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	Huntington’s: The Dilemma 


	When Sylvia was diagnosed with Huntington’s disease in her fifties, her two sons had to decide whether to find out if they had inherited the gene too.

A simple genetic test can determine if someone has the faulty gene. 

But it can’t tell you at what age you will start to develop symptoms, and there’s currently no cure for Huntington’s.

Dr Nick Dennis, Consultant geneticist, UK – “There’s always been a lot of caution on the part of the genetic services not to rush into testing, because we’ve been afraid that we’d do more harm than good. Specifically, we have been afraid that we might get people getting very depressed or committing suicide after getting a result.”

Most people opt not to take the test, deciding it is better not to know…

… But some find that they want some certainty.

Debbie Day, Sylvia’s daughter-in-law – “I think it must be easier to know that you’ve got it. Rather than just live your life and wonder… have I, have I, have I? I mean, you know, if he has got it and doesn’t get tested, there’s always gonna be that in your mind, isn’t there, whether you have. I mean if you do something, and fall over, is that because I’ve got it, or is that just coincidence, or…?
Brian made the decision to have the test first.
Brian Day, Sylvia’s son – “I really wanted to find out for my children’s children. I phoned Julie on me mobile and she said ‘are you ok?’ and I said ‘no, I’ve got the gene’.”

Whether Brian has the Huntington’s gene or not, doesn’t reveal his brother James’s risk. Each child always has a 50:50 chance of inheriting the gene.

James Day, Sylvia’s son – “You’ve got to think positive… and hopefully it’s not positive.”
In the luck of the genetic draw, James was more fortunate.

“Okay Mr Day, we have got a result, and it’s good news… it’s completely normal.”
James Day, Sylvia’s son – “Is it really? That's great.“

Debbie Day, Sylvia’s daughter-in-law – “I’m shaking, really shaking.”  
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	James Day, Sylvia’s son – “There it is look – N for negative.”

This also means his children will not be carriers of the Huntington’s gene

Huntington’s disease presents families with a huge dilemma. 
But diseases caused by just a single gene, with such a high risk of causing the illness, are extremely rare.
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