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Hello everyone. My name is Chris Liuzzo. I'm a consultant to the New York Alliance
for the Inclusion and Innovation and this is another in a series of webinars on the
subject of shared living, which is sponsored by the New York Alliance. Today I am
joined by two colleagues, John Mulpy, who in New York is pretty much known as all
things housing and he is the Co director of the New York Housing Resource Center,
which is housed in at the New York Alliance. And he is the parent of several
children, one of whom Andrew has been in a shared living situation for some time.

£0:45}

I'm also joined by Peturu and Boge, who is currently the Vice President for Learning
and Development for CCANY, which is part of the CCO where he is leading a major
person centered engagement initiative. But Buturu has a long history before being in
the role he's in now. So I'm joining very much glad to be here with with John and
Veturu. So, John, I'm going to just begin with you, if you don't mind, and just if you
would describe briefly Andrew's living situation.

Speaker 2: { 1:26 }

Sure. So I guess we started working on this getting on for 30 years ago, of how to
find a living situation that was less institutionalized than the kinds of options that
were available at that time.

{1:42}

Through the certified system And working with some other families and working
with some encouragement from people within the state system, we were able to put
together a house that was eventually owned by the men themselves beginning in the
fall of 1999. So getting on for 25 years ago, there are three fellows. They've been
together ever since. When they started, they were in their 20s and the oldest is now
56, I think. And they have become a family. And some of the elements that help to
make that happen were that from the from the very beginning, we always had
somebody who was a living caregiver. And so people say, well, what's a living
caregiver? A living caregiver is somebody who shares their life with the people who
are in that home and who is there to support, encourage, be friends, but also to now
make sure that we're anything to go up, go awry, that there is somebody there to help
and to make sure that the men are safe and secure.

{2:57 )

But it's not the same as being a direct support profession. It's a much more informal
arrangement. Over the years, over those 25 years, we have actually had five people
who have filled that role, very different people. I mean, there isn't a specific type of
person other than somebody who is very keen to share their life, who understands
the, the way that we feel about how our sons want to live and who is open to the
informality, the, the ability to get by without having a rule book, but to rely on
empathy and obviously training and the things that really you have to be trained for,
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but also to have that attitude that they want to share their life and, and to share it
with, with these people.

{3:51}

And so I'm sure Betura will tell you when, when, when he started with us, but it was
a, it was a wonderful experience As a parent. I, the whole fear that parents have is,
you know, what, what about with somebody else's? When I can't do this? Does this
take that away? No, it never goes away. But does it reduce it? Absolutely. Because
I'm not worried about whether the sort of the institutional structure around the home
survive. I know that there are people who truly care and who share their lives with
the men living in the home and who in the absence sort of formal structures will
nonetheless be there for them and who tend to make sure that they're safe and secure
and happy. And safe and secure is one thing, but being fulfilled and happy and
enjoying your life is a completely that's it. That's the main goal of what we set out to
do.

{4:56 }
So I think I've probably talked enough about that and just answered the question, but
I I hope that.

Speaker 1: { 5:01 }

Helps. That helps a lot, John. And just a few points that you made, I'd like to expand
upon it or_them one. Is that it's been 25 years or so since these three guys got
together and. In 1/4 of a century there have been five people in the in the live in role
while. There's very little data and, we've mentioned this in other webinars there's,
very little data research, data on turnover in shared living situations anecdotally. We
seem to know that it's pretty low and your story is very inflammatic of that one
person on average every five years as opposed to the norm of 50% turnover among
DSPS.

Speaker 2: { 5:50 }

You know, one thing I'd say also in that regard is that the in addition to the person
who is the living caregiver, there are direct support professionals who come into the
house during the day and during the evenings. And the turnover there is much lower
as well because they feel that there's a core ethic to the house and they want to be
part of that.

