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His Genes Hold Gifts. Mine Carry Risk.

By BONNIE J. ROUGH 
	


I CARRY a gene for a serious disorder, but my husband, who hopes for children, married me anyway.


I remember the black Seattle rain as we drove at night three years ago. Having dated since college, we were in the middle of our increasingly common debate about whether we should get engaged.

"I know I'll never find anyone better than you," Dan said. "But you have to understand that I'll always wonder what it would have been like to be a single 20-something."

This is how our marriage talks always went. What would we miss out on if we married, two best friends who had been side by side since college?

Water spun over the tires as we sloshed through the city. Dan had gone quiet. I watched his face as he drove. I often watched his face as he drove - still do. He must have felt my eyes, but he is a professional concentrator, a former college basketball star who, among other feats, set a division record for making the most free throws in a row - 60, over his sophomore and junior seasons. Now, at 29, Dan still hits the bull's-eye, slips the football between telephone wires, lands a soil-footed weed in the yard bin like a precisely struck shuttlecock.

He drove on. As light-and-rain patterns bloomed over his face, his expression softened. "So," he said, "tell me more about this genetic thing in your family."

I sat up straight. I felt like I was about to deliver the most important speech of my life. "It's called ectodermal dysplasia," I said. And then I told him everything I knew. I explained that my grandfather and my younger brother had both been born with sparse hair, missing tooth buds (which required them to wear dentures, even as children), and no sweat glands, making hot weather unbearable and even dangerous.

I explained that women carry the gene and risk passing it along to their sons. So if we were to have a boy - the son, yes, of an extraordinarily gifted athlete - there would be a good chance he'd be burdened with it. It goes without saying that it's pretty hard to play basketball, or any sport at all, if you can't sweat.

Dan took all this in without a word. Finally he said, "Is there anything they can do about it?"

"My mom told me scientists recently found the gene with the E.D. mutation, which half of my eggs have. I think that means doctors can pick out healthy eggs to fertilize."

Dan didn't ask for more. But a few months later, he did ask me to marry him.

My grandparents, and then my mother and father, made their babies on faith. They knew the E.D. was there, and there was nothing to do about it but pray.

When my brother Luke was born, his skin was so dry and flaky that the doctor said, "We should take him down for an X-ray just to rule out E.D."

Later, Luke's pediatrician poked his head into my parents' hospital room and said simply, "There are no tooth buds."

A friend had brought a bottle of Champagne, and my parents opened it. A nurse then wheeled their pink-faced son with a head of dandelion fluff into the room. My parents looked at my brother, who was very quiet and moved his lips with the concentration of an old man, and poured the Champagne. Toasting, they said together, "God's will be done." And they cried long into the night.

But now, in the 21st century, "God's will" is not a force Dan and I have to accept. "What is our will?" we ask ourselves. We could save up $15,000 to have my eggs harvested and combined with his sperm. Doctors would then implant a few fertilized embryos without the E.D. mutation, and we'd have to accept the possibility of twins, even triplets. We're students again, so $15,000 for anything - even a healthy baby - sounds staggering. And having triplets sounds equally unfathomable. But my real worry is more complicated.

If we went this route, doctors would freeze our remaining healthy embryos until we were ready for another child. I know this method is a miracle for couples who can't have children otherwise. But I can't help wondering whether there's meaning attached to a natural conception - one that occurs by fate, inside a mother - as opposed to an embryo being chosen, frozen, thawed and implanted. I know plenty of happy, healthy people have been conceived this way, but I confess: I hope that my children can begin their lives within the warmth of my body.

Why don't we just adopt? This is an unsettling question because it points to what must be our selfishness. But the idea of creating a life from our two bodies seems to us a consummation of sorts. Maybe this means we need to work on our relationship - that we already, dangerously, see having children as a way of fulfilling something missing between us. But then, something is missing: our echo through time.

