DOI:10.1503/cmaj.061690

COMMENTARY

Where are we going with preimplantation genetic

diagnosis?

Timothy Krahn

n Canada, preimplantation genetic diagnosis is gov-

erned by the Assisted Human Reproduction Act,* which

received royal assent on Mar. 29, 2004. Regulations for
preimplantation genetic diagnosis in accordance with the
act are currently being developed after a series of ongoing
public consultations. To regulate uncertain and controver-
sial public policy issues, such as assisted human reproduc-
tion, the Canadian government has an established history of
taking its bearings from the best practises, policy prece-
dents and relevant regulatory structures in the United King-
dom.>?In light of this history, it is fitting for us to pay atten-
tion to recent developments in the United Kingdom.

On May 10, 2000, the United Kingdom’s Human Fertilisa-
tion and Embryology Authority published its decision to license
preimplantation genetic diagnosis for hereditary breast and
ovarian cancer (BRCAr and BRCA2 mutations) and hereditary
non-polyposis colorectal cancer.* These conditions are distinct
from those previously licensed to be tested for in the United
Kingdom because of a combination of 3 factors: they have a
later age of onset, they are lower penetrance conditions (up to
80%,> compared to the previous threshold of more than go%
penetrance®) and they are potentially treatable. Before this deci-
sion, the Human Fertilisation and Embryology Authority had li-
censed preimplantation genetic diagnosis for conditions for
which 1, or at most 2, of these 3 factors applied. By permitting
preimplantation genetic diagnosis for these hereditary adult-
onset cancers, the Human Fertilisation and Embryology Au-
thority has effectively downgraded its criteria for “significant
risk of being affected by a serious inherited genetic
condition.”” The purpose of this commentary is to consider the
moral dangers associated with this ruling in terms of its poten-
tial resonating effects on the normative fabric of our culture.

In much of the Western world, where parents are having
fewer children, where some parents are having children after
the experience of infertility and where prenatal diagnosis and
preimplantation genetic diagnosis are promoted as part of good
prenatal care, we are developing a culture that is overly directed
by the interests of some well-intentioned, but perhaps mis-
guided, prospective parents (and possibly more exacting clini-
cians) committed to having healthy children. The underlying
beliefs are as follows: Because parents are having fewer chil-
dren, it is both common sense and in the best interests of the
children that they be given the “best” genetic prospects. More-
over, from a societal perspective, if the health care system and
social services are unable to assume the full burden of treating
serious genetic conditions, then it seems only just that the pres-
ent generation use all reasonable means of preventing these
conditions. Indeed, such reasoning probably explains a certain

societal sympathy for people who want to test their embryos for
potentially heritable conditions. The moral danger does not lie
with the people who seek the testing; rather, the danger lies in
how this testing could promote further stigmatization of and
discrimination against people with “genetic impairments”*™° or
their parents." Indeed, testing could entrench a culture of pre-
vention and perfectionism and promote a culture of intolerance.

As the number of genetic tests for conditions with lower
penetrance increases and these tests become more widely avail-
able, parents may have increased expectations of having “nor-
mal and healthy” (i.e., unaffected) offspring. This desire could
subtly shift parents’ attitudes toward their embryos (and eventu-
ally their children) if their embryos are treated more and more
like consumer products subject to a process of quality control.

One serious limitation of preimplantation genetic diagno-
sis is that it focuses narrowly on evidence of genetic anom-
alies (deviations from the norm that may not even be ex-
pressed). The risk is that evidence of genetic conditions or
predispositions may become the overriding or sole factor in
the process of embryo selection and that decision-makers
may value only that which they can test for as dictated by the
current state of available technology. In the end, this practice
of selecting against certain genetic characteristics could fur-
ther upgrade the standards of “normality” and compress the
spectrum of “healthy,” with the result that many human im-
perfections might become “less tolerated and less likely to be
accepted as normal human variation.”*?

Widespread efforts at prevention and perfectionism could
seed a culture of intolerance. Of particular concern is the risk of
exacerbating social problems for people with conditions for
which genetic testing is available. Increases could be seen in re-
sources that are directed at finding ways to diagnose and screen
embryos for genetic conditions by preimplantation genetic di-
agnosis. Correspondingly, reductions could be seen in re-
sources to provide health care support and treatment for people
living with these same conditions.**** Even the practice of la-
belling and singling out certain genetic conditions as “serious”
and therefore test-worthy holds the danger of giving medical
validation to some of our deepest fears and prejudices about
what it is to live with, or to support people with, cognitive or
physical impairments. Some have even suggested that we can-
not brake on this slippery slope by applying more stringent cri-
teria of what counts as a significant risk for a “serious” genetic
condition (i.e., a condition valued negatively by the medical pro-
fession and society that is deemed worthy of screening against
for reasons that extend beyond parental preference). From this
perspective, to better avoid the prejudice and stigmatization of
“impairment” associated with screening for serious conditions,
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it may be preferable to have parental choice alone as the sole jus-
tification required for screening. Otherwise, by marking off a
special class of genetic conditions as serious we risk making it
seem like the decision against having a child with a “serious”
condition is prima facie more legitimate than the decision to re-
sist this entrenched prejudice in our society.**

The recent decision by the Human Fertilisation and Em-
bryology Authority has put us on an undetermined path
where we could lose sight of, or even come to have contempt
for, people who are “genetically disadvantaged.” Given what
we as Canadians can learn from British policy and practice in
these matters, we need to ask ourselves: Where are we going
with these new genetic technologies? Should we be so san-
guine about having preimplantation genetic diagnosis take us
there? What are we sacrificing to gain control over genetic
conditions? Doesn’t authentic control include knowing not
only where to start, but also where to stop?

As archeologists know, future generations can learn
about the values and norms of previous generations as much
by examining their garbage as by examining their achieve-
ments. Given this analogy, what might our descendants
learn about our culture by observing not only which policy
choices are taken up, but also by which ones are discarded?
Abby Lippman reminds us that “There are choices to be
made and the choices will reflect our values and ideology.
How we choose our culture (by the routes we take) is no less
problematic than how we choose our children, and conse-
quences from both will be among our legacies.”** We would
do well to heed her admonition.
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