Gene editing: the burden of perfection

A curious aspect of the Anthropocene is the unprecedented level of detail in which we can now modify
the world around us. Fuelled by the emergence of the programmable CRISPR-Cas9 technology, it is
now possible to use a bacteria to modify specific bases on an organisms genome accurately and
cheaply.! This development brings renewed attention to this field of gene editing and in particular its
ethical implications have stirred the public conscience. An analysis of online news coverage showed
857 news articles mentioning CRISPR-Cas9 and ethics from 2012-2017, many in relation to the
potential for CRISPR-Cas9 to edit the human germline.? Ethical interest rose when CRISPR-Cas9 was
reported to edit genes on a human embryo and peaked when the International Summit on Human
Gene Editing convened in 2015 to discuss the research.® Although this study confines itself to the
google-sphere, public interest in germline editing ethics has not gone been ignored by our regulators.
Royal Society Te Aparangi in their panel’s report into gene-editing recognised that any regulation of
these technologies needs to be informed with wide engagement with the public and their ethical
views.*  This creates a challenge of legitimacy for law makers, as they need to maintain an ethical
position that aligns with their communities’ views in a field of ethics that is deliciously broad and
sinuous at best.” | will explore one stand of ethics in the debate, the expressivist argument concerned
with gene-editing’s potential to select against disability. Next, | look to how regulators can rise to the

challenge to consider expressivist concerns around disabilities.

The challenge: an exploration of the expressivist position

A high proportion of inherited disorders are due to single base substitutions, so CRISPR- Cas 9’s ability
to erase these faulty bases has potential to prevent people to be born with inherited disabilities.®
Despite this, sweeping claims that it will end all disabilities are simply puffery. Genotype alone does

not equal phenotype and CRISPR-Cas9 at this stage cannot stop naturally occurring mutations and
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environmental factors that produce disability.” As a headline, a world with fewer disabilities sounds
utopian but taking it at face value ignores ethical concerns. One of these concerns is the expressivist
argument, first mooted by bioethicist Adrienne Asch as response to biotechnologies and their ability

to select against foetuses with disabilities.
The debate

Expressivists argue that selecting against disabling traits expresses a harmful and hurtful message to
people with those same traits.® Behind this is a layering of different lenses.’® The Synecdoche
argument states that in selecting against a trait, you imply that a person’s worth is based on them just
having that single trait.'* The fear stems from the disregard of the rest of a person’s worth because
the disabling trait trumps all other parts of their being.!? This contrasts with the identity argument
that regards a person’s disability as a core component of their identity. To advocate the reduction of
a condition to be morally desirable, it implies to those with that condition a harmful message that
there is a moral wrong in their existence.’® The factor that underlies the critique is the devaluation of

disabled people within our society by others.

Empirically, even without new gene editing technology there is some force to this expressivist
argument within western health care. In a review of the literature of the effects of prenatal screening
and selection, it was found that within western systems of medicine there is a dichotomy between
clinicians and patients attitudes towards disabled traits.** The former greater inclined towards foetal
selection against abnormalities and termination of pregnancies in the presence of disabling conditions
.15 Pre-birth, the review examines literature where patients felt unsupported in making the choice to
have a disabled child.*® Post birth the review found that many health professional students held
negative attitudes towards people living with disabilities.}” In New Zealand the lack of literature in

the area means that all we have is anecdotal evidence from those who felt pressured from the system
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and approached the press.*® They claim that they were pushed to terminate after finding the presence
of a disability in their foetuses.'® On the other hand our structures do not seem ablest. Within our
medical code of ethics, Doctors must be aware of the health and disability codes which includes rights

to dignity and freedom from discrimination.?®

Medical students get taught about bio-ethics in the
clinical context during their time at medical school.?! Our national screening programme prioritises
individual choice to screen for disabling conditions.?? It may be said that we have found a libertarian

medium where we as a society are inclusive of disability as it’s a parent’s individual choice to choose.

Critics of the expressivist argument base their legitimacy in these liberal terms. As they see it, offence
felt by disabled people by ones choice not to have a child who is disabled does not merit the
suppression of their choice.?® To some, the choice to not have a disabled child can be justified by the
burdensome harms that it will bring to one’s family.?* They believe that expressivism is
counterintuitive and implies that we should not as a society want to reduce disability or improve
quality of life for the disabled.?® They reject the identity constitution aspect of disability as triumphing
over the choice of genetic screening and gene editing programmes.?® Identity to them is developed
after birth so in choosing against a foetus you do not favour one identity and discredit the other, as
that gamete’s identity never was present in the first place. The issues with these retorts are that they
feel dismissive and do little to change the way disabled people experience the world. Many disabled
people have a strong sense of identity and community related to their disabled trait.?” Some such as
the deaf community, do not see their condition as a disability at all in the normative connotations of

disability being an impairment.?®

Does CRISPR-Cas9 change anything?
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With CRISPR-Cas 9 technology you fix an embryo rather than choose against one, leading to the
qguestion of whether the expressivist argument can be upheld in this new situation. The degree of
choice in this case swells and opens possibilities for disabling traits to be erased.?® There are two ways
to look at the development. One could say that it is just a surgery in utero and makes no difference to
the end child, or instead say that it changes the character of who they will be when they are born.*°
Those who think it will change the character see any edit to be expressivist. Conversely, for the camp
who see editing as surgery, expressivist concerns are defeated. This is because instead of selecting
against a disability, the edit addresses the need to improve quality of life for the disabled which
expressivists are not morally against. Practically, Robert Sparrow argues that most individuals who
choose against disability just want their child to be ordinary, rather than thinking about expressive

concerns.3!

