A2 East Oregonian

NORTHWEST

Saturday, September 28, 2019

Many developmentally disabled Washingtonians denied services

Lack of
funding cited
as main reason

By AUSTIN JENKINS
Oregon Public Broadcasting

PORTLAND — Three
years ago, Lindsey Top-
ping-Schuetz became a first-
time mother when her son
Owen was born. He was six
weeks early and went imme-
diately to the neonatal inten-
sive care unit, where he
spent the next 103 days.

But that was just the
beginning of Owen’s chal-

lenges and the family’s
stresses. Owen was born
with two rare chromo-

somal abnormalities, includ-
ing Cri-du-chat syndrome,
also known as “cat’s cry”
syndrome.

In the short term, Owen
required  around-the-clock
care. He came home from
the hospital attached to mon-
itors and a feeding tube.

In the long term, he faced
a lifetime of physical and
cognitive limitations that
would likely require inten-
sive care and therapies. He
might never walk or talk.

During Owen’s first year
at home, Topping-Schuetz
requested services through
Washington’s Developmen-

tal Disabilities Administra-
tion (DDA). In 2018, when
Owen was 2 years old, he
was evaluated and found
to meet DDA eligibility. In
fact, Owen was determined
to have such acute needs
that he technically qualifies
for institutional-level care,
which can be an entitlement
in Washington.

But there was never any
question that his family
wanted to care for him at
home. Subsequently, a case
manager determined that
Owen and his family would
benefit from services, such
as in-home nursing -care,
respite care and special-
ized medical equipment and
supplies.

Then came the surprise:
Even though Owen was
qualified, there were no paid
services available because
the Medicaid waiver pro-
gram they were applying for,
known as Basic Plus, was
capped.

“I had no idea that you
could have a child that was
so significantly disabled
with a black-and-white diag-
nosis and for the state to not
do more to provide support,”
said Topping-Schuetz.

Topping-Schuetz and her
family were not alone. The
state of Washington has
more than 13,000 develop-
mentally disabled people on
its “No Paid Services Case-
load.” About half of them
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Lindsey Topping-Schuetz holds her nearly 3-year-old son
Owen, who qualifies for developmental disabilities services
but has been denied them because of a lack of state funding.

are children. They are indi-
viduals, like Owen, who
meet the criteria for state
services but don’t get them
because the waivers are not
an entitlement. The caseload
also includes people who
have not requested or have
declined services, according
to DDA.

“We have a certain num-
ber of waivers that are
funded and that’s what we
have to stay within,” said
Evelyn Perez, the assis-
tant secretary who oversees
the DDA at the Washington
Department of Social and
Health Services.

Perez recently told a
panel of state lawmakers that
demand for these services is

growing by more than 10%
a year.

“We don’t come even
close to the amount of indi-
viduals that are coming
through our doors,” Perez
said.

It’s not a new problem.
Since at least the 1990s,
demand for communi-
ty-based DDA services in
Washington has exceeded
funding. After the U.S.
Supreme Court ruled in
1999 that people with devel-
opmental disabilities should
be served in the community,
in the least restrictive envi-
ronment, lawsuits were filed
against the state, including
by the Arc of Washington,
an advocacy group. That

lawsuit was settled in 2007,
with a promise by the state
to increase funding for com-
munity-based supports.

But the problem didn’t
go away. By 2014, The Seat-
tle Times reported the “No
Paid Services Caseload” had
swelled to 14,600 people.
That same year, Washington
lawmakers funded an addi-
tional 5,000 slots with one-
time money.

Since then, the state
has continued to grow and
demand for services has not
let up. Washington currently
ranks 30th in the nation for
developmental disability
services, according to a 2019
report called “The Case for
Inclusion.” By contrast, Ore-
gon, where services are an
entitlement for those who
meet eligibility —require-
ments, ranks second in the
nation.

“After a while, you get
sort of angry because you
see how state government
supports other people and
the system for people with
developmental  disabilities
just stays,” said Sue Elliott,
the former head of DDA who
is now the executive director
of the Arc of Washington.

After Owen was born,
Topping-Schuetz quit her
job at Weyerhaeuser to stay
home with him. Her hus-
band, Ben, works for the
city of Tacoma. In many
ways, Topping-Schuetz said,

they’re lucky. The family
has good health insurance.
They have extended family
nearby. Still, there have been
financial challenges. And
attending to Owen'’s special
needs can feel overwhelm-
ing at times.

“It’s  exhausting. I'm
tired. It’s a 24/7 gig,” Top-
ping-Schuetz said.

Caring for Owen requires
her to wear several hats —
she’s his mother, his nurse
and his therapist.

“We didn’t want or expect
that the state would just take
care of us, but we had hoped
that they would support us to
provide a better and best life
for Owen, so I go between
mad and sad and scared,”
Topping-Schuetz said.

It’s unclear how long the
family might have to wait for
services. This past June, the
family’s DDA case manager
wrote in an email to them:
“Everyone who has been
requesting the Basic Plus
has been getting denied,
unfortunately.”

In the meantime, Owen
will turn 3 this month and
begin a developmental pre-
school through the Puyallup
School District. He’ll go for
2.5 hours a day, four times
a week. It will be his moth-
er’s first regular break from
being his full-time care-
giver since he left the neo-
natal intensive care unit as
an infant.
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1 person shot, wounded by
police at Portland airport

PORTLAND — Officials say that a per-
son has been shot and wounded at Portland
International Airport and is expected to
survive.

KATU-TV reported the person was shot
at Friday morning and that the incident was
initially reported at 5:20 a.m. as a distur-
bance at a baggage claim area.

Officials say that the person who was shot
was taken to a hospital and was expected to
survive.

The investigation prompted authorities to
limit the airport’s arrivals road to rideshares
and taxis. Other drivers were being rerouted
to the departures road and parking garages.

No details were immediately disclosed
on what led to the shooting.

Day care regulator acquitted
of misconduct

HOOD RIVER — An Oregon child care
regulator has been acquitted of official mis-
conduct, a charge she faced after an infant
died at an illegal Hood River day care she
oversaw.

The Oregonian/OregonLive reported
the prosecutor alleged licensing specialist
Julie Smith knew the day care was caring
for children after her office had ordered it

to shut down.

But after her trial resumed for the third
day Thursday, Hood River County Circuit
Court Judge Karen Ostrye granted a defense
motion to acquit her.

The judge said prosecutors hadn’t proved
Smith knowingly failed to perform her
duties as a public official.

Smith was indicted after an investigation
into the May 2018 death of Cyrus Macio-
roski. A detective testified that his day care
providers left the infant alone for hours.

The day care had been ordered to shut
down over one year before the death after
investigators substantiated reports of abuse.

The judge placed fault beyond Smith and
called out the entire Office of Child Care.

Columbia River closed to
salmon and steelhead fishing

RICHLAND, Wash. — Most of the
Columbia River will close to all recreational
salmon and steelhead fishing, with the
exception of the Hanford Reach.

The Tri-City Herald reported the closure
went into effect Thursday.

Bill Tweit, special assistant with the
Washington Department of Fish and Wild-
life, says it comes at the tail end of a chal-
lenging year on the Columbia that saw low
returns for many salmon and steelhead runs.

— Associated Press
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