A day at a time Deerfield parents still hope for a miracle
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There was no drive-by bullet, no grinding wreck, nothing more ominous-in the beginning at least-than a little girl's sore neck on a day in the suburbs that began as any other.

The parents, Matt and Christie Wylie, were unconcerned at first, thinking daughter Rebecca's complaints after an Aug. 2 pool party-the sore neck, the tingling in her arms-were most likely a typical 7-year-old's attempt to pry some adult attention from a new baby brother.

But when Rebecca awoke later that day from an hour-long nap, it was to a terrifying new world. Arms that had tingled now could not be felt at all, and lay lifeless and contorted at her side.

"Whose arm is this?" she asked her startled parents, referring to her own motionless limb.

The feeling abandoned her legs next. Within minutes her breathing became labored.

"I can't move my arms or my legs," she told her parents in a voice reduced to a whisper. "I can't move my arms or my legs."

When Matt Wylie gathered up his daughter's limp body for the ride to the emergency room at Highland Park Hospital, he still prayed that the surreal drama was the product of a child's imagination.

"Rebecca, if this is a show, you are in big trouble," he said then.

"This is no show," she replied.

Three months later, his daughter's limbs remained stilled by a rare and mysterious disease called transverse myelitis. Hopes for recovery have dimmed with each passing week. Matt Wylie's voice grew raspy recently when he spoke of his daughter's ordeal on the telephone.

"We believe her now," he said.

In Room 528 of the Rehabilitation Institute of Chicago recently, Zach Wylie, age 5, and his 3-year-old sister, Alissa, happily swung from hospital bed arm-rails like they were monkey bars. Patrick, now 6 months, dozed against his father.

"Zach, stop jiggling the bed," Rebecca ordered her brother, turning her head.

Rebecca's long dark hair was splayed across a white pillow, her birdlike arms motionless at her side.

Later, when lunch was done, her parents would dress Rebecca, now 8, for a trip to the Field Museum. It is the weekly excursion in a new routine, part of one family's reordered world.

"After 10 years of marriage and four kids, you never imagine yourself going through something like this," Christie Wylie said with a sad smile, shaking her head.

As parents, the Wylies had been no different than most. They had sought to weave a protective cocoon in which their children could grow up.

Three years ago, Matt Wylie, a 31-year-old architect, moved his growing family from the city to north suburban Deerfield, to a tree-lined, kids-filled street named Appletree. A spacious park beckoned just beyond their backyard. Wilmot Elementary School was down the street. Christie Wylie quit her job as an elementary school teacher to stay home with the children.

But on Aug. 2, they learned no parental defense is impenetrable.

Their nightmare began with a germ, a virus that manifested itself in no other way than to attack Rebecca's spinal cord at the neck. The resulting lesion there has prevented nerve signals from her brain from reaching the rest of her body.

Doctors know what happened, but with transverse myelitis, they still don't know why. Major medical research centers such as Johns Hopkins Hospital in Baltimore report fewer than one case a year. Almost never are the victims younger than teenagers.

"There is nothing they could have done to prevent it, nothing they could have done to alter it," said Dr. Charles Sisung, a pediatric physiatrist and Rebecca's physician now at the rehabilitation institute.

Yet another painful reality awaits the family now, one that dawns slowly. About half of those stricken with transverse myelitis recover fully, but usually in the first few weeks, Sisung said. Others recover little, if at all.

Rebecca's mobility likely will be limited to an electric wheelchair. She will need to learn to turn pages of a book or punch computer keys with a mouth stick, Sisung said.

Yet the parents, who plan to take their daughter home in early November, cling to hopes for a miracle.

"I'm still hopeful that she's not going to be a statistic," said Christie Wylie. "I used to want her to come home and be able to ride her bike again. Now I'm closer to wanting just one arm, one hand. If she could just get the use of one hand back, she could do so many things.

"I know it sounds like bargaining with God," she says. "But that's not too much to ask. Is it?"

It was at Rebecca's insistence that she be weaned from a respirator so she could breathe by herself. She wants to return to her old school. She wants to be a bride for Halloween. If she realizes the extent or likely duration of her handicap, she doesn't let on.

"Good," is how the girl invariably responds when asked how she is feeling.

And for the parents, there are moments when an unexpected emotion intrudes on the crisis-gratitude.

"We will just have to accept a new normal," Matt Wylie said on Monday in the late-night quiet of his family's living room. "I almost feel that we've gotten this tragedy because we've been able to handle it. I've heard it said that God doesn't give you any more than you're able to stand," he said.

"Maybe it was our role to stand it, and turn it into something good for Rebecca," he said.

His wife listens across the living room.

"We still have her," Christie Wylie said, before quietly repeating herself. "We still have her."

On Friday, the North Shore rock band, Dr. Mark and the Sutures, will play a benefit concert for Rebecca at 7:30 p.m. at Wilmot Elementary School in Deerfield.
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