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Jacqueline Fox remembers when she could jump out of bed, ride a bicycle on a whim and play basketball with her
friends.

Now, pain controls her life. For Jacqueline, or Jackie as friends and relatives call her, it hurts to walk or stand.
Sometimes she can't even sit at the table. Her legs, particularly her knees and ankles, become inflamed without warning.

Three years ago, she was found to have juvenile rheumatoid arthritis. It's a painful disease with no known cause or
cure.

Jackie, who turned 16 in January, takes 41 pills every week to control the pain and swelling in her joints. She also
injects herself with Enbrel, a genetically engineered protein that costs $1,000 a month. The drug makes her vomit and
weakens her immune system to the point where a cold or flu virus might kill her, her mother, Stephanie Fox, says.

Until six months ago, Jackie's mother had to pay for a large portion of Jackie's prescriptions. A change in insurance
coverage has since reduced the family's share of medication expenses. Still, Stephanie Fox struggles to create some
normalcy for Jackie at home and at school.

Jackie, a freshman, no longer can attend regular classes at the ninth-grade annex at Liverpool High School, where
she is enrolled. A tutor provided by the Liverpool school district visits her at home each school day, but only to drop off
and pick up assignments. Jackie cannot participate in gym class and instead writes reports on activities, such as fishing.

After months battling with the school district, Stephanie Fox was able to get the district to supply a special bus to
take Jackie to science labs once or twice a week.

More frustration boiled over earlier this year when Liverpool school officials said they couldn't find Jackie a tutor
for Latin, a language she desperately wanted to learn this year.

That situation was remedied by Donna Woolfolk Cross, author of the best-selling novel "Pope Joan." Cross, who
lives in Syracuse, met the Foxes at a book signing and was so touched by Jackie's desire to learn Latin that she found
her a tutor and is covering the cost.
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Cross, who taught English at Onondaga Community College before her writing career took off, says there are
parallels between Jackie and Joan of Ingelheim, the heroine of her novel. Both loved learning but struggled to get an
education, she says.

"Latin, of all the things to learn," Cross said. "You'd think Latin teachers would be killing themselves to get to this
girl."

Liverpool schools Superintendent John Cataldo declined to comment about the Foxes' situation without clearance
from the family. When Jackie's mother gave the district permission to talk to a reporter, Cataldo again declined to
comment, citing legal reasons.

Generally speaking, however, Cataldo says relationships with families who have special-needs children can be
difficult because of the pain and struggles they are going through.

"It's just hard," Cataldo said. "That's why I don't minimize it at all, and I don't minimize people's frustrations or
concerns."

Living in pain

Jackie says the pain sometimes feels as if someone bashed her knees with a hammer. Other times, she says they get
unbearably stiff and sore.

"It just really hurts," she added. "To describe the pain to someone sometimes is difficult."

Although more commonly associated with older people, arthritis strikes children without warning, some as young
as 2 years old.

An arthritic child can look normal but be in great pain, says Jackie's doctor, William P. Hannan, who runs the
pediatric arthritis center at University Hospital. Swollen joints often are not noticeable unless the disease has caused
deformities in the wrists and fingers, according to the Arthritis Foundation.

In Onondaga County, 361 children are afflicted, says Penny Perrone, spokeswoman for the Arthritis Foundation of
Central New York. In the United States, arthritis and related conditions affect 285,000 children.

Margaret Tiedemann, a 14-year-old freshman at Fayetteville-Manlius High School who also has juvenile
rheumatoid arthritis, first noticed the pain in her left hand after a canoe trip last year in Canada. One night, her left hip
hurt so badly it woke her from sleep.

"You wouldn't look at me and say, "Oh, that girl has arthritis,"' she said. "It's not obvious. It's not a broken arm.
Even my pediatrician was unsure something was wrong."

Stephanie Fox never forgets the day Jackie first showed severe symptoms.

"May 21, 1997," Stephanie Fox said. "She's not one to complain. It was 7:03 in the morning and I hear her banging
on the bedroom door, screaming, "My knee! My knee!' It was the size of a large grapefruit."

"She's a real advocate'

Stephanie Fox, 41, once dreamed of becoming a lawyer. The year before Jackie became sick, she earned her
bachelor's degree in sociology and criminal justice at LeMoyne College.

She was a leasing agent for a real estate agent for years before returning to school. There were days when she drove
through blinding snowstorms to get to a class that had been canceled. There were times when she didn't know where she
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was going to get formula for her babies.

"My papers went on the refrigerator with everyone else's," she said.

She was the first woman in her family to graduate from college. She's bringing up four daughters: 18-year-old
Jennifer, who attends college in South Carolina; Jackie; 12-year-old Sarah-Emily; and 9-year-old Hannah.

Jackie says her classmates tell her she's lucky she doesn't have to be in school every day. But she'd rather be in
school than be sick.

"A lot of students don't know," she said. "I don't want people feeling sorry for me."

When Jackie's condition was diagnosed, her mother put aside thoughts of law school. She opened a child-care
business out of her home on Amblewood Lane in Clay. She says she won't give up trying to get Jackie the best
education possible.

"(Stephanie Fox) is a lady that you don't want to tangle with," said Hannan, Jackie's doctor. "She's a real advocate
for Jackie, and I think that's real important."
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GRAPHIC: PHOTO; Gary Walts/Staff photographer; JACQUELINE FOX,16, of Clay has been treated for juvenile
rheumatoid; arthritis for three years. She takes 41 pills every week to control; the pain and swelling in her joints and
injects herself with Enbrel, a; genetically engineered protein. Color.; GRAPHIC: Juvenile Rheumatoid Arthritis (JRA)
(Note: for text of; graphic, see microfilm.); Arthritis Awareness Month; May is National Arthritis Awareness month.
The Arthritis Foundation's; Central New York chapter will have an educational forum from 1 to 4; p.m. Thursday at
May Memorial Unitarian Society, 3800 E. Genesee St.,; Syracuse. Advance registration is $3 per person and $5 per
couple.; Tickets at the door are $4 per person and $6 per couple. Topics to be; discussed are osteoporosis, nutrition,
aging and exercise. For more; information, call 455-8553.
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