. By DAVID EMANUEL
Staff Writer
arks Walker of Bowia is
doing all she can for her
grandsan and family,
Bowie natives now living
in Fredervick. ' 4 \

She wants Lo share & story of “a
horrld disease that our family wishas
we had never heard of before.”

Her & vearold grandson, Dillon
Papler, 13 a perfectly happy, full-uflife
and full-of smlles child. He loves base-
ball, Bob Dylan music and gourmet
food.

A perceptlve and delightful young
hoy, he may not live long enough to
even see a firet day of school.

Nillon was recently diaghosed with
Niemann-Pick disease Type C, a rare,
devastating and always fatal disease
that has affecrad only 500 children
worldwide,

The symptoma include enlarged
spleen and liver. and perhaps most
Leagically, the loss of muscle control,
deterioration of speech, selzures and
progressive neurological and intellee-
tual decline,

Eventually, Dillon won't be able to
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even recogiize his own grandmathar,
parents and friends.

Doctors sometimes call it a child's
form of Alzhelmer's disease, and many
children die before age 10, or within
five or 10 years of being diegnosed.

Dillon was dingnosed close to three
years ago.

"The horror of Nlemann Pick
disense is too preat for most of us to
imagine.” according to Hunt Qzmer,
chairman of the National Nelmann.
Pick Disease Fonndatlon, “This rave,
deadly dizease robs a child of our
most pracious gitt — life. At the same
time, parents must eufter through the
gradual decline and certain death of
their child "

Resaarchers have worked hard to
learn as much as they can, bur it 1s
an uphill battle, sald Ozrier. NPD is
dangeroualy unpredictahla, striking
withput warning. Symptoms are also
similar to dozens of ather conditions.

“Disgnoels is still ditfficnlt, and a
treatment has yet to be found.” accord-
ing to Dzmar, "Hesearch is our only
hopa.”

Nismann:PFick disease is actually a
gmall group of dizeases. They all work
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at a generic level, and most prove
fatal ar an early age, anywhere from
years old 1o late teens.

There are thras tyoes of NPD that
ara moust common. For NPD Types A

anit B, rezearchers have ldentificd that
the cause 1z the deficiency of a specific

enzyme activity within celle. Type A
is mare severs, and leads to neurologl-
cal damage and death. usnally by age
4. Type B patients can survive inta
late childhomd or even adulthaod,
because there iz little or no nenralogl
cal activity.

Type C, which has struck Dillon,
is complelely different, according to
Ozmer,

It is responsible for the buildop of
cholesterol in such areas as the spleen
and liver, and fur the accumulation
af “gengliosides” in the hrain, That
Buildup results i eventus! damage tn
the nervous svsieny, ceusing naurnlogi-
cal deterioration, 5

And ke the other types, Type C is
alwavs fatal.

Yet with incredible faith and hope,
and much denial, as Walker said,
everyone is golng to get throngh this
— most especially, Dillon.

Counesy photo

Bowlete Maris Walker spends
praclous time with her grandson Dillon
Papler, 3, who is battling a disease
called Nlemann-Plok. He is one of anly
500 children in the world afflicted with
this rare, tatal, linass,

*There will ba a cura,” she said. I
know iL"

Right now, Dillon just survives an
“gag-awful” madicine,

“It's all just heartbreaking, and

(See CHILD, Page A2)

* hoping this experimental medication will prolong his
ur:n—r ?nj;fqmughs-unﬁl they find a cure,” sald Darrile, Dillon's
mom, and & 1981 graduats of Bowle High School. She was clearly
trylng to remain posltive during the interview s dad Mark |
{pssed a baseball with his son and great—grandmul.hel" Cha:luﬁnl |
walched with pride. “It's really not denial, | guess. It's just real.
ity, a reality we are living with, And what the rezearchers need

i ow is fimding.”
nlﬁftﬂﬂuﬂh generosity from the community, Walker and the
family hope the Niemann-Pick Foundation can achiave the neces
sary funding for crltical research “in hope ui a successful treat |
ment in time to spare Dillon and the other children the devastat- |
affects of this [atal disease.” o
mEA.'llweuan do, literally, is take things one day at & time, said
great-grandmother Charlatte Mesnik. .
"'ﬂifnt vou for making a difference,” the family states in a
fier. “Your generosity and heartfelt support provide us encour
agement and strength knawing we are not alone in our struggle
for & cure.” '
Papier fumily may be contacted at m1-aq?-¢m. ¥
Eﬂi&tﬂm can be made to the National Neimann-Pick Diseasa
Foundation or Ara Parseghlan Medical Research Foundation, ¢/0
Dillon Papier, 9741 Royal Crest Circla, Frederick, MD 21704,
Locally, Walker is accepting donations at 3900 Winchester Lane.
Bowie, MD 20715, Make checks payable to the National Naimann-
Pick Wmﬂaﬂh&rfmumﬂdﬁk&mmﬁeammlm,
4648085 or A01-529-6481. )
at:.:d'lhe is ';Im selling Baysox tickets to her grandson’s first
“Fight For g Cure” henefit for Niemann-Pick Disease.
The event will be Sunday, July 30, at & p.m. Gates open an Thonr
arlier for “Family Fun Day" as well
f Wamgrhu IIJIEYB.G‘!’ purchased several tickets for the event, ln-
cluding a few box seats, and is looking for any groups, organize-
tions, churches, families, businesses or individuals to contact her
chasa them. "
atfgll;urmuneymovar the price of the §12 ticket will go Into rasearch
for the foundation,” she sald, explaining that there is a disconnt
which will go Into research as well.
So far, she has sold 122 tickets, :
“Please cume and support America’s
illon's,” said Walker, {
Dﬂ.ﬁ?ﬁ:;‘a smile with so much emotion behind it, she said,
t “Every day with him is a joy and = blessing. I belisve in miracles
Anything can change. Bul no maftar whal happens, | am E‘lad to
have him in my life than never to have had him In my lifie.

favorite sport, as well as



