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Article continues on previous page in the second column

Seeking ‘a sense of peace’

The decision whether to seek testing often depends
on what disease a patient is at risk for.

For Dixie King, taking a test for a mutation that
greatly increases the likelihood of breast cancer was a
no-brainer. King was 38, the daughter of a breast can-
cer survivor and by background a European Jew, a
group more likely to carry the gene.

King tested positive in 1996 and opted to have her
breasts and ovaries removed — radical procedures
that greatly reduced her chances of getting cancer.

The testing “gave me a sense of peace,” says King, of
Oxford, Md. “It’s like 1 traded in a car whose brakes
were estimated to fail at some point about 85% of the
time. | know there’s still a small risk of an accident,
(but) I can live with it.”

For Stephanie Vogt, the question was whether to be
tested for Huntington's disease, which shuts down
brain functions and is caused by a single mutation.

The Kalamazoo, Mich., woman was at risk: Her fa-
ther’s father had died of the disease, which can begin
in a patient’s thirties and is always fatal. But her father
had died in his early thirties without knowing wheth-
er he carried the gene. When she was younger, Vo,
says, she had her “head in the sand” about what migl%:
be coming.

Only about 300 Americans take the Huntington’s
test each year, says the Huntington's Disease Saciety of
America, which estimates that more than 200,000
people in the USA are at risk for the disease.

As she neared 30, Vogt decided that continuing not
to know would be worse than hearing bad news.

“] figured if | was gene-positive, knowing or not
knowing wouldn’t make a difference — | was going to
get (Huntington's) anyway,” says Vofgt, 29, “But I have
things | wanted to get done in my life. If I was only go-
ing to have so much time, | was determined not to
waste it.” .

Vogt tested positive last year — meaning she is des-
tined to get the disease — but has “not looked back
since.”

The claims adjuster is going to college at night, gives
lectures on Huntington’s disease and also works as a
radio newscaster.

Not all patients who take the Huntington's test react
so well, even when the results are negative.

In Seattle, a man in his late thirties continued to tell
friends he carried the Huntington’s mutation three
years after testing negative.

The man, says genetics counselor Robin Bennett,
had led a partying lifestyle based on the assumption
that he would die young.

Admitting that he did not carry the mutation would
have forced him, in essence, to adjust his values, Ben-
nett says.

In Pennsylvania, a woman who tested negative for
the Huntington’s mutation suddenly felt ashamed to
be with her sister, who had tested positive.

“Survivor guilt iS not uncommon,” says Vivian
Weinblatt, president of the National Society of Genet-
ics Counselors.

The dilemma for doctors

Gene tests are creating challenges for doctors and
genetics counselors, who are sworn to respect pa-
tients’ privacy. Sometimes, medical professionals have
gatients who have tested positive for a gene mutation,

ut who do not want their relatives to know — even
though the result means the relatives are at risk, too.

“It can be an excruciating problem,” says Wendy
Uhimann, a counselor at the University of Michigan
hospital. “Patient confidentiality is paramount. (But)
how i:(%n you in good conscience leave somebody else
at risk?”

To avoid being placed in such positions, some med-
ical professionals have refused to give gene tests un-
less patients agree to share the results with their rela-
tives. Last year, Michelle Wagner of Mesa, Ariz., had
difficulty finding a lab to test her for Huntington’s dis-
ease unless her mother agreed to be tested at the
same time. Wagner’s mother had lost a parent to Hun-



