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ecision making during reproduction is com-
D plex for a variety of medical and social rea-

sons. Anyone who has had a conversation
with a family member about the “best time” to have
a baby can attest to this — there is no “best time” or
“best way.” Multiple pressures from any number of
sources combine in a minefield of hazards made ever
more complicated by restrictive laws in the US. Add to
this a screening result of potential chromosomal aneu-
ploidy and decision making becomes ever more com-
plex. Societal stigma and lack of adequate and accu-
rate information during counseling certainly plays a
role in the high number of terminations in the set-
ting of diagnosed chromosomal aneuploidy, yet other
factors also push families in this direction including
medical considerations and the abysmal lack of social
support programs.

In their review of Harvey and Gurvir’s Law, Lem-
oine et al. here address one legislative response to
societal stigma against persons with disabilities. The
professed goal of this legislation is to ensure informed
decision making ahead of termination in the setting
of chromosomal aneuploidy. Legislation proposed in
Canada and existing in the US requires dissemina-
tion of accurate information about the diagnosis and
prognosis in the setting of chromosomal aneuploidy,
in some cases specifically trisomy 21. A waiting period
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ahead of termination is sometimes required. Yet, none
of the legislation to date meaningfully funds proposed
and necessary educational interventions nor truly
addresses the optimal way to encourage changes in
behaviors as suggested by experts and behavioral sci-
ence.2 While the authors of this piece expertly navigate
discussion of a proposed law in Canada with reference
to ethical considerations, I see insurmountable issues
with this type of unfunded legislation.

Lemoine et al. initially focus on the language used in
the bill, and their critiques are well founded. Although
they object specifically to any “recommendation” of
termination by a clinician, there are a wide variety
of legitimate reasons for potentially recommending
pregnancy termination in the setting of testing reveal-
ing chromosomal aneuploidy. These reasons may be
separate and apart from any tendency towards able-
ism. A legal “ban” on using the term “recommend” as it
applies to pregnancy termination would be too broad.
Clinicians are frequently asked explicitly by patients
for their recommendation in any given clinical sce-
nario. Legally restricting the delivery of recommenda-
tions is problematic.

In a similar vein, I agree with the authors sugges-
tion that clinicians “may ... recommend” [empha-
sis added] pregnant persons and families take time
before making a final decision regarding diagnosis
and/or termination — in appropriate circumstances.
Yet, a proposal to encapsulate this in legislation — and
use of the term “will recommend” [emphasis added]
in proposed language — could force clinicians to vio-
late the autonomy of their patients.? The authors con-
cede “some expectant parents already have their mind
set on undergoing prenatal diagnosis or terminating a
pregnancy by the time they get to that point.” In truth,
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reliable research suggests that most expectant parents
arrive with a decision already made in reference to ter-
mination.* Whether these decisions are the result of
ableist beliefs, or a variety of other concerns or priori-
ties, cannot be said definitively. What is essential and
not for debate is that clinicians’ primary duty will be
to the pregnant person and ensuring respect for their
autonomous decision. If clinicians have not provided
clear and accurate information about the screening
result or the nature of a particular chromosomal aneu-
ploidy, that is a failure. There is much work to be done
in educating clinicians and ensuring we proceed from
a less ableist lens. Yet, it is impossible to turn back the
clock when sitting in front of a specific patient who
has already made a decision. Forcing patients to wait

als. Yet, this type of adjustment in training and deliv-
ery of counseling will take time and money, factors
that are rarely if ever addressed by current legislation.

Could we not direct our efforts and funding to educa-
tion in ways that might be more effective? Mandating
clinicians adequately educate patients about chromo-
somal aneuploidy while making no required changes
to insurance funding for that education means that
clinicians will inevitably be forced to convey complex
information in excessively short time frames. Failure
to adequately communicate to patients on such sub-
jects to date is likely explained at least in part by this
lack of funding and protected time. A different and
more effective approach would be to legislatively man-
date changes in insurance funding for appointments

Legislation that addresses the needs of families and persons with disabilities
is essential. Many families make choices around termination given a lack
of funds to care for future children and adults potentially in need of lifelong
care. None of these legislative efforts seem to acknowledge these realities.
While it can be difficult to pass funded legislation at least through the
US Congress, without adequate supports put in place, it is unclear how
any unfunded mandate or suggested waiting period will create meaningful
change and instead runs of the risk of causing further harm.

by law is not consistent with an ethical duty to them
in that moment. If the goal is to ensure that pregnant
persons are incentivized and supported to see the
value in continuing pregnancies with chromosomal
aneuploidy and raising children with disabilities, leg-
islators must not then create a law that perpetuates
stigmatization of those same pregnant persons and
restricting their decision making or requiring any rec-
ommendation that they wait.

I share the goals of these authors, of those who
proposed these bills and similar ones in the US and
of advocates who wish to ensure that stigma for those
with disabilities is fought and mitigated. I agree the
information currently provided to families is not
adequate or accurate. I see benefit in mandatory com-
passionate non-biased delivery of accurate informa-
tion. But I wonder who is best suited to deliver this
information, in what time frame, and in what context?
Experts suggest the ideal source for delivering this
counseling is “[hJealthcare professionals who have an
understanding about real-life experiences of people
with disabilities and their families™ and that training
is sorely needed for clinical students and profession-

that afford adequate time for such counseling by either
specifically trained obstetricians or genetic counsel-
ors. Further funding could be legislatively required to
develop educational coursework for clinicians to com-
bat prior ableism. Finally, legislation that addresses
the needs of families and persons with disabilities is
essential. Many families make choices around termi-
nation given a lack of funds to care for future children
and adults potentially in need of lifelong care. None
of these legislative efforts seem to acknowledge these
realities. While it can be difficult to pass funded leg-
islation at least through the US Congress, without
adequate supports put in place, it is unclear how any
unfunded mandate or suggested waiting period will
create meaningful change and instead runs of the risk
of causing further harm.
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