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Hello, my name is Cheryl Ryan Chan and I'm here to share the story of my son
Nikki's transition into shared living in 2012. Nikki's story is unique in a lot of ways
and as you're going to hear today, it took a lot of pre planning and preparation, a lot
of creativity and commitment by his entire team, both our family and the providers
who stepped up to meet the challenges of giving Nikki a home and a life of dignity
and love. I love to share my son's journey because it's a story of triumph over those
who said that he was too dangerous to succeed and about how he showed them how
wrong they were. Nikki has profound autism. This term is fairly new and in 2023 it
was adopted by the Autism Science Foundation following a recommendation by the
prestigious Lancet Commission.

£0:58 )

It is now accepted and being used clinically in research and by families worldwide.
I'm grateful that we now have a clear, definable, and accepted term for those who are
the most impacted by autism, like Nikki. His journey prior to arriving to adulthood
was very difficult. It included years of trying desperately to hold on to him at home
as my husband and I navigated the special education system. Ultimately, we were
faced with the heartbreaking decision to place him residentially when he was 15
years old. His needs were so high that he was rejected by every residential program
in the state of Massachusetts and had to be admitted to a psychiatric hospital for
developmental disabilities for nine months until a placement was finally found.

£1:48

Unfortunately, that placement was an institutionalized setting where Nikki was
cornered and held behind a desk with padded walls all day, escorted by two people at
all times, not allowed outdoors, and their solution to managing him included full
prone restraints at the rate of eight to 10 per day for non compliance and self injury.
It was a living nightmare as the time for him to transition into adulthood near. Those
in charge at that setting began making suggestions and warnings during team
meetings saying that Nikki was incapable and that the outlook for Nikki's future was
pretty hopeless because in their words, he was going to need to be managed,
handled, controlled, and restrained. They said that he would be too dangerous and
scary to live anywhere except a group home. I refuse to believe any of their vitriol.
And that's exactly was what it was.

{2:56

I knew that their language was going to set the next years of his life up to be as
hopeless as they said, and I knew that I needed to change the language of future
conversations to one of hope. I knew my son was more than the monster they were
trying to describe. They just didn't know it because then it had never tried to get to
know him. At the same time, [ was also dealing with a lot of confusion myself over
what the options truly were. At a meeting that I intended about a year before his
transition was to take place, I learned about shared living and my husband and I
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knew that this was exactly what would give our son the most happiness. See, Nikki
values his ability to make decisions about his time, he values quiet and a well
organized space, and he values authentic, loving relationships. Getting there though,
and wedding through the impersonal system speak is a challenge for anyone. We'll
get back to my son's journey in a moment.

{3:58}

Let's take a look at the disconnections that are inherent anytime when the care of
human beings is operationalized.  First, let's take a look at the contrast. When we
look up the definitions of shared living, starting at the top level, the US Department
of Labor, they define shared living like this. These are programs often funded by
Medicaid or other public sources, called by different names such as adult foster care,
paid roommate arrangements, or host homes, in which an individual receiving
services and a direct care worker providing services live together.

{4:37}

Further, an unnamed state on the US East Coast, a little bit South of where we all
probably live, talks about shared living as an arrangement in which the state's
program of medical assistance pays a portion of a person's rent, utilities, and food
expenses in return for the person residing with and providing companionship,
support, and other limited basic assistance to a person with intellectual or
developmental disabilities receiving medical assistance services in accordance with a
waiver for whom he has no legal responsibility. Now, let's take a look at the
definitions of shared living by Human Services providers and groups who actually
perform the care of people with disabilities. Shared Living is a service that brings
together an adult, an individual, a couple or a family in the community with a person
who has a disability to share their lives in an authentic, loving and respectful
relationship of mutual dependence. Shared living is successful when there is
mutuality of love and respect. A person and caregiver are on equal footing, each have
responsibilities and they can both depend on each other.