When Dan and I visited the gravesite of his great-great-grandparents, I remember thinking with awe, These are the ancestors of my future children. History is the only purchase I have on my life - knowing the stories that meld to make my story - and it seems like a fulfillment of some kind, a continuation of narrative, for a child to know the real, biological melding of Dan and me.

For Dan, it may be simpler. He has uncommon athleticism, shining health, beautiful teeth, sharp concentration, perfect aim. He wants children sooner rather than later so he can have the knees to play basketball with them - hard, sweating, laughing basketball - when they are in high school. Dan has genetic gifts he wants to give.

I have a lesbian friend who has struggled to become pregnant. It takes time and negotiation to secure a suitable sperm donor, and potentially a lot of money if acquaintances don't work out. "Heterosexual couples don't realize how good they have it," she said to me one day. "All they have to do is hop in the sack a few times."

Dan and I could do that. Creating human life is so free, and so common, that it becomes plausible to create and then destroy. At 12 weeks of pregnancy, we could have our fetus tested. A few weeks later, results would arrive, and we could choose to keep our baby or not.

This, my pro-choice heart realized one night at dinner, is not an option for me. "I couldn't do it, Dan. I couldn't carry a baby with a doubt in my soul. What would that do to him? He should know from the start that I love him and want him. I want him to feel acceptance, not worry. As late as 16 weeks? That's way, way too far along."

"I think so too," he said, filling me with a relief I hadn't known I wanted.

Later, I asked Dan if he'd rather adopt a healthy child or have one of our own with E.D. "Have our own with E.D.," he said.

In some ways, we're lucky. E.D. is no Down syndrome, no cerebral palsy or cystic fibrosis. It doesn't affect mental capacity or motor skills. It doesn't cap life span. The more we talk about E.D., the littler it tends to sound. My brother, after all, is healthy and strong, getting good grades in his first year of college. He seems to know the name of every kid he sees on his way to class. In poker, he beats the pants off every guy in his hall and spends his winnings on books and food and, this month, in his first suit; he's taking a smart girl with blond, curly hair to the Charity Ball.

But Luke grew up in Seattle, where the weather is kind to him nearly all year, where top prosthodontists are plentiful, and where our father has a job with decent dental benefits. Growing up, I came to see E.D. as a mere inconvenience. Sometimes it brought heavy expenses for our parents, sometimes it caused physical embarrassments for my brother. But it never seemed cataclysmic.

So I fumbled for words recently when I found myself explaining to my brother that Dan and I hope to dodge E.D. I wondered if he was thinking, What's so bad that they'd try so hard to avoid it? As I stammered, Luke interrupted me with a "duh" look. "I wouldn't want your kids to have it," he said.

AND neither, of course, would we. Dan was with me on a summer trip last year as I peered into my grandfather's story for a writing project. His family and schoolmates told us about his childhood in western Nebraska - part of the Great Desert, with cactus paddles crowding the wheat. The heat often prevented him from helping on the farm, or doing anything at all. He'd sit in the ice barn alone, melting into the white blocks. If the playground sizzled at recess, it didn't matter who was watching; he'd creep like a dog beneath the snowberry bushes. People considered Earl feeble, and tended to him like a baby. He grew into a reckless man, desperate to prove he had no limits - financial, physical or emotional. At 49, he died penniless, addicted to prescription drugs, and alone.

On our drive home to Iowa from Nebraska, I asked Dan what he thought of what we'd learned.

"When you think about Earl's life," he said as we whipped through the sweltering summer cornfields, "it seems like we should do whatever we can to avoid passing it on."

Still, I sometimes dream of a baby boy who reminds me of my brother. He has the same clever humor, sharp eye and wise ears.

Despite his E.D., the boy seems perfect to me. He is astoundingly bright. Before he's old enough to talk, he sits on my lap with a good-natured smile, making amused remarks about humankind. Then he turns and clings to me like a gentle koala, loving me deeply. I have begun to wonder if he is saying in his patient way, "Don't rule me out."
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