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NEIL ROMANO: Let me start off by saying that I appreciate you all taking the time to come on this -- what Anne called a pop-up meeting.  I really like that.  A pop-up council meeting.
We spent a bit of time, we're going to try to keep this short, but as long as you want to discuss it we certainly can.
Over the last about six, seven years, the council so you know has made its focus, not all of its programs but has made its focus medical.  We've done a lot of work in that.  It's been kind of almost an overriding theme for the council.
That did not, during a period of time as still are as many of you know, stop us from picking up different topics.
But what it did do, it gave Congress, it gave people in the community, and it gave the council a certain amount of focus saying this is what we're going to work on, this is the umbrella we're going to work under.
Well, in recent conversation with Anne, Anne I appreciate you working on this and working with me and talking about it, we're at a particular inflection point where we're working on a new strategic plan for NCD.  What are we going to do in the future?  How are we going to keep moving along?
And we felt that it's time to kind of change the theme, not that we're going to change any of the practices or anything we do, but as you know, all of the medical stuff is all kind of connected so whenever we've had a project, we can add something about it, that had something to do with the medical significance of what we're talking about here at the council, we did.
Once again, this made us a little bit -- people understood us a little bit better in terms of some of those things.
Sometimes, you look at projects, as we all know and they're life all over the place, not ours, just generally.  People say well what's NCD doing?
But that theme helped us.
Anne and I sat down and talked about the fact that in the present environment, in the present economic, political, disability environment, one of the things that we think should be a shift for us and we should consider shifting as a theme is to talk about making our theme how to make Americans with disabilities, how to get them into the middle class.  A simple statement of -- we're tired of just supports.
We're tired of just incremental programs.  What can we do, collectively, to get people with disabilities into the middle class?  Frankly, I thought it was a genius idea on the part of Anne, give her the credit for that.
But as we thought about it more and more, we realized there's very little that doesn't fit under that.
And it just gives us an opportunity to say, when people say well, what's the NCD working on?
Well, we have many, many projects we work on.
But we have a theme to talk to the American people about.
And I think that's really important.
We had started right before COVID, when I was chairman.  We worked on a thing called a bioethics series, and that wound up being extremely important, what we informed regarding COVID, and then it informed the dental programs, and then it informed everything else that our former chair Andres really solidified and did beautifully, putting that together.
So I just wanted to ask the council:  What are your thoughts on putting a new umbrella up?  Just from the point of view, I want everyone to understand clearly, just as it didn't during medical, it didn't change anything in terms of other ideas and things that people brought to the council, what it does is just as I said, it keeps us focused.
When we do projects next year, for instance, if you're thinking in that zone, you're thinking around what can we do?  What are the things, making ABLE accounts better, what are the subject matter is in that area, we want to be able to keep it in some kind of an agenda and I believe that as chairman, I could just do it.
We could just move along that way, but I would rather ask you all, because I respect you all very much, and I want to take a few your minutes and say what do you think of that idea?  Does anybody have any thoughts?  I think that we need to make a positive statement, that people with disabilities, we have to fight to A. get them out of poverty.  We have to fight in every aspect of what we work on, everything.  By the way, that does include medical.
And I think that that's what we're trying to say here, that we're not accepting the fact that people with disabilities just get transfer payments or whatever it is.  It's not enough.
We have to figure out how to give them their full rights as Americans.
So that's the thought, and I just wanted to bounce that off of you and see what your thoughts are.
BRIAN PATCHETT: So Mr. Chair, this is Brian.  I like the idea.  I like the idea of saying middle class.  That sounds greatly.  I guess my question is how do we define that?
Are we just going to leave that more loose?  It's almost like saying the American dream or something.
But how do we be more specific about what does that mean to be in the middle class?
NEIL ROMANO: Brian, that's a really, really great question.
And I spent a good deal of time talking to groups and individuals, the last few weeks.  And yes, I think what we're talking about is it's aspirational.  The concept is it's aspirational, and the middle class is defined for me in this particular instance as not poverty.
How do we move people into -- I want people to think of people with disabilities as valuable people who are producing and part of society, and thus we want to get them there.
Even more so.  Even more than they are today.  So however one defines middle class in their mind, I think that we will leave it, I would like to leave it loose, because it gives the council a lot more leeway to have our conversations and consider the projects we're going to do.
BRIAN PATCHETT: I think that's good.  I like this, because I like the idea of moving out of poverty.  That part makes a lot of sense and middle class is kind of like that's the dream.
So I just want to make sure we had a clear understanding of what we were saying when we were saying it.
So thank you.
NEIL ROMANO: You're right.  Middle class, mainstream, but mainstream I tried the word mainstream a couple of times with PR groups, and they didn't like the word mainstream at all.  It's like what do you mean, we're not mainstream?
BRIAN PATCHETT: I got it.  A lot of us, it's a term a lot of us went through in school, we're mainstreaming people who were visually impaired and what did that really mean?  Middle class is a little bit better defined, your living conditions are not poverty.  That's a good way to put that.
NEIL ROMANO: Anyone else?
