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At Risk for Huntington's Disease

HD is a genetically caused brain disorder that causes uncontrollable bodily movements and robs
people’'s ability to walk, talk, eat, and think. The final result is a slow, ugly death. Children of parents
with HD have a 50-50 chance of inheriting the disease. There is no cure or treatment.
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T A et “And it helped, because suddenly I was part of it, and I was with them.”
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Sarah struck a similarly optimistic, sometimes even jovial chord
throughout her speech. (You can watch an excerpt in the video below.)

Olympic medalist Sarah Winckless:
Huntington's disease and me

Gene Veritas

2231

At dinner, Sarah regaled a group of conference attendees with other stories
from her athletic career as well as her mother’s spirited fight against HD.
Though HD patients rarely live two decades beyond onset, Val has now
lived with the disease for about 25 years.

I felt infected by Sarah’s optimism.

“In all of my years of dealing with HD, you are the most positive individual
I have ever met,” I told Sarah as I prepared to retire for the evening.

I hugged her and gave her a brotherly kiss on the forehead. “You are not
going to get HD,” I declared. She smiled broadly as she thanked me.

As an HD gene carrier, I live with the stark knowledge of the disease’s
inevitability. However, scientists believe that personal enrichment and
staying active and positive might very well help delay onset. And there is
the very real hope of an effective treatment for Sarah, me, and the entire
HD community.
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Sarah Wincklesé and Gene Veriias (photo by Simon Noble, CHDI)

That night and into the next day, I thought of how I need to maintain my
own positive attitude — not just to bolster myself in the fight against HD,
but to become a better husband, father, coworker, and citizen.

As the HD therapeutics conference proceeded, Sarah’s spirit lived on as the
participants presented new research demonstrating a deeper
understanding of HD and continued progress in the quest for treatments.

We all need to become infected with Sarah’s optimism.
Like the Winckless family, we must all bond together in this fight.
As difficult and terrible as it may feel, we are never alone.

“Three out of four, we’ve beaten the odds” — despite her own adversity,
Sarah found joy in her siblings’ good fortune.

She has reminded us of a key lesson: no matter how difficult our situation,
our lives mean so much more than the fight against HD.

Next time: a report on the therapeutics conference.

Posted by Gene Veritas_ at 10:00 AM | E @)

Labels: advocate , CHDI , enrichment , family , gene carrier , genetic counselor ,
genetic testing , Huntington's disease , mother , Olympics , onset , optimism ,
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