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The journey ahead
Busy being a kid
Bright lights, big city
The road to independence
A weight to bear, but not alone
Epilogue
About
Photo: Zach Thibodeaux, 8, has cone-rod dystrophy, an incurable condition that slowly causes blindness. (Credit: Tom Fox)
Fidgety and full of purpose, 8-year-old Zach Thibodeaux put on a blindfold and extended his fold-up cane.
The instructor took the Lewisville boy’s hand near a stretch of storefronts at NorthPark Center in Dallas. “Let me tell you a little bit about the route,” she said.
With a finger, Alexa McIntyre traced on Zach’s palm the L-shaped path he would sightlessly pursue: Straight down the mall concourse until it ended at the Dillard’s department store, then turn.
“Ready?” she said.
Zach positioned his cane and nodded.
“OK, go.”
Far ahead, Dillard’s loomed like a beam of light at the opening of a cave.
Though only in second grade, Zach is old enough to know he’s got a long road ahead.
Rapidly and surely, Zach is going blind — the result of a condition called cone-rod dystrophy, a degenerative disease that is destroying the cells of his retina and for which there is no cure.
Splotch by splotch, he’s losing sight of a world most of us experience visually, as if he were an artist trapped behind dark paint thrown at a blank canvas.
“Eighty percent of the information we get comes through our eyes,” said McIntyre, who teaches orientation mobility to the visually impaired. When that 80 percent fails, the remaining 20 percent must assume full responsibility.
At first, doctors couldn’t pin down what was causing Zach’s inability to see at night, his clumsiness during the day, his declining grades at school.
The diagnosis, while devastating for his divorced parents, seemed to give Zach new purpose, even as his sight faded. By early 2011, he’d lost 75 percent of his vision in one eye, 85 percent in the other. His timetable is unpredictably short.
In the meantime, he’s embracing the challenges of the road ahead, learning what it means to be blind, hoping to collect visual memories of things he won’t be able to see or do anymore: a game of soccer, the Statue of Liberty, a redwood forest. Things we might take for granted because, we think, they’ll always be there.
For Zach, they won’t.
In Autumn 2009, Zach failed the annual vision exam given at Mary Immaculate Catholic School. OK, his parents thought: So Zach needs glasses. No big deal.
Zach had always been a good student, but then his mother, Johanna Uek, began to notice uncharacteristic errors in his schoolwork.
My glasses aren’t working, he told his parents. They got him new ones. The next autumn, he failed another test.
“That was kind of alarming,” said his father, Adam Thibodeaux of Addison, a digital strategist for J.C. Penney Co.
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