KIMBERLY HILL RIDLEY: Can I jump in?  This is Kimberly.  I love this.  The one thing --
(Interruption)
KIMBERLY HILL RIDLEY: Sorry --
NEIL ROMANO: We're good -- I love this, Kim.
KIMBERLY HILL RIDLEY: There was some background or something.  I wasn't sure if it was me or not.  So as one of the newer -- I can't say I'm the newest member anymore, to me, we do a lot of work in my office on employment for people with disabilities, and if we aren't really hyper-focusing on that aspect, and all the things that go with it like housing and home care and transportation because people can't work without any of those, we're not going to be able to accomplish this goal and you know NCD has done so much work in that space, but much of that was before my time here.
So just wondering how much we can kind of loop back to the work that we've done and continue to build off that.
And I know we've already looked at some of our priorities for the coming year, but maybe looking at some of the things for employment and add a little bit of that to our to-do list in the somewhat near future.
How else do we get people out of poverty if they're not working?  And there's an expectation, yes.  You have a disability, but, yes, you're also going to work.
NEIL ROMANO: That's exactly the point, Kim.
KIMBERLY HILL RIDLEY: With supports and services if need be.
NEIL ROMANO: Absolutely.
But your point is exactly the point.  How do we take some of the great work we've done in the past and how do we move some of that forward?  How do we refresh that paper in some places and bring it back up to where we are right now?
I kind of feel like -- I think we all feel we're at something of an inflection point with people with disabilities and where they're going to be as we look at things like AI and we look at various new employment programs and things that are happening, and we have to be able to look at some of the work we've done and A, you know, bring it back to the fore, but also to bring it -- five years in American history is a long time.  It means a lot, and we have to look at that, to say how do we move that?
But the point is as you're saying very clearly, I'm glad that you both are on board, but the point is that doing this will give us the opportunity to do all of that.  And for us, as a group to have a conversation on how to do that, which is important.  How do we do it?
And so, you know, we have Joy working on nursing home care right now.  How does that reflect on the issue of getting them out of poverty?  How does that relate to that?
Well, there's a huge statement to be made.
Nursing institutions, I'm sorry Joy wherever you are.
But anyway, yeah.  That's exactly what we're talking about.
KIMBERLY HILL RIDLEY: It's such a super easy link.  If you are living in a nursing facility, you're probably not working.  And you've got three or four major steps to take to get yourself to the point where getting a job is on your list of things to do.
NEIL ROMANO: Yeah.
SASCHA BITTNER: And so I just wanted to add something.  I think it's a wonderful idea, and I've been thinking about things that I'm passionate about, whether it's home care, whether it's medical care, whether it's also barriers to secondary education.
And if you don't have a secondary education, it's really difficult for you to get a job.  So I was thinking about we could tie it in there.
And, of course, home care.  If you don't have access to home care, if you have to travel, that's going to be a problem.  And even medical care itself, I think it's a really good idea if it can be unifying, unifying across different political spheres, across different advocacy networks, I like that idea.
And I say we go for it!
NEIL ROMANO: Thank you, you know, Sascha you're one of the people when this first came to mind, you're one of the people that immediately I thought of, because you've expressed to me on a couple of occasions your passion about the medical portion and I just wanted you to know, I wanted everyone to know none of that is going to stop.  It's just the going to be the way we put that emphasis.
SASCHA BITTNER: Yeah.
NEIL ROMANO: There can be medical as it relates to how people get their care and how that reflects on their ability to get out of poverty.
SASCHA BITTNER: I know amongst some circles, we talk about healthcare as being one of these things that keeps disabled people in poverty if you have to pay for stuff.  And some stuff about the cost of disability, well, because we may need more stuff, I think it makes sense to keep it all looped in.
NEIL ROMANO: Thank you, Sascha.  Anybody else?
ANNE SOMMERS McINTOSH: Neil, may I jump in here for just a moment?
NEIL ROMANO: Absolutely.
ANNE SOMMERS McINTOSH: One of the things we talked about which I think dovetails really nice with what Kim and Sascha were saying, is that the framework of the former model we were using with the health equity was health as a prerequisite to all the other areas of community living.
So if you don't have your health, you can't very well do all of these other things.
So how do we create equitable healthcare to achieve that end?
And I think here the framework, we keep going back to the question of what federal policies are acting as barriers to the point that Sascha was making, to the middle class, because some of them are the policies that are already there, they need to go away in order for people to move into the middle class.
And in other instances, it's a case of what affirmative policies are needed to move people from poverty to the middle class?
So it's just like a different way of articulating the mission, which is unchanged, of the agency, to improve the lives of people with disabilities.
NEIL ROMANO: And when you first brought this forward, Anne, I want to give you all the credit on that, that's exactly what triggered it:  There's nothing that this can't touch; there's nothing that we can't put under this umbrella, but to have some kind of a unifying theme.
I'm looking to find ways.  You know, I have a lot of different groups call me about a lot of different things, even before I was acting chair, and, you know, trying to get them to all understand that they're really working on some of the same things in different ways, becomes very important, and I think that's one of the reasons why I thought this was a particularly good idea, and I wanted to bring it to you.
Anybody else?
