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Hello everyone. I'm Chris Liuzzo. I'm a consultant to the New York Alliance on
Inclusion and Innovation, and this is another webinar in our series on shared living,
which is funded by a grant from the New York State Council on Developmental
Disabilities. Today I'm joined by two dads of young men with intellectual
developmental disabilities. One is Kurt Mccinton, whose son's name is Nick, and one
is Paul Egan, whose son's name is Ryan. I was introduced to both of these gentlemen
by Hank Lobb, who's also here on the call. Hank Lobb is a master housing navigator.
So, Paul, I'd like to start with you. Now, Ryan does not live in a shared living
situation, but we think your story has things in it that other family members would
like to hear. So would you just tell us a little bit about Ryan, his support needs and
his living situation? Sure. So.

Speaker 2: { 0:58 }

Ryan has a variety of developmental disabilities. He has cerebral palsy, I think a little
bit of autism, not nothing too big there. Definitely dealt developmental delays. So
he's he's a guy that really requires support pretty much 24/7. We would not leave him
alone in the house at anytime. So we were concerned with what Ryan's a life would
be as we got older. And so we with Hanks help actually help set up a home that is
staffed and funded using self-directed services. So what we found was that by using
self-directed services and combining the plans of more than one individual, and we
think 3 is sort of ideal, you can cover all the costs of staff, other costs like utilities
and lawn care and all those things to manage the whole costs of the house running.
And we set that up.

{1:57

Let's see, we they moved in in 19/20/19. We've been running now for five years and
it's been very successful. We, we've, we have three guys in there and they, they all
live well together and they have a great time when they're there.

Speaker 1: { 2:12 }

You say that Ryan has pretty much 24/7 support needs. What one of those supports
look like? Are there chip staff there? Are they there all the time? Tell us a little bit
what not what that looks.

Speaker 2: { 2:22 }

Like so we have, we, we actually have a fairly complex schedule because we have
the three guys. We do try to do as as much one-on-one during the day as we can to fit
in the plans for the guys because they each have individual things that they like to
do. And then we'll have probably a single staff from say 4 in the afternoon to maybe
9:00 in the morning. And that staff will be on a three to one basis and they will cover
all three guys for that time period. So it's that sharing of staff that really allows the
the budgets to cover all the costs.
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{2:59 )
So for Ryan, he can't prepare food. He really can't get dressed by himself. So the
staff for him is preparing meals. And frankly, he needs a little help and
encouragement to eat the meals. It's getting him ready for bed, getting him in bed,
getting him bathed in the morning, getting him dressed in the morning. I'm sort of all
those things. And then, you know, during the day, as I said, he has things he loves to
do. He loves to go out in the community and meet people. So we'll have someone on
one time most days during the day where the staff will take them out and they'll go
do whatever fun things they decide to do that day.

Speaker 1: { 3:40 }

So even though there are three guys living together, when you combine their
resources, there's a there's a fair amount of time that you're able to more or less
individualize at least people's day routines.

Speaker 2: { 3:50 }
Yes, yeah, definitely.

£3:52}

We've we found, you know, as I said it, you know, there's a 16 hours of the day
maybe pretty close to is, is one-on-one time and we always have a staff at night. In
our situation the staff can sleep, the guys all pretty much sleep overnight and there's
a separate lower pay rate for that, but they actually get paid for sleeping. So that's a
pretty good deal as well.

Speaker 1: { 4:13 }
A sleep in person so that person has their own bedroom somewhere.

Speaker 2: { 4:18 }

Yes, yeah. We assumed if we were going to have three guys in there, we would need
a four bedroom house. And so that's what we have. And we have one bedroom that is
set aside specifically for the staff and the other guys each have their own.

Speaker 1: { 4:30 }

I know that you have done quite a bit of thinking about, as all families do, what
happens when I'm gone. You've taken some steps to address that question. You tell us
a bit about that.

Speaker 2: { 4:43 }

Yeah, sure. So, yeah, I mean, that was the primary motivation for everything we did
in this case. But the one thing that we felt was missing was a higher or overall
management thing.

£4:56}
Who schedules the staft, for example, who submits the reimbursements for things
like utilities and those kind of things? Who pays those bills? How do you combine
the money from the three plans to pay a utility bill, for example? Our solution was to
create some sort of organization that could do that. We founded a non profit. It's
called the home of my own and the goal is really to, to help families who would like
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to do this model, do the planning and everything. And then as well we, we would
like to kind of take over those management duties. So the way it works for us now is
sticking with the utility bill. A home of my own will pay the utility bill. We collect
rent from the guys, we'll then pay the utility bill and then we will submit those bills
to Springbrook and Springbrook reimburses 1/3 from each of the plans back to us.

{5:52}

So it's really the administrative part of it we cover, and that would still be something
that someone would have to do. So this way we've taken a step to getting, you know,
the parents the ability to step back a little bit and know that everything will work
when they're not able to help anymore.

Speaker 1: { 6:11 }
So just for families in other parts of the state, Springbrook is your fiscal
intermediary.

Speaker 2: { 6:17 }
Yes.

