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vision was 20/100 in his right eye and
20/200 in his left. With such a significant
amount of vision loss, the Heuchans
were then referred to the Johns
Hopkins Wilmer Eye Institute for
additional testing.

At Hopkins, Nick saw Dr. Janet S.
Sunness, a retina disease and low-vision
specialist, as Nick's diagnosis at this
point was macular dystrophy and
ADHD tendencies. Nick was now
hadlaomdumﬂﬂsdayin‘whdedweming
eyepatches then contact lenses

while the doctor sent shocks
ofhghtmlnseyesforhvohmrs After
six grueling hours of testing, the doctor
determined the pictures taken of Nick’s
eyes and the test results didn’t add up.
The tests needed to be redone.

In March 2003, this time with Nick
under anesthesia, the eye tests were
performed once again. At this time the
doctors first brought up DNA testing.
From here, the Heuchans were sent toa
neurologist and a genetic specialist in
April. Blood was drawn for genetic
testing at the end of May. Dr Raymond
from Kennedy Kreiger
Heuchans on June 16 to tell them N].Ck
tested positive for Juvenile Batten
Disease and he wanted to see them in
his office the next day.
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What is Batten Disease?

Named after the British pediatrician
who first described it in 1903, Batten
Disease is the most common form of a
group of disorders known as neuronal
ceriod lipofuscinoses (or NCLs). There
are four main types of NCL: infantile,
late infantile, juvenile and adult. The
symptoms are similar but they become
apparent at different ages and progress
at different rates. )

Juvenile Batten’s, which is the form
Nick has, begins between the ages of 5
and 8 years of age. The most common
early indicators of the disease are

ive vision loss, seizures, and a
lack of coordination. This form
progresses less rapidly than infantile
and late infantile, although ultimately
ends in death in the late teens or early
20s, with some living into their 30s.

Batten Disease is relatively rare,

in an estimated 2 to 4 of every
100,000 births in the United States. This
statistic is evidenced by the fact that the
Heuchan’s pediatric neurologist has
dealt with just six or eight cases
throughout his career. Only two of those
patients are still living. One is Nick.

How is Nick Now?

Although rapidly losing his vision,
Nick is otherwise okay for now.
Describes Tina, “Things are getting
darker for him and we’re dealing with
sleep issues.” He still plays his
GameBoy, though he has to hold the
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illuminated screen right in front of
his one eye in order to see well enough
to play.

He’s been taking Braille classes since
the first week of July, and John and Tina
report he’s doing fairly well with that.

The Heuchans are using this time to
indulge Nick in all sorts of events and
activities while he still has his eyesight.
One of the highlights of Nick’s summer
was getting to meet Ronnie Milsap at
this year’s Heritage Fair. “He sat glued
through the concert,” John remembers.
“Meeting Ronnie Milsap just made
his day.”

Nick will attend Norwood
Elementary School this year, even
though the Heuchans have been in
touch with the Maryland School for the
Blind (MDSB), where Nick will go on
Aug. 26 for an evaluation. “He’ll have
normal classes with Braille instruction
at school this year,” explains Tina. She
says the MDSB wants him to stay in
public school as long as possible, and
they’ll be happy to take him when
public school is no longer feasible.

What's Next?

“I don’t need your sympathy; I need
your help,” Tina tells people these days.
Although a cure for Nick would be
nothing short of a miracle, the
Heuchans plan to do all they can to fight
for treatment for this deadly disease and
hope that eventually a cure is
discovered. John plans to dive head first

into fundraising efforts, but he insists
on doing everything “above the table.”
The fundraising will get underway, he
says, “once all the legalities are in
place.” He needs a lawyer to help him
do it, so that he knows it’s done right.

Right now, the Heuchans are in the
process of setting up a website, which ‘
will be located at www.nicksbattle.com
when it goes online. “Most people will
get information from us on that, but
until it’s up, they can get information
by emzuhng nicksbattle@msn.com,”
explains John.
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Johns Hopkins but they can’t do
anything for Nick. “We live in the
medical capital of the world, and they
can’t help.” Nick will travel to Durham,
NC in September to visit a specialist at
Duke University. Travel expenses for
this trip are out-of-pocket for the
Heuchans, so the teachers at Nick’s
school took up a collection at the end
of the year to help with the trip’s cost.
Says Tina of the situation, “You don’t
realize how precious life is or how
people touch you or react to you on a
day-to-day basis. You don’t realize how
important friends are to you.”

While the Heuchans root for their
daughter Addie to win her races this
weekend, countless caring souls will
cheer for Nick, hopeful that he will find
his miracle as he prepares for the most
difficult race of his life.
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