Speaker 1: { 6:13 }

You also mentioned three things or qualities of the people who have lived there to
share their lives, which makes this so much different than just your normal shift
staffing. One, that they are keen, your word to share their lives with people who need
support. And two, they're open to the informality that shared living demands. It's it's
not a structured thing. People just live together and they demonstrate, at least in your
experience, empathy, which really helps to reduce the stress on dad and mom that
you know that there are people there who care.

Speaker 2: { 6:59 }
Absolutely.
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Speaker 1: { 7:00 }

Yeah. So thank you for that. Now for two, let's go over to you. You are in a very
important role right now in a in a very large organization, but earlier in your career
and not all that long ago you were a live in. You have provided live in supports,
including to Andrew and the two men that he lives with. So why don't you just speak
to that? What was that like for you?

Speaker 3: { 7:34 }

Thank you so much, Chris. That was very transformative in many, many ways and
I'm really excited I was given the privilege to work with those three young men.
Prior to the role, I was also supporting a young man of the same age, spent three
years working with him before actually moving to work at Aspen House.

{7:58

Like you said, currently I'm Vice president of Learning and Development at the
Coordinated Care Alliance of New York, which is a management organization, a
parent company of two agencies, Advanced Care Alliance of New York and Life
Plan CCO, which are both designated as Care Coordinating Organization at her
home in New York State. For me, the privilege to work with Andrew and the two
other young men and Aspen House was incredible. They were really welcoming.
The parents were were really, really accommodative. It gives me the privilege to get
to know these three young men at different levels, to also get to know me.

(8:43}

And as a result, it has made me a better person because during our process of
interaction, | learned to listen more and understand this young man and how I could
be of assistance to them and how they could also support me. We complement each
other and what I was able to learn as a result of living together with them was the
courage to listen. That in all of us there are capacities when you truly listen to
people, you understand their needs, their gifts, you know that they truly want to be
contributing members of our community, but are we willing to listen to create that
enabling environment? So staying with these young men gave me that opportunity
to improve on that aspect and that continued to support the work that I do today at
CCNY supporting both ACA and Life Plan CCO.

Speaker 1: { 9:59 }

I want to go back to several points you've made between, but among, can you speak
more to how does it, how do those experiences inform your role now? What is what
has it made to you those experiences? How have they shaped the way you feel and
think in this much bigger and larger role today?

Speaker 3: { 10:24 }

Me in this big role, before I, before I went into the living Care Jiva role or even prior
to that assignment, I've always wanted to see how I can contribute. That has always
been my goal and when I accepted the responsibility, I wanted to do it for a period.
So I would go in to say that you know I'm going to help until such a time that
someone 1s available to continue this work.

3/6



11/21/24, 9:15 AM

about:blank

Shared Living Interview - Baturu Mboge - YouTube

£11:00 !

So prior to going to Aspen House, I was going to cover someone who was on
vacation in Ghana for about a month. It ended up being a three-year journey. When I
went to Aspen House, it was the same thing. The Living Care Diva who was there
prior to me moving in, did an incredible work there, but went to school, got a job and
became a nurse. I know these three young men. They were part of the the Self
Advocacy Association which I was also helping coordinating at Westchester Institute
for Human Development through one of the staff which I would normally volunteer
in the evening. So we build a relationship, we know each other. So when they
needed help, I voluntary step into that role, thinking that the agency, you know,
would be able to recruit someone who would be interested to continue the wonderful
work the previous living caregiver was doing. But we know each other.

£12:00 }

I, I, I put no pressure on the family. I really enjoy, you know, spending my time with
them, not only at the house, but also in the community. So for me, that was very
transformative in many ways. It has, it has teach me that we can all be allies, whether
with the families, whether with the people we support and be an advocate for them
and make sure that we create a true community. A community that is anchored on
authentic person centered engagement. That people are able to make a choice and
they're able to make those decisions by themselves and be able to see with them and
walk with them and participate in their community. For me, that was very
transformative and as a result, we were able to build trust and that trust led to
deepening our relationship. I was just there just last week.

Speaker 2: { 12:50 }
Last week.