Speaker 1: { 6:18 }

And your the organization you've created is called A Home of My Own and it has a
If other families are interested in it, they can find it on on the web, they can Google
it.

Speaker 2: { 6:28 }
Yeah, we are at a home of my own ny.org.

Speaker 1: { 6:32 }
Thank you. Just in closing with you, Paul, any struggles or barriers that you had to
overcome or still standing in your way or in Ryan's way?

Speaker 2: { 6:45 }
There's a few things. There are regulation type things like the the requirement for
staff to be on CDPA when they give medications, but not on self direction.

{6:58 )

Those kind of things make it, they just make life harder for the staff and they're
really unnecessary. And then the other thing that I would would say is in our
situation, our biggest challenge week to week is really staff. We have over a dozen
staff assigned at the house and we still have to scramble sometimes when people are
out. We need to get coverage, we need that. So that's probably the biggest sort of
overall management piece that we have to do is making sure that there's a schedule
that works every week and making sure that when things change, staff leave or staff
call in sick, that we can get the coverage we need to make sure that everybody's
taken care of. So that's just the the thing I would always say to families is make sure
that you're really looking at hiring as many staff as almost as you can to to make sure
that you have people that cover.

{7:51}
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Ideally you want to have a few full time staff that are your core staff, but a lot of part
time staff is good because we we want to try to avoid overtime. So when someone
has to work extra hours because someone else is out, those part time staff can do that
without charging overtime, which you know is a hit to the budget more than we
want. So kind of a lot of maybe I went into that a little too much, but but staffing is
probably the biggest administrative task that we have.

Speaker 1: { 8:20 }

Thank you, Kurt. Let's turn to you now. Nick does live in a shared living situation, so
just as Paul just did, can you tell us a little bit about Nick and his support needs and
how is it he came to live where he does and with whom he does?

Speaker 3: { 8:35 }

I think his support needs are very similar to Paul's on complete support and his
roommate as well. His roommate can do a little bit more for himself. They're both in
a wheelchair and they've when my oldest went to college, my Nick's my youngest,
he started asking when he was going to move out. We just didn't think it was going to
be possible.

(8:57 )

You know, obviously as parents, you think no one else can do this, but a house kind
of came up for sale very close to mine, so we bought it, went through the process the
whole time, still thinking wasn't going to work. Two years later, they're both so
happy over there that and we still can't believe it, but they're almost every need.
Yeah, he's fed, he's bathed. He's clothed and John needs almost all the same help.
John can feed himself but the needs are are very similar and with the right people.
Apparently my wife and I are replaceable.

Speaker 1: { 9:43 }
So tell us about what what, what does it look like? Where, where he lives? Where
Nick lives.

Speaker 3: { 9:49 }
He's in a regular neighborhood, you know. I'm not sure exactly what you mean by
what does it look like.

Speaker 1: { 9:56 }
Now, if you walk in there, who's there? His roommate.

{9:59 }
His roommate, generally.

Speaker 3: { 10:00 }
Have it's one staff, it's 2:00 to 1:00 and we have a living caregiver who covers from
11:00 PM to 7:00 AM every night of the week. And you walk in and you know the
Staffs show up at 7, they start getting these guys up and ready. It's a nice house. It's
the state helped me considerably with a tracking system and a vertical platform lift to
get in through the garage. I have it ramped on the other entrances and it's a it's
actually a very nice house and a nice area.
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Speaker 1: { 10:39 }
How is it you came to a live in caregiver situation? What brought you down that
road?

Speaker 3: { 10:46 }
Well we've looked that was our plan all along and if we didn't do that we were going
to have to bring in a third individual and have 3 to one to cover the budget.

£10:57 }

But we ended up one of our workers had a housing issue about 3 months before we
were going to open our house. So I told her she could move into the house for free
while she was in her crisis. And she started thinking about it and she sort of
volunteered to, or maybe we talked her into being our live in caregiver. And she did
it for two years. And she, another staff that was in there actually saw all the benefits
of being a live in caregiver in play and she became very interested in it. So we had a
real smooth transition right there and the other staff is still with us, but I'm constantly
looking for the next one.

Speaker 1: { 11:53 }

So it's a I've heard this story a few more than a few times over the years where a
person finds their family, finds their initial living caregiver almost by serendipity. It
just something happens and in your case it was somebody's needs a house and why
don't we just play together? But then someone else sees that you get and you have
some stability. The person's with you for two years and then she moves on. But
somebody else is there says, hey, this looks like a pretty. I like this. I like the guys, |
like the arrangement. I see what it did for the person who left. I'll slide in.

Speaker 3: { 12:33 }
Yep.

Speaker 1: { 12:35 }
And what would you say the the second person what, what were the benefits that that
person saw which appealed to it? Was it a woman appealed to?

Speaker 3: { 12:44 }
Her, it was a, it was a young lady and it was, well, obviously all the wages you make
are your own. Your bills are all covered, Your rent's covered.

