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Deron Schmidt looks down from atop the trampoline In his front yard. He became the south Sacramento home's owner in August.

Deron’s dream



After frustrating experiences
with .group-homes-far._her-son;
Joan Schmidt helped create-a place
that helps mentally disabled people
build independent lives
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t may not look like much, this tiny house set behind a low
cyclone fence in a low-income Sacramento neighborhood
south of City College, but it is a dream home.

1t was a dream without a dreamer. Or so some thought.

For years, this home was hidden inside the mind of a man
who, for most of his life, wasn't acknowledged even to have a
mind worth noticing, let alone dreams worth pursuing,

And yet, as Deron Schmidt, the home's owner, wanders the
grassy lot on a sunny November morning, there is a palpable
sense of contentment. He is in near-constant motion, from his
bedroom to the kitchen to the trampoline in the [ront yard.

The contentment is there in his relaxed but energetic de-
meanar, in his soft, dark eyes. Orisit?

To look into Deron’s eyes is as much to wonder as to know.
Even those closest to him have a tenuous connection with his
inner world, even as they see his life improve as they pursue
their stilted, but fruitful, dialogue with him.

Schmidt, 29, is autistic. Like many with this poorly under-
stood developmental disability, he has never spoken a word,
and until the past few years, he was prone to violent outbursts
that made him difficult to handle, even to house.

“About 10 years ago, he was getting pretty violent,” says his
mother, Joan Schmidt, “We couldn’t have him at home, and at
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Kathi Campbell, a friend of the Schmidt family and the co-founder of
Creative Living Options, says goodbye to Deron during a visit this
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Dream: ‘Facilitated communication’
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the group home, they were afraid he'd
hurt somebody. I could see that the only
remaining option for him was Senoma
State (a developmental center that is
the hospital-like home for those who
are unable to cope in private or group
homes). I'd visited hospitals, and that
just wasn't an option for us. So I said,
*What if we took the same money to
maintain someone in a hospital and set
him up in a supported, independent-liv-
ing situation?'”

ehind Joan's thinking was the

notion that Deron’s outbursts

were based on something real:
frustration and anger that he had no
control over his life.

“I don’t know about you, but my
worst nightmare would be to have my
mother in charge of what I wore and did
every day,” says Joan, a robust mother
of four adults whose lifelong work as a
trainer and organizer in various busi-
ness capacities, as well as her role rais-
ing an autistic son, has made her an
appealing combination of authority and
diplomacy, of kindness and resolve.

“Everyone is entitled to their deci-
sions and choices, " she says. “Everyone
has an idea of what they want. When
you see people who are very develop-
mentally disabled, I think much of that
glazed look is just that they've shut
down because they aren’t a part of
what's going on.

“But when people get a chance to
make their own choices, we see them
come alive and wake up, because we
ask them what they want to do and
where they want to go.”

With that in mind, Joan and her
friend Kathi Campbell, who is also the
mother of an autistic adult, have
formed a nonprofit company, Creative
Living Options, that aims to give people
like Deron a chance to live their own
lives.

Launched in March, the company is
already serving four individuals — not
including Deron, for whom his mother
is what is called a “parent vendor” -
and has a long waiting list. Itisone of a
dozen or so such agencies in the state
Department of Developmental Services’
Alta California area, which covers 10
Northern California counties, including
Sacramento County.

Julia Mullen is the manager of the
community development branch of
DDS, which has an annual budget of
$2.1 billion to serve some 170,000 peo-
ple in California with serious develop-
mental disabilities.

Of those 170,000 people, she says, 67
percent live at home with a parent,
even Ihrnu%h adulthood, and 16 per-
cent live in licensed care facilities (or
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Deron Schmidt, left, gets help with a workout from Joseph Sampaio,
roommate/helpers.

group homes). Only 9 percent live in
their own homes. The other 8 percent
live in state hospitals or skilled nursing
facilities.

But, she says, “Supported indepen-
dent living is the fastest-growing living
arrangement in the developmental
disabilities service system. It’s because
our society has come to a greater appre-
ciation of the fact that people with
developmental disabilities are citizens,
too, and that inclusion in the commu-
nity is important for them and for the
community at large.

“We all grow from their presence.”

Deron moved into the community,
into his own apartment, 10 years ago
and became a homeowner in August of
this year. He still needs around-the-
clock assistance, but what has changed
i5 his behavior and, those close to him
believe, his sense of having his own
life.

In the past few years, his violent
outbursts have decreased from hun-
dreds in a day to a few, if any, per
month.

