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LIRS 699 YOU LOOK FOR HOPE ANY WAY YOU CAN.
THERE HAS TO BE A FIRST CHILD TO SURVIVE
THIS; WHY CAN'T IT BE DILLON?




Cure

(Continued from C-1)

improved and he was at what was
expected to be his [ast office visit
focnsing on the condition when
doctors found his spleen was
enlarged. They hegan testing for
other conditions: lenkemdis, can-
cers. Everything came back nega-
tive,

When doctors said they want-
ed to test Dillon's bone marrow
three days before his third birth-
day, Darrile said she knew some-
thing was- wrong. The results
indicated what's known as a Iyso-
sonne sforage disease; a condition

that affects how the cells absorh

certain molecules; Doctors sus-
pected ane of three types of Nie-
mann-Pick disease, and did a
skin biopsy to determing which
one Dillon had.

Darrile said she and her hus-
band  Immediately - began
researching the disease. If Dillon
did have Nismann-Piek, they
hoped it was Type B, which
affects internal organs but has
no neurclogical effects. They
rded out Type A, which they
Iearned nearly always takes a
child's life before age 2, and
hoped. against Type €, which
affects both internal organs and
the brain,

Meanwhile, Dillon's coordina-
tion was deteriorating

“He couldn't walk down the
sidewalk without falling down,”
Darrile said. “He'd fall every 15

When - the. blopsy  resulis
showed Dillon had Niemann-Pick
Type C, Darrile and Mark con-
tacted one of the only doctors in
the nation focused on the disease
and enrolled Dillon in & clinical
study of Zawvesca, a dmg that
researchers hoped would slow
the dissase’s progression,

All three major tvpes of Wie-
mann-Pick are part of 8 group of
abeont 60 genetic enzyme deficien-
cydisenses’ that affect how the
body breaks down certain mole-
cules, said D Mare Patterson,
who led the Zavesca study and
now works at Mayo Chnie. For
some of these, like Gancher dis-
ease, enryme replacement thera-

B THE FIRST MONDAY of each
ment, Foster’s Grille, 8925 Fin-
"gerboard Road, Urbana, wili y
“donate 25 pement of all pur-
.chases to the National Niemang-
Pick Disease Foundation and will
match any amount raised

ihrough purchases.

v is an option, bt for T:."_ﬁe G

there’s no known effective treai-
ment - other  than = Zavesca,
Researchers are currently study-
ing the effectiveness of enzyme
replacement therapy in Tyvpe B
and since it's lethal by age 2,
there’s no treatment for Type A,

While it's not & cure, Zavesca
hias been shown to slow the onset
of  MNiemann-Pick Type € and
extend the affected's lifespan.

“This is the first treatment to
hiave any kind of effect on the dis-
ease in humans” Patterson said,
“We want to improve someone's
quality of life for as long as possi-
ble, that's our goal”

- After a month and a half on
Zavesca, Dillon could run and
walk more gasily; even on grass
ar other uneven surfaces. Darrile
said neither she nor his doctors
are totally sure if it's because of
the druz or whether Dillon had
adjusted fo his own clumsiness.

Zavesca’s side effects can be
dehilitating, and several children
in the study had to quit taking
the drug because of severe diar-
rhea or tremers. In other chil-
dren;, the drog simply didn't
wurk, :

“Even when it's not W'Grlﬂng:
in other kids, you just start wish:
ing, and you think maybe it
works differently for each child"
Darrile said. Dillon experienced
some - side  effects, - but the
Papiers’ all-natural, high-fiber
et helped control their severliy,
she said.

The Papiers also allowed Dik-
lon to become part of a National
Institutes of Heglth study groun
of & handful of children with the
disease. The research is grueling,
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as  the doctors collect data
through spinal taps, MEIs, and
blood draws. But the parents of

children in the study were’

encouraged by the thought that
Information collected from their
kids could help families down the
road.

“The kids are basically being
used as guinea pigs” Darrile
gaid. “Everyone knows they're
doing this for the future”

Even while undergoing test-
ing and taking Zavesca, the
Papiers wanted to ensure Dillon's
life was as normal as possible
Though other parents encour-
aged them to wait, the Papiers
enrolled Dillon In kindergarten
last wear. The school has been
helpful, Darrile said, allowing
him a rest period sach day since
he loses his balance if he gets
tired. Classroom aides halp him
climb stairs and hold books and
papers where he can best see
them, to accommodate ks lack of
eve coordination. While his first
year went well, Darrile said the
dizeage will eventually canse Dil-
lon to lose his ability to retain
information,

The farnily has also been abls
to comnt on the generosity of
family and friends to raise money
for research. Since Niemann-
Pick Tvpe C'is 5o rare, it's known
a3 an orphan diseasze, and grant
reguests for research are many
times denied, Darrile said. Fami-
lies affectad by Nismann-Fick see
grasstoots fundraising  as- the

only hope they have in someday

beating the disease, and in the
past year, the Papiers” friends,
neighbors’ and classmates hawve
raised more than §95,000.for Typs

C resesrch Their support gives
the Papiers hepe that a cure
might be found in time to save
Dillon's life.

“We have no control over this
disease, it we have conirol over
fighfing it,” Darrile said.

The Papiers and others with
Niemann-Pick children hope fo
spark interest in the disease
among  well-known . research
facilities, Preliminary findings
show Niemann-Pick’s effects on
the brain are similar to these of
Alzheimer's disease, and the
hope iz that researchers will be
willing to tackle the former as a
way to find a cure for the latter.

As Type C progresses, prop-
lems  increasingly  affect  the
brain. Affected children eventu-
ally have trouble swallowing and
speaking,  about  half - have
seizures, and-about a quarter
experience sudden loss of muscle
tome when they're amnsed, Pat-
terzon said. Dillon's parents have
already zeen him collapse while

* langhing

Some diagnosed with the con-
dition during childhood live inte
their 20s amd s, but with ssvere
neurclogical problems, Patterson
said. Others who are diagnosed
in adulthood with what's known
a3 Niemann-Pick Tvpe E can Hve
into their As, he said,

But while they've accepted

"the fact that their time with their

son 15 most Hkely limited, the
Papiers aren't hopeless. :

“ Yo look for hope any way
wou - can,” Darrile said. “There
has to be & first child to survive
this why can't it be Dillon?”