(Pause)
Well, if nobody has anything else to say, I just wanted to -- the screen is turning different colors.
Does anybody else have anything else to say?  I just wanted -- I really wanted to give you an alert on this, because this is going to kind of have a real overriding thing, and you're going to hear about this theme again, and again, and again, and I wanted to make sure that the council understood why we were doing it, and understood that it doesn't really change -- well, it changes some things, but it gives us a new kind of a look, and I wanted to make sure everyone understood that.
SASCHA BITTNER: A logistical question, do we need to take a vote on this?
NEIL ROMANO: No but you could second, anyway!
SASCHA BITTNER: I second!  I think wanted to make sure.
NEIL ROMANO: Anyone else?
(Overlapping Speakers)
BRIAN PATCHETT: This is Brian.  I was going to ask, you talked about voting on it.  Is this something we want to turn into part of our vision or mission at some point, so it is something --
NEIL ROMANO: This is -- yeah this is something that we're going to be talking about strategically in our strategic plan for the future, and, you know, the strategy of what we're going to be doing going forward.  That's a formal thing, but for me, the most important part of this honestly was to get your opinions.  I just wanted to make sure no one was like hey, don't do that!
BRIAN PATCHETT: I think it's a good idea.  I like the idea.  So sounds good.
NEIL ROMANO: Anybody else?  Hoskie, anybody else?
HOSKIE BENALLY JR.: Neil, this is Hoskie.
NEIL ROMANO: Yes, sir.
HOSKIE BENALLY JR.: We have all these laws and how people cannot be discriminated against because of their disability, and if you provide reasonable accommodations, that will give them the ability to do their job.
And I'm saying this, because I see this come up in my area with the Navajo Nation is that, although you have the federal mandates in place for hiring, and saying that you can't discriminate, how do we know they're not doing that?  And my thought is, with our government, is if you receive federal dollars or you receive tribal dollars, and I may be way out in left field, but I think if there's a mandate saying if you receive federal dollars, a certain percentage of your workforce should be people with disabilities.  I don't know what that percentage is, but for them to look at that and report it back saying that we hired somebody because of a legal mandate that we're supposed to have people and promoting people with disabilities to work here.
To me, that's the only way it's going to work.
Otherwise, I think we don't really know what's happening out there, especially in the area of federal dollars.  I can see if it's a private company, and they still followed the law, but maybe there's some other ways to do that.  That's just my thought is there's nothing.  If somebody receives HUD dollars, then they should say, okay, 5% of your workforce, 1%, 2%, should be people with disabilities.
That's my thought.
But I'm not sure if I'm way out in left field or not.
NEIL ROMANO: I think you're way out in left field, but one of the things that we need to focus on -- I mean, the American people should be treated equally and evenly and what does that mean with federal dollars?  It means those dollars should be used equally and evenly across, everybody.
But one of the things that we know -- one of the problems in that, Hoskie, is that we don't know what the states are doing.  We don't know what individual companies do.
There's a lot of different places that create problems.
But we know in looking at something like this, for instance, we know there are so many barriers that are actually in place because of government mandates.  How do we do some of that?  How do we make some of that work to get people?
But every idea, these are the kinds of ideas that can be -- we had these conversations with OFCCP and how that might work and how we might -- they might do that.
And so the fact of the matter is, I think everyone here believes that dollars should be met in a fashion across the United States that I think any nation that plans on going on should take care of the people that need care the most, and that we figure out how to do that.
So I mean, you're not way out in left field.  You're talking about an idea that's been talked about quite a bit.  How that happens that becomes where we talk.
But certainly, changing the focus of NCD a little bit to make it more about employment, to make it more about getting people out of poverty into the middle class, raises some of those questions fundamentally within the framework of the entire federal government, and the state.
How are they meting their dollars out fairly?  Are they meting them out where they're supposed to be?
All of that can be part of the conversation.
Anybody else?
Anne, do we have anybody else online?
ANNE SOMMERS McINTOSH: We do not.  I don't think Theo was able to join -- in fact, he was able to join so I think he's here.  Perhaps he has something to say.  Theo?
THEO BRADDY: I've been here for a while listening and I haven't heard anything that interfered with what my beliefs are so the only question that I have is how do we make Neil's appointment as chairman permanent instead of interim?
NEIL ROMANO: That's not a good question, because you've got to start off talking to my wife about that one.
THEO BRADDY: I love what you're doing.
NEIL ROMANO: I promised you all it would be a short meeting.  I thank you all for your comments.  I think I take away from this the sense that moving in this direction is okay with the council.  I think as we move forward and we start framing this up a little bit, we'll have another meeting, take a look at it, so where we're going.
And I'm very, very pleased that you agree.  I want to once again thank Anne for her input on this.  It was a revelation, because it probably comes partially from me complaining about this, too many subjects to deal with in disability, I can't deal with them all.
And I appreciate -- I really deeply appreciate all of your time, and you guys taking time in the middle of your day.
Thank you all very much.
And I am going to call an end to this meeting.
SASCHA BITTNER: Thank you, Neil.
KIMBERLY HILL RIDLEY: Thank you.
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