{5:56 }

This is where each person has the space to live their most genuine lives with
opportunity, choice and a voice. And another shared living guide provided by a
providers association. They talk about the term Shared Living, that it invites people
to have an experience rather than to work at a job or provide a service. And share
means just that, not allow, permit, provide, but as the thesaurus offers to
communicate, disclose, let somebody in on. This concept of sharing presupposes a
mutual experience, not a hierarchical 1 Shared living presupposes mutual respect. It
is also about shifting the balance of power. Done right, with a strong focus on the
individual, shared living can alter, indeed eliminate, the power relationship and true
shared living.

{6:52}

Both the individual with a disability and the person living with him or her gain
mutual benefit, living as equals in the same household.  Quite a contrast. These
contrasts create such confusion for individuals and families in need of services.
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Further, there are also preconceived notions of what shared living is, and so families
are also not choosing shared living because, in part, the definitions of shared living
are inconsistent. And families here the first the system's definitions, like the one we
read from the US Department of Labor, that speak only to the technical terminology
for how it's set up. Also, because the systems have appropriated, shared living is
simply a housing option, not a way of living and sharing joy, and because we are still
living in the institutional mindset that is least expensive and most efficient to use
congregate housing models and fill beds. Because of these things, families are not
choosing shared living.

{7:59

They believe their loved ones are safer when there are more staff around. Shared
living makes them more vulnerable to abuse or neglect. They believe the model
decreases opportunities for peer interactions and activities and increases isolation,
and they aren't provided the explanation of the benefits of building authentic
relationships that will sustain beyond them. Further, families are finding it
confusing because they have been conditioned to believe that their loved ones are
unable to live full lives because they need support, more support than shared living
can provide, and only the best behaved, verbally skilled, high functioning can
participate in shared living. Further, the more direct staff care, direct care staff there
are, the better. So again, the contrasting definitions foster approaches and practices
that create confusion for individuals and their families.

{8:58}

The history of support for people with disabilities and institutions has created an
institutional mindset that still pervades. And this is the current situation we're living
in. It will only improve with intentional planning and a commitment to shifting
perspective of caregiving for that of this institutional model to a relationship model.
Here are the core tenants of change I believe must happen before Human Services
can truly be human centered. We need a valuation of relationships and creating
spaces where relationships can be fostered and strengthened. Our need and reliance
on relationships is what makes us human. When that part of our existence is
dismissed, we suffer a loss of our humanity. Relationships and institutional living
models are non existent. Indeed, the opposite is cultivated and direct.

{£9:54

Care workers are discouraged often from building relationships because they get in
the way of care. How ironic is that? Other core tenants, The presumption of capacity
first must happen because capacity lies in possibility, not just in what a person can do
at this moment, but what they could be capable of with appropriate supports and
providers to embrace lifelong learning and opportunity rather than keeping people
fed and housed. And finally, the removal of dependence as a reward for more
services. Right now, services are divvied up according to who needs them most. This
is interesting. It's created a golden rule among families when the system's providers
come to visit and evaluate need. Don't tell them about the good stuff. Tell them the
worst stories you've got. That will get you more. And it's right there that the seeds of
distrust are planted the moment that services begin.
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So to protect my son's introduction to the adult service world from being, hi, this is
Nikki. He's too dangerous to succeed, We made the decision that the team members
from that placement would not have a place at the table at all when it came time to
search for an adult provider agency. That opened the door to conversations about
possibility, about a young man with gifts and talents and things to contribute to those
who got to know him, his needs and challenges. Yes, they were also part of the
conversation, but we made sure that they were secondary. We were ready to set up
Nikki's new life. We just needed to keep our eye on the vision to and to fulfill that
vision.

{11:46 }

We knew that we needed, among other things, a provider agency willing and ready to
take on a challenging individual in a shared living setting and a shared living
caregiver also willing to take on those challenges. Now, the years that I had spent
networking and fostering relationships within the disability community paid off
because we found exactly what we were looking for in a provider together. We
moved forward as a new team and came up with a 10 month master plan to put
everything into place. A shared living provider was found in the agency set up the
necessary trainings and preparations he needed. Because of Nikki's extensive support
needs, they added A twist to the traditional shared living model. They hired staff to
support Nikki and the provider in their home. This creative solution based on the
belief and possibility was the key to planting the seeds of hope and trust between the
new team and my family. Now, in those ten months, relationships began to form as
we put together the vision for Nikki.