But since Deron doesn’t speak, how
did his mother know he even wanted
his own home?

“He told us,” she says.

The key to talking to Deron has been
“facilitated communication,” by which
a question is asked and the answer is
given by the disabled person using a
keyboard.

“When we sat down with Deron, we
asked, what does he like?” she says.
“He likes to go for walks, he likes jew-
elry, he has a great appreciation for art,
and so you start building his life and
how to make the supports. He doesn’t
like crowded places, so let’s not put him
in a place with a lot of people. It’s just
as you and I would do it: How do you
want to structure your life?”

But facilitated communication is a
controversial approach. Because many
autistic people have poor motor control
and therefore cannot type, their hands
must be held in some fashion by a "facil-
itator.” And this has led to accusations
that it is the facilitator, not the autistic
person, who s responding.

But Mark Grassinger, Deron's friend
of 12 years and the house manager for
his home, has no doubt about the useful-
ness of facilitated communication. The
proof, he says, is in Deron’s life.

“He was so aggressive and unhappy
when we met,” says Grassinger. “He
had no voice; and through facilitated
communication, we were able to find a
voice, and through that he was able to
start living.

“I understand the skepticism (about
facilitated communication), [ really
do,” says Grassinger, 37. “Society has
taught us that if you don’t speak the
same as everyone else, you must not be
all there. Speech is the communication
people are willing to accept as a sign of
intellect. And Deron has never formally
learned to read, though he reads maga-
zines all the time.

“But | know that FC works with
Deron, because when Deron makes
choices, they are sound choices,” he
says. He offers a couple of examples.

“When we go out to breakfast, and he
types out what he wants, and then he
demolishes it, he's made the choice he
wanted,” he says. “When he picks out a
pair of shoes in the morning, he'll keep
them on, whereas if they're the ones I
choose, he’ll take them off.

“1 can tell by his actions that he is
happy with his choices. The validation
of his expression is truth enough for
me‘ "

Grassinger has been with Deron for
12 years, and the trust that they've



Mped is the key to not just the
facilitated communication but to
Deron's sense ol being an individual,
and an adult.
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And since Deron has 24-hour assis-
tance, he has three roommate/helpers,
each on an eight-hour shift, led h}r
Grassinger. One Is Joseph Sam
who, during his eight hours daily with
Deron, takes him to huapasrmmt
complex 1o do some light weight train-

ing.
F “He feels better if he loaks well,” says
!Sampaio, "He doesn't like to do it at
times, but he feels good about himself.”

Another helper is Gabe Jimenez, who
has a relationship with Deron that's
quite different from Grassinger's, Sam-
paio’s or Joan Schmidt’s,

Jimenez is a stocky, muscular man
who, when not with Deron or his own
Iamily is a professional wrestler known

Big Ugly. And part of his unigue
:unu-ihutlun to Deron's life is the way
he avoids the common ver's trap
of treating the charges like children.
Jimenez n't buy that.

“He’s a man, even though he’s gota
disability, "Ji.munez. 248, says as heand
Deron make a fifth w alidng lap around
the track at Hughes Stadium, where
Deron works out Lthree days a week.
“He wanta to be in control, but he also
wants things done for him. So he has to
learn that being in control means
waork,
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mento City As for Joan
Schmidt, kno that Deron Is on his
way to his own life has freed her to help
those who may not know about their
options lo chouse suppurted living.

“My isn't Deron now, " she
says. "1 don't worry about what will
happen to him if | drive off a cliff tomor-
row. | want my kids to live to the high-
est sense of their desires rather than just
keep them safe at home in bed. With
someone with developmental disabili-
ties, it doesn’t always happen that they
ever get to grow up

“And everyone deserves the chance

E;nwupandhawhlauwn life.”

n agrees, Sitting down on the
day before Thanksgiv ng to talk
through his keyboard, he's not in as
sunny a mood as he was the previous
week. Some of the head-slapping behav-
ior that was once the norm re-
turned, and his responses to questions
are pum:tuamd by velps and cries and
the random head movements that are a
common (eature of antism.

And yet he recognizes a visitor and,
unprumpled. types “ Yim glad blo see

you.
Asked how he likes his new house, he
types, it feelsright.”
Writing like this, with Mark holdi
his wavering arm, is always difficult
Deron, but it his link with a world that
otherwise would have noidea who he
really is inside.
S0, despite his pained expression and
e to control his head and arms,
evu tearnaclmln; comment.
have becomen real happy since i
haw! received help yliving on myu
own.”
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The Bee's David Barton can be reached
dat (916) 321-1075or
dbartondsachee. coni.




