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What unites these techniques ethically?

« Controlling who and what kind of people are allowed to exist in the future.

- All are immoral according to certain ethical positions that view attempts to
technologically control reproduction and its outcomes as wrong.

 Who should have the power to exercise the control, why, and how?

« Always situated in a societal context with existing power structures, and competing
interests and values with regard to how different kind of people fare and are valued.

» Historically linked to a long series of attempts of societies to control population
growth, composition and reproduction — more or less involving freedom for individuals
to do as they please, mostly not. E.g., compulsory sterilisation policies of the 20th
century, regulation of abortion, contraception, marriage, parenthood, etc.
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How do they differ (ethically)?

* The aim of the control may be direct (PNT, PGD) or indirect (PGS) — ultimate
aims may be different (having children with(out) certain features vs. having children
at all)

« Some necessarily involve ethically controversial actions, such as destruction/

killing of embryos and/or fetuses (PGD, PGS), while others may but must not
(PNT)

« Some are more obviously linked to the realisation of their ultimate aim (PNT,
PGD) than others (PGS) — major uncertainty to what extent PGS actually
improves the success of IVF.

« Some bring more obvious risks of some parties being disempowered (PGD,
PNT) than others (PGS)
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Moral Roots: Proposed Aims and Actual Motives

(Traditional healthcare aims
» Cure or prevent disease — none of the methods can do that)

Emancipatory aims/motives (most obvious in PGD and PNT for monogentic traits)

» Help a couple/woman to have children (if they want)
— PGS might do that (if it actually works)

— PGD/PNT might do that in the sense of overcoming psychological/social impediments (in case of fear of having a child with
some condition that may be detected).

* Help a couple/woman to avoid having certain types of children (if they want)

Societal aims/motives (most obvious in broad PNT screening programs)
* Decrease the number of children born in need of care and support

« Saving money

Business aims/motives (obvious in all of the areas, a growing phenomenon)
» Sell reproductive biomedical products and services
+ Attract customers within a given reproductive genetic technological market
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These aims/motives/values conflict

The societal aims assume that people make certain choices — incompatible with
the emancipatory aims

» The societal aims also incompatible with standard conception of health care values

» The emancipatory aims assumes that a lot of resources are spent on promoting

well-informed decisions — probably incompatible with both societal and
business aims

» Business aims only strive to create a consumer demand — not obviously valuable
for either society or individual people, and possibly destructive.
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Two speficic ethical issues

* How free can reproductive genetic decisions really be, given strong socio-cultural

pressures, expectations, and structural inequalities with regard to different kind of
people?

— Classic criticism: No real PGD/PGS/PNT program fullfills the conditions needed for being able to promote
freedom even if we assume this to be possible

* Why should societal resources be spent on PGD/PGS/PNT rather than social

measures aimed to make it less important (a) to have/not have children, (b) to have
certain kind of children, (c) other valuable health-related aims?

— The classic "disability criticism”: All use of PGD/PGS/PNT assumes, expresses and perpetuates a view
according to which disabled people are less valuable and less important. Especially since the promotion of
reproductive freedom by these techniques is a misnomer.
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Recent challenges: business interests and
whole genome sequencing

» "Direct to consumer testing” online: via or not via medical professionals and
genetic counselling, creates increasing uncertainty of patient’s preconceptions
and biases when requesting reproductive selective services: increases need for
robust counselling capacities.

» Innovations comming out of and marketted by private business rather than public
medical research: "testing kits”, NIPT, Time lapse, PGS ... No demonstrated
benefits to patients interests and freedom, but risk of disappointment and
manipulation.

* Whole genome sequencing: Creating enormous problems regarding where to
draw the line on what to test for and why. Huge threat both to patient freedom,
and to the economic viability of testing programs.
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Case in point: The marketting of PGS (2.0) as
effective or "promising” in spite of lack of evidence
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Obvious risk of harming patients by creating unfounded expectations

Patients expect offerred methods to be well confirmed, repetition of the theoretical argument
for PGS 2.0 is manipulative unless the lack of actually demonstrated positive outcomes is
stressed. But the the conclusion is PGS (2.0) should not be offerred.

Akin to the quackery of commercial stem cell banking and "therapy” businesses

Danger to the reputation of reproductive medicine in general: Consistent high standards of
what’s allowed to be "on the menu” need to be upheld.
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