£12:57

We were able to get to know the provider, the agency fostered authentic connection,
we had candid and honest conversations about our emotions and worries, and we
were even included in the hiring choices of the staff. Nikki was able to meet his
shared living provider several times at our home over meals and fun visits and that
laid the foundation for success. Then on October 20th of 2012, Nikki arrived at his
new house. The provider greeted him at the door and welcomed him into his home
and i1t was a moment [ will never forget. Now to be honest, those first several days
were pretty rocky. I didn't want to paint a picture that everything or I don't want to
paint a picture right now that everything was smooth and fun because it wasn't. Nikki
was confused, scared, and angry. Change, even for the better, is not easy for any of
us, and Nikki made it clear that he was not happy.

£13:59 }

But the team was ready and committed. We knew each other, we knew we could
count on each other, we knew the commitment was there. The trust had been
established, and it didn't take long for Nikki to feel the love. Now, I don't love the
idea of using data points in a discussion because it's so kind of inhuman. However, I
want to show you I need to use that to demonstrate the profound change within the
first three months. 71% decrease in aggressive behaviors and a 90% decrease in self
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abusive behaviors. That was extraordinary and 10 years later Nikki has only had two
shared living providers. In all of that time he has only had 6 support staff and one of
them has been there since the beginning.

{14:57}

The others still come and visit and occasionally they fill in just so they can stay in
touch with Nikki. It is important to understand and appreciate the fact that this was
not some miracle. This wonderful young man had been there all along through all
those years of that horrible institutional setting. It was when Nikki was given respect,
love and dignity that he could provide the same to others. And authentic relationships
were built is it was relationships being allowed to grow in that shared living model
that formed the basis for success. But there were other elements to this successful
story. So let's take a look at those. And these are universal.

{15:46 }

I believe that among the elements of success, we need families and loved ones who
are ready to embrace new relationships between their loved ones and others, who are
willing to work with the process, who are willing to use civility, practice mutual
respect and respect boundaries that won't interfere with relationships, and who are
committed to regular communication with providers and agencies. We need a
provider agency who is willing to support a challenging individual, willing to spend
the time and resources needed to plan thoroughly, Willing to collaborate with the
family and day program providers at every step, who are asking the family to
participate in caregiver interviews and hiring, who are seeking and training backup
caregivers in the event of a sudden need, and providing strong, consistent support to
the caregivers on an ongoing basis.

{16:43 }

And finally, and most importantly, the element of success to all of this is a team
whose core values, and thus its approaches and practices, are firmly grounded in the
beliefs that every human being has the capacity to love and the desire to be loved,
valued, and respected. When working from this framework, success is expected, and
creativity, compassion, and civility are part of everyone's daily practices when all of
these things are present. Here's an example of the results. Here's Nikki. Now he is a
young man who loves to be with people he loves and who love him. He's a neat
freak. He loves to try new food. He wants to play chess and wrestle, chase and
wrestle. He keeps track of the date and time. He can't get enough roller coasters. He
can find any video on YouTube. Worries when someone is hurt. He loves a good
singer. He knows all the Disney movie lines ever written. He gives the best hugs.
And if you ask his current shared living provider, he is the best friend that anyone
could have.

{17:56 }

I wish it were true that creating a life like the one created for and by Nikki was
simple and always supported, but it's not. Money is always the driver, and group
home or other communal living arrangements are always seemingly more financially
efficient. But when we factor in the humanity of caregiving and the long term
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benefits like financial stability, physical and mental health, and Wellness, we get a
different perspective of care. The more people and the more providers who are able
to see how creativity and care models can build better lives, the better. The more we
name relationships as the driver over money, the more we see outcomes like Nikki.
Thank you so much for the opportunity that I had today to share Nikki's story with
you. I wish you the best of luck on your own journeys with your loved ones. Thank
you.

--- End of transcript ---
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