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The Saylor family: Jake, Scott, Kristine and Brooke

FORE golf tournament supports little-known cause

MAY 11, 2011

BY JOAN TUPPONCE
CONTRIBUTING WRITER

For many new parents, the screening done after an infant is born is
nothing more than a series of tests. For Kristine and Scott Saylor, it was a
wake-up call.

Ten days after their son Jake was born, they learned he tested positive for
a very rare metabolic disorder called galactosemia. The disorder, which
a�ects only one in 60,000 births, can cause liver, eye and brain damage, as
well as learning disabilities and speech disorders.

“Most babies get really sick before they know what is going on,” said
Kristine. “Jake had a few symptoms after birth. He’s been in speech
therapy since he was 18 months old.”
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Kristine, who is a nurse, began researching the disorder only to discover there was very little information on
galactosemia. There has been little to no funding for research.

“My husband and I were extremely frustrated,” she said.

In an e�ort to raise funds for research, the couple is helping to organize the Fourth Annual FORE the Cause Charity
Golf Tournament at Birkdale Golf Club on May 20. The event is being sponsored by Walgreens where Scott is
employed.

The Saylors got their inspiration from another family whose daughter has the disorder. Her family held a country
music concert and silent auction, raising more than $30,000 for research.

Currently, the Saylors travel to Children’s Hospital Boston to get medical treatment for Jake from Dr. Gerald Berry, one
of a handful of doctors in the country who is conducting research on the disorder.

“We chose to go to Boston to see him because he sees the [majority] of galactosemia patients in the country,” Kristine
said.

Kristine has learned that the disorder is very dangerous during the �rst two weeks of life. After the newborn phase,
there is less chance of liver or kidney damage, however the disorder does have long-term complications.

“Girls can go into ovarian failure and menopause when they are a teen,” Kristine said. “There are also a lot of
neurological disorders, such as tremors or learning disabilities.”

Children with galactosemia lack an enzyme that breaks down galactose, a type of sugar made by the body. Because of
that, they aren’t allowed to have galactose in their diet.

“They can’t have anything that contains milk or dairy products or byproducts,” Kristine said. “But even the diet is
controversial. There’s no proof that after the �rst year of life the diet is actually helping.”

The couple hopes to raise awareness of the disorder through the golf tournament and a silent auction and ra�e that
is being planned for the same day.

“We are still in need of donated items for the silent auction and also the ra�e,” Kristine said.
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For more information on the tournament and auction, go to www.forethecause.org. The money raised will go to
Parents of Galactosemia Children, Inc., (www.galactosemia.org), a national support organization that has created a
research fund for the disorder.

“Raising funds has to be [spearheaded] by the parents because no one knows about the disorder,” Kristine said. “It’s
really hard for families.”

Want to play?

The Fourth Annual FORE the Cause Charity Golf Tournament will be held on May 20 at Birkdale Golf Club, 8511 Royal
Birkdale Drive, Chester�eld. Registration begins at 11 a.m. with a shotgun start at 1:15 p.m. For more information and
fees, go to www.forethecause.org.
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