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Waves of Change


The Honourable Chris d’Entremont

Minister of Health

Department of Health

P.O. Box 488

Halifax, N.S., B3J 2R8

Dartmouth, January 9th, 2007

Dear Minister,

I am pleased to present you with our petition ‘Canada needs a Prenatal Diagnosed Condition Awareness Act’.

Since February of 2007, all pregnant women in Nova Scotia have been offered prenatal screening funded by the province. These screening tests are not designed to treat or cure any condition, but are aimed at avoiding conditions such as Down syndrome by avoiding the birth of the babies with this condition. In Canada over 90% of parents terminate a pregnancy when faced with a prenatal diagnosis of Down syndrome. The Nova Scotia Down Syndrome Society has experienced a sharp reduction (by approximately 85%) in new registrations during 2007.

If used without caution, prenatal screening tests can easily lead to discrimination against people with genetic conditions. An expansion of prenatal screening programs without an appropriate expansion of counseling, information, and education programs is leading to an unjustifiable situation. A few quotes taken from our online petition will illustrate this.

“…I have a baby with Down syndrome who was born 9 weeks ago. I was given information from 1974…”

“…As a member of the medical community I can say that despite SOGC’s claim to the contrary, physicians do not provide balanced information when giving advice on prenatal testing, because most do not have the exposure, experience or education about life with a genetic difference…”

“….Upon receiving a diagnosis of Down syndrome, I found health care professionals volunteered little information about raising a child with Down syndrome, yet took great efforts to inform us that termination was not something to feel guilty about. When asked to make this decision you are highly unstable and it is a time you need to know the true facts. I shudder to think what my life might be like had we not undertaken our own research and relied on the information given by professionals….”

As an organization, the Nova Scotia Down Syndrome Society supports a woman’s right to choose.  However, we believe that a woman’s freedom to choose is not guaranteed if she does not have access to enough non-directive information that informs her about all the options available to her. This information should be balanced and could include experiences from persons living with Down syndrome and their families. Without this type of information, it is very difficult for people to gain a realistic and complete picture of what life might be like, should they continue with a pregnancy. 

Furthermore, a woman’s choice to decline screening, or to continue pregnancy if her child has Down syndrome, should be as equally supported and respected as her choice to undergo screening or to terminate her pregnancy.

Many Western countries are now taking action to ensure that technological advances in genetic science will not limit women’s rights, lead to eugenic excesses, or contribute to discrimination of people with genetic differences: 

· The U.S.A. has recently re-introduced the ‘Prenatal Diagnosed Condition Awareness Act’ 

· In the United Kingdom pregnant women facing a prenatal diagnosis, can find non-directive information and support via ARC (Antenatal Results and Choices)

· In many Western European countries (including The Netherlands, Belgium, Germany etc.) the ethical, legal, social and economical dilemma’s surrounding genetic screening are being addressed by public forums and committees that discuss, inform, educate and make recommendations.

In this proud country where human rights and the uniqueness of each individual are valued and celebrated, an appropriate amount of funding should be made available to ensure women have receive enough balanced, non-directive information and support, to assist in making well-informed decisions with regards to prenatal screening and all options available to them.

Nova Scotia has taken a leading role in the establishment of the ‘United Nations Convention on the Rights of Person with Disabilities’, and could again take a leading role in the establishment of a ‘Canadian Prenatal Diagnosed Condition Awareness Act’

The Nova Scotia Down Syndrome Society believes that non-directive and balanced information about all options should be at the heart of prenatal screening. We would be happy to meet with you to discuss how this can be achieved in Nova Scotia.

Sincerely,

Renate Lindeman

President
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