£12:56 )

You've got a grocery stipend, your utilities are covered. I mean, you are responsible
to be there every night, 11 to 7, which is a big deal. And I, and I try not to downplay
that because I don't want someone to move in and be shocked. I try to let whenever
they need a night off that you know, or go away even for a week, I go over and sleep
there. And it's convenient that I'm right across the street. But obviously this isn't
something that's going to be able to last forever. So finding someone to fill that void
will be a challenge as we move on. But I've already had staff that would already talk
say that they'd consider it.
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Speaker 1: { 13:40 }
You know, when you first started your story, you said two things that grabbed my
attention. One was you and your wife thinking nobody, you know, we're, we're
irreplaceable. Who, how are we going to do this? No one else can do it.

{13:55}
And you also said that Nick and John are very happy with their situation. I don't
know. Could you expand on either one of those or both of those just a bit?

Speaker 3: { 14:08 }

Well, you know, as a parent and you look at all you go through and it's, it is, it's a lot.
And you think that I started thinking to myself, all right, all these group homes are
being able to do it with staff and I'll have a little oversight over it. But I still, I was
just weeding out to both of us. I believed, didn't think this would work. And as we
got in there and we got everybody trained and we went day after day and night after
night without them needing us, we actually kind of were shocked, honestly.

Speaker 1: { 14:44 }
And again, | want to just reinforce that in both your situations, Pauls and yours, both
of your sons have pretty intense support needs. And here you are making it.

{14:56}

In both cases they look different, a bit different, but they're both very small
situations, Two people, three people, and you are able to find and put the resources
together and make it work. Although in both your cases you are also contributing, if
not financially, you're contributing with your time when somebody's not there. Paul,
you're running the management corporation, so you've got skin in the game, but it's
working for both of your sons and they both seem to be enjoying the lifestyles that
they're living.

Speaker 2: { 15:33 }
Yeah, [ would say absolutely. I mean, it's all the guys in in Ryan's place are, are just
really happy there.

£15:44

We, we've, you know, been able to find folks that were, you know, really ready to
move out as well, you know, either from family situations or just because they were
really feeling like, you know, kind of like Kurt's son, where he, you know, they, they,
they felt it was time for them to move out. And so our guys, all three of them do
really well at that place. It's, it's really great to see. I understand exactly what Kurt
was saying is that you kind of don't believe it's going to work, but then when it does
it's, it's just a really pleasant surprise.

Speaker 1: { 16:24 }

Hey, Hank, we're approaching the end of our time, but you assisted a lot, I think in in
putting both of these situations together and you work for Springbrook. Any closing
thoughts or comments that you'd like to add to here?

Speaker 4: { 16:38 }
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Yeah, there are a couple points I'd like to make. You know, first and foremost, I think
what this shows is that you know when you when you go down the road of self
direction and take a look at what supports it can.

Speaker 2: { 16:52 }
Provide it it.

Speaker 4: { 16:53 }

It's a really beneficial to the person and as Paul was talking about with Ryan, you
know, moving in in 2019, but you know, before that, I don't know how many years,
but it was several years of planning on his part. Our part same thing with Kurt and
and what that planning does is it gives you a great finished product. So there's
always bumps in the road, but you know, when you when you plan it out well and
you take a look at it, it, you really get a great individualized person centered model
that 1s works really well for for the person that is supporting. And I think also too,
you know, we highlighted, you know, some of the responsibilities that Kurt and Paul
still take part in, But I also want to highlight, you know, some of the freedom as
parents.

{17:50 }

It's it's given them and and maybe touch base like a quick 30 seconds from each of
them to kind of highlight like what they've been able to do, you know, you know,
since since the move and and and and whatnot.

Speaker 1: { 18:06 }

I'm glad you brought that up, Hank. So why don't we have that, Why don't we close
with that with from each of you just about how it's impacted you personally is why
don't we start with you, Kurt?

Speaker 3: { 18:16 }

Well, my wife and I used to have to tag out every time one of us wanted to go do
something. She wanted to go exercise. OK, I'm here. And now we have this weird
freedom almost. We've actually gone on a vacation together. We don't have to tell
each other when we're running to the store every moment. It's just, it's incredible, the
freedom. So it's, yeah, this isn't just for the guys, Something for the families as well.

Speaker 1: { 18:44 }
Yeah, that's great. Paul, How about you?

Speaker 2: { 18:47 }

Yeah, [ mean, the Kurt said it well, I mean, there there's just a lot of, you know,
planning even before Ryan moved in his house, we had a lot of staff coming and
taking him out during the day. But there was always still, you know, a lot of, you
know, care that had to go into Ryan when he was here. And you know, best thing is
that might you know, we have our weeks. We can we can do what we you know,
what, what we would like to do sometimes. And as Kurt said, you know, we've done
some little vacations away and that kind of stuff, things that, you know, we're not,
we're not always planning a vacation for us. And Ryan, you know, we have have
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time to go do those things for ourselves and that's really great.

Speaker 1: { 19:41 }
That's wonderful. Well, that brings us to a close. Paul, Kirk, Hank, thank you very,
very much. And that's the end of this webinar on when not just shared living.

--- End of transcript ---
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