provider issuing of quality 

and performance measures. And, we are certainly welcome to suggestions on issues that you all 

want more information about. So that we can maybe incorporate that into our larger plan. And as 

I said, we are certainly providing technical assistance on these issues including the actual 

transition and comment process of transition to planning. The two main people who are working 



on it are myself, Elizabeth Edwards and David Macklin in the DC office and their e-mails are 

there and welcome phone calls and are open to talking about this. 

  

Elizabeth, let me -- oh, go ahead. 

  

[ Pause ]  

  

Let me just jump in here along the lines of resources. For those states who are using the national 

core indicators, I think there is something like 21 states are at least 21 states who are using, 

maybe, in regional areas, national core and -- indicators. That group has gone through the role 

and identified, as you know, with core indicators, if you are one of those states, you'll get a 

report at the end of each year of the surveys that they have done and you can say, oh, it looks like 

in New Jersey, 31% of individuals say that they are not happy with their placement, whereas 

overall, among all of the 21 states with the national core indicators, it is only 10%. So, there must 

be something wrong in New Jersey. Well, that kind of data that you can get on an annual basis 

from the national core indicators, they have done a web sheet to show how the questions they ask 

what a line with the requirements of the rule. And, that is on the HCBS adequacy -- on the 

HCBSAdvocacy.org website. So for those states that are national core indicator testes, that 

would be a good thing to use. Also, we have heard from many states and that the DD directors 

are going to meetings and saying, we have no idea how to assess communities, we don't know 

how to define autonomy and we don't know how to capture person centered planning and no 

tools exist and until we get a firm tool from CMS, we cannot go forward. And, it is the P&As 

who can say, well, tools exist, here is the you can consult with or all of the other ways that 

Elizabeth just mentioned. You could also tell them that some states, like in Indiana, are actually 

saying that they leave the national core indicators as one of their ways of collecting information. 

So, don't let that statement come and don't let the state get away with that. Okay, Elizabeth, 

sorry.  

  

Have they come out in the spring of this year where states are supposed to update their quality 

assurance mechanisms for 1915 (c) waiters. And some of it reflects these new regulations. And, I 

don't have a link to it on this webinar but there will be a link to it in the question and answers 

that are coming out this month, I guess. 

  

[ Indiscernible ]  

  

And it is on that HCBSAdvocacy.org website as well.  

  

And, Elizabeth said something, one of the things to keep in mind is that these regulations are 

very individual base and about the individual experiences. So, one of the things that I think 

P&As should think about as they try to determine whether programs should look like is how to 

support an individual idea of community integration. I think that in some states, there is this idea 

in terms of the state Medicaid agency, the community integration means being with others and 

being with other people without disabilities and that may be involved [ Indiscernible ] or 

whatever the case may be. But I think that what should be taught about is how does an individual 

experience community integration? So they may not want to go volunteer for Meals on Wheels, 

they may want to feed ducks at the lake which includes being with other people without 



disabilities. And the other part is how to foster friendships and a sense of community that is the 

choice of a person with a disability. So, that type of thing, for instance, if you truly want to make 

a choice between going to a day program that is integrated in somewhere where they can still 

interact with their friends but have it integrated or sitting at home not doing an in, but trying to 

make sure that this works in a way is actually person centered as to what the individual wants. 

So, that is sort of a lot of information. I hope that this was helpful to people. We are sort of out of 

time. But if anybody wants to ask questions of me, I am certainly available to talk or help work 

through how we can go about making good comments. 

  

Enqueue.  

  

And you can also put some of your questions in the chat function. We will look at that after the 

fact and try to answer those for you. So, that is an option. 

  

Thank you, would you like to begin the audio portion of questions? Be my guest, please.  

  

Thank you, we will now begin the question and answer session. If you have a question, please 

press star one on your touchtone phone. To be removed from the queue, please press the pound 

sign or hash key.If you are using a speakerphone, pick up the handset first before pressing the 

numbers. Once again if you have a question, please press star one on your touchtone phone.Once 

again, if you have a question please press star then one on your touchtone phone. We have no 

further questions at this time. 

  

I think you did a great job, Elizabeth. Answer everyone's questions. Well, thank you both so 

much and I hope that now that you have found out that others from your representative payee 

program, your housing program and all of the different programs within your P&A, they can 

collect and learn about the HCBS revelations at HCBSAdvocacy.org or by calling Elizabeth or 

myself or just by sharing a link to this webcast which will be on the website within one week of 

the call. Thank you, everyone. Have a good afternoon.  

  

Thank you, and thank you, ladies and gentlemen. This concludes today's conference. Thank you 

for participating. You may now disconnect.  
   


