Down syndrome group decries push for screenings

'Just because we can doesn't mean we should'
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The Canadian Down Syndrome Society will launch a public awareness campaign next month out of fear that a new push for fetal screening could one day lead to an entire population being "eliminated."

"Just because we can doesn't mean we should. Let's talk about it," said Krista Flint, executive director of the CDSS.

The campaign will begin on Feb. 1, the same day the Society of Obstetricians and Gynaecologists of Canada will release a recommendation that all expectant mothers -- not just those over the age of 35 -- undergo screening for Down syndrome, a move that could lead to more terminated pregnancies.

"It certainly has struck a chord with families and people with Down syndrome," Ms. Flint said of the recommendation.

In an effort to counter the push toward genetic testing, her group, which represents more than 5,000 members across the country, will release a public service announcement and hold a press conference to state that the possibility of having a child with Down syndrome is not equivalent to "a death sentence."

They have also partnered with the Canadian Association of Genetics Counsellors to create a "value neutral language bank" for those who will present families with their options after screening has been done. This is about more than just semantics, Ms. Flint insists, but giving parents a more up to date assessment of what it means to raise a child with Down syndrome.

Words such as "deficit" and "abnormality" imply that the child will be a lesser being, she said.

"They only hear about congenital heart defects and gastrointestinal issues. They don't hear about inclusive schooling and competitive employment and babies that are wonderful and loving and horrible, as all babies are. They don't hear about the more normalized experiences."

Ms. Flint believes this information will make a difference to those facing tough decisions during pregnancy.

"If those individuals are not given the positive as well as the challenges, then I think we're doing the larger human family a large disservice," she said. "Because it will eliminate them."

Right now, there are 30,000 Canadians with Down syndrome, and the CDSS estimates that one in every 800 live births is a child with Down syndrome, but they don't know if that number is dropping.

Ms. Flint says there has been an increase in so-called "wrongful birth suits" in which hospital staff are sued by families who give birth to a child with Down syndrome without having been made aware of the possibility.

A spokesperson for the SOGC declined to comment on the SDSS's campaign, but said the recommendation is based on medical evidence and uses clinical terms. More widely accessible fetal screening will present more options to women and will also allow medical issues during pregnancy and delivery to be prepared for and addressed, the SOGC says.

But Dr. Will Johnston, Vancouver- based president of Physicians for Life, says his group's 500 members also find the move toward more fetal screening to be "troubling."

"I think it shows our inability as a culture to be as inclusive and accepting of diversity as we would like to think we are," he said.

Dr. Johnston does offer the "triple screen" that the SOGC is recommending to women younger than 35, which uses ultrasound to examine the nuchal area at the back of the fetus's neck.

But he worries about "prenatal screening hysteria" and said his group will be issuing a press release calling the recommendation a "retrogressive step."
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