Speaker 3: { 12:51 }
Tuesday I was at Aspen House. Yeah, just last week, Tuesday, [ was coming from
Poughkeepsie. We had a person centered engagement training.

£12:58}
On my way home, I drove through the house. Only three young men were there.
They were really excited to see me and I was excited to see them too.

Speaker 1: { 13:07 }

That's, that's great. So some of the words you used in some sense echo and build
upon what John was saying, that you yourself considered it a privilege to you to be
there and provide those supports, that it helped you become a better person. You
focused a lot on the mutuality of the experience of the of the relationship that they
help you.

(13:42}

You said they help you and as well as you supporting them, that you complemented
one another, that it helped you learn to and deepen your capacity to listen deeply, that
you and that you were able to form bonds of trust with families and the people and
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their loved ones and became allies. When you take all of that language and the
language that John used to describe his experience, informality, empathy, keen to
share life, that's how people in shared living arrangements describe their world. I've
run into this so many times. Describe it. It's informal, it's affectionate, it's mutual, it's
deep, right? It's just living life. And then when you look at it just in, in stark contrast,
governmental definitions of shared living, it's habilitation and Medicaid billing and it
has none of the language.

{14:55

The governmental descriptions of it have none of the language that the people who
live it. That's how they describe it. So it's just terrific. Thank you. So as we close,
John, he could put you and Baturu on this. Actually, I want to put you on the spot if
there. I wonder, John, if there's anything as we close you might want to say about the
TU Baturu, about your experience with him where there was six years that he was
there?

Speaker 2: { 15:32 }

Well, he, he, he's always known how much I admired him as as a person and as a
colleague. And then for his time in Aspen and and I guess the thing that touched me
both was where Baturu, you know, when we were talking about where Baturu was
going to be moving on, and I said, you know, stay in touch. And he said, yeah, these
are my brothers.

Speaker 1: { 16:04 }
As evidenced by only a week ago, although he's been gone from there for a couple of
years, driving home from from work stops in to say hi to my brothers and likewise.

Speaker 2: { 16:17 }
Material. They feel that way about you, so absolutely.

Speaker 3: { 16:22 }

Absolutely. I've always considered it as a home. You've been treated. I've been
always been treated with the highest level of respect, even when my wife joined me
in 2018 when I could no longer continue to support them as they live in caregiver
because of conflict of interest. I had to give up that responsibility with my wife took
over. But I continued to be a member of the circle of support attending their council
meetings, ensuring that [ continue to be part of that natural support and and and to
this day be part of that social capital that we all need.

£17:00

So for me it has strengthened my resolve in person centered engagement, bought my
work like the privilege I had to work with John Moppie, a strong believer in the
philosophy and the practice of person centered engagement that never left. So those
families educate me extensively in that area. And that was also true prior to me going
to Aspen House. That's where I also came in contact with the work that Bedmouth
was doing and how incredible she has impacted and the organization that I work for
also strongly believe in that philosophy. So it reminds me of the higher purpose.
Why am [ in this and what difference can I make? So when you are driven by those
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internal motivation and you have people who believed in you and are willing to
support you, you just have to translate that to the other people that you support that
We all have capacities.

£17:56

We can all make a difference and we want to make sure that we see people as not as
consumers, but as citizens with rights. All of us believe in, in, in, in, you know,
fundamental, you know, rights that we are all entitled to. And there should be no
exception when it comes to that. If we take that perspective, the sky is the limit. We
are all better for it, a better community that is inclusive, that gives everyone the
opportunity to, to, to, to do anything you want to do to the best of your ability. So it
gives me that opportunity and I will never forget that experience. Like I, I told the
families and, and all of them that I interacted with the folks that I work with. We are
of the same age. We'll all retire together. We are all in this journey together,
definitely.

Speaker 1: { 18:51 }
Thank you, Uturu Ambosh and John Malpi, thank you very much for these insights
into shared living arrangements and that will bring our webinar to a close.

Speaker 2: { 19:03 }
Thanks, Paturu. Thanks, Chris.

--- End of transcript ---
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