The
Serving the
South Loup River Valley

Arnold Sentinel

CUSTER COUNTY, ARNOLD, NEBRASKA 69120

(USPS 032480)

THURSDAY, FEBRUARY 5, 2015

VOLUME 98, NUMBER 33

A “RareJul”

Children’s Hospital in Omaha has become a second home to Justin and Jailyn Strasburg and daughter
Juliet, as Juliet faces medical challenges caused by Vici Syndrome. (Courtesy photos)

Juliet Strasburg Struggles With Rare Disease
Juliet Strasburg pictured at about eight months of age. She has
spent many weeks of her young life in Omaha’s Children’s Hospital,
being treated for complications resulting from Vici Syndrome.
By Janet Larreau
Juliet Perri Strasburg is a
beautiful baby, with blonde,
curly locks, big blue eyes and
some of the longest eyelashes
you’ve ever seen. She has a family that adores her, including
two older siblings.
She’s “one in a million.”
In fact, she’s one in hundreds
of millions. Juliet has been diagnosed with a rare genetic disease. So rare, only 20 cases have
officially been diagnosed in the
world.
Juliet was born on the morning of May 15, 2014. She came
to her parents, Justin and Jailyn
Strasburg of rural Arnold, very
similar to their two older children, Piper, who turns six in
February, and Parker, 3 1/2.
The couple had a nice middleof-the-night drive to the hospital - just like the other two - but
Juliet held on a little longer and

was born in the mid-morning.
Her newborn screen was normal, except for the dots in her
eyes. The pediatrician wasn’t
concerned, but thought that
they didn’t look normal. Three
weeks later, the dots were confirmed as cataracts. The eye
doctor wasn’t worried and
asked to see her again in two
months.
Around four to five weeks of
age, Justin and Jailyn noticed
that Juliet didn’t seem to be
gaining any weight, although
she ate, or tried to eat, like any
other newborn. A doctor’s appointment was made and Juliet
was admitted to the hospital for
“Failure to Thrive.” An MRI revealed that Juliet had ACC (Agenesis of the Corpus Callosum).
Months later, on December
11, Juliet was officially diagnosed with Vici Syndrome (VS).
VS is an extremely rare multi-

system disorder characterized
by an absence of corpus callosum (part of the brain), low
muscle tone, significant developmental delays, cataracts,
heart muscle disease, abnormalities of the immune system,
seizers, recurrent severe infections, and in some cases, loss of
hearing. Life expectancy for
children with VS varies between ages three through eight.
Juliet has been admitted to
Children’s Hospital in Omaha
eight times in seven months
with each stay being at least a
week. The longest stay was two
days shy of a month. She has
taken two helicopter and two
ambulance rides.
“One thing we can say is that
she has definitely had the best
flight attendants in the skies,”
Justin wrote on a blog titled
RareJul. “We have started to become known at Children’s to
the point that the doctors and
nurses will come and visit us
even if they are not taking care
of Juliet at the moment. I guess
it’s good to have them on your
side when you need them. We

have, however, spent nearly as
much time with them as we
have at home, so they truly are
our second family.”
Justin said that Children’s
Hospital has a mixed emotional
feel every time they are there.
“On one hand, you have the
‘My child is getting the best possible care in the best possible facility there is,’ and on the other
you have ‘I’m in a hospital
where it’s never just the common cold.’ You pass other parents in the halls or elevator, and
we all have that same thought
or look in our eyes, wanting to
ask the question, ‘What is your
child here for?’ Sometimes you
do, but most of the time it’s just
understood that no case is better or worse than the other. We
all have a sick child and no parent wishes that on anyone. We
wish we could just take it away
and make it be us instead of
them, at times feeling helpless.”
Doctors at Children’s Hospital
are not familiar with the disease due to its rarity, but are in
full research mode.
“Vici is a fairly new syndrome
and not a lot of research has
been done; the diagnosing gene
was only found a couple of
years ago,” said Justin. “We are
trying to start the process of
helping to raise awareness.”
Justin said the hardest part of
all of this journey has been to
understand why God chose
their little girl to be diagnosed
with Vici Syndrome.
“Of all of the things that could
happen to a child, why this?” he
said.

Justin and Jailyn’s deep faith
will carry them through in the
challenges that lie ahead. On
his blog, Justin posted a Bible
verse from Ps 55:22: “Cast your
burden to the Lord and He will
sustain you.” While in Omaha
with Juliet, Jailyn texted the
words, “Our Lord is mighty! At
the same time so personal! He
continues to show how much
He loves us!”
Both Justin and Jailyn are
graduates of Arnold High
School. Jailyn’s parents are
Keith and Jodi Carlson, and
Justin’s parents are Penny
(Crow) Allen and Kevin Strasburg.
Benefit Planned
With bills mounting for the
family, Jailyn’s classmates from
the Class of 2000 are showing
their support for the family by
hosting a benefit scheduled for
February 28 at the Arnold Community Center. Ironically, organizer Ashley Meyer said the
date was unknowingly set on
the observance of “Rare Disease Day.” The main objective
of Rare Disease Day is to raise
awareness amongst the general
public and decision-makers
about rare diseases and their
impact on patients' lives.
A soup, sandwich and pie supper will be served from 5:00
p.m. to 7:00 p.m., for a free-will
donation. Silent auction winners will be announced at 7:00
p.m.
If anyone would like to donate
an item for the silent auction,
please contact Ashley Meyer at
308-660-5936.
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