However, this choice given by the state to the individual is at the heart of the expressivist concern.
Bhorn Hofmann states this concern arises as “the sum of individual legitimate claims may lead to a
society that we do not want”.3? That behind that offer of the choice to parents is the states the goal
of reducing disability. Put simply, if the state did not want to do this they would not offer the choice.
Expressivists have trepidation that this goal of diminishing disability is mutually exclusive to valuing
and supporting people with disabilities, that the latter would decrease with the elimination of
disabling traits.>® This sociological view of the expressivist position shows that it is the state rather
than the individual who is the expressivist and reframes the argument to one of ideology; that is an

idea which operates to vindicate dominion of one group over another.

It is argued by expressivists that this anti-expressivist ideology regarding gene editing can take a form
of new eugenics.3* Eugenics is an attempt to improve the gene pool to create healthier future
populations.® It has emotive connotations due to the authoritarianism eugenic policies of the 20t
century which involved overt discrimination, sterilisation and murder.®® Lassiez faire eugenics on the

other hand looks to individuals voluntarily choosing to improve their line.?” In that sense, programmes
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such as CRISPR-Cas 9 gene-editing against disability are by definition eugenic. Whether this is moral
is a second question and far more nuanced. Some proponents of lassiez faire eugenics think it is
unproblematic to have the choice to eradicate disabling traits to alleviate suffering.3® The expressivists
state that this form of eugenics is negative due who decides which traits to alleviate.®® In these
scenarios one sort of people make decisions which primarily effect another.*® To them, new eugenics
is an issue of identity politics where people without disabilities make decisions to which form and

existence of disabilities is acceptable.*

Expressivism as a critique of the disabled relationship with the state gives us a clearer view of the
situation, rather than framing it as a pure individual choice. The difficulty lies in this ethical pluralism,
that is, the need facilitate a discussion between these different constituencies and respond to them.*?
This is pertinent here as the debate is of open ethical pluralism, disagreement around baseline

principles of should there be a choice and exactly what to choose.*?

Regulation Strategies

The need for legitimacy in regulatory decision making is based on a key assumption that we value
engagement with our constituents and how they feel ethically about an issue.** New Zealand
legislator guidelines for law making insist on both a consideration of rights and public consultation
when making good law, providing a space for legitimacy.* This is by no means the only way to
regulate for gene editing and there is no legal onus to engage with expressivist concerns. We could
always take a Chinese route, where there are claims of unregulated CRISPR-Cas germline editing

without public consultation.®
Current approaches

Currently, New Zealand has a strict precautionary approach to the germline editing that CRISPR-Cas9

warrants. It is prohibited to implant into a human any genetically modified embryo or gamete under
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s 8 of the Hazardous Substances and New Organisms Act (Hereafter HART Act).*” Genetic modification
is undefined under the HART Act, but the latest Royal Society Te Aparangi Report states that CRISPR-
Cas9 editing would not comply with Act.** The aforementioned Royal Society Te Aparangi panel
intends to raise public awareness of the issue, but that in itself does not mean that moral discourse
around the expressivist objection will be heard.*® When there are topics such as gene editing that do
initiate ethical values, there is concern that debates around pure ethics will be undercut by other

issues such as health and safety risks.*®

Moreover, public engagement in ethics can lead to moral
confusion if there is just a soundbite analysis of an issue due to its philosophical tone.*® Lastly, the
apprehension in engagement is that one will automatically follow their personal beliefs rather than

take an opportunity to reconsider their values in light of the breadth of moral concern.*?

Historically, New Zealand has engaged with the ethical nuances of gene editing through a Royal
Commission. Royal Commissions are the primary source of holding public investigations into policy
matters.>® They differ from traditional law reform processes such as select committees as they are
independent from the government and their recommendations are usually held in high regard.>* The
Royal Commission on Genetic Modification was published in 2001 after a 14-month long enquiry
hearing 400 experts and considering over 10,000 public submissions.>® It considered varying ethical
standpoints around Genetic Modification and acknowledged thoughts around disability,
discrimination and eugenics in its conclusion.*® They instructed the establishment of Toi Te Taiao: the
Bioethics Council to develop guidelines to manage these concerns and engage with the public.’’
However, it did not lead to a lasting solution as it was destabilised in 2009 by the National
Government.®® It is argued that these Royal commissions have limitations, as the panels are

government chosen and the government can choose to not respond to the recommendations
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delivered.*® At a principled level, there is a criticism in placing a national issue in the hands of ‘experts’
whose views are meant to reflect those of the ‘ordinary’ citizens.®® There is some evidence towards
scepticism in outcomes produced by commissions in the general reception of the Genetic Modification
Commission. Despite its recommendations being instructive, it failed to convince those who wanted
NZ to remain GE free and instigate a full law reform.®! Bringing an expressivist lens to the table, these
institutions are state mandated and do not offer certainty that their concerns will be given the space

that they desire.
A new way to regulate?

So, how do we regulate without othering the expressivist argument? A strategy that | find compelling
as a legitimate means to regulate for such ethical needs is the use of citizens assemblies. An
implementation of this form of deliberative democracy has been done in British Columbia, Ireland,
the Netherlands and the United Kingdom.®? Citizens in these constituencies have decided on a broad
scope of issues from abortion, to electoral reform, to climate change.’®* These assemblies are
unconstrained by uniformity, each novel in its choice of participants, period of assembly and how the
topic is framed. The assembly acts as a teacher which aims to provide the ‘ordinary’ with the power
to overcome apathy and consider complex issues with affect them.®* Research shows that the public
have higher levels of trust in the decisions made at these assemblies compared to the traditional
decision making process.®® It is difficult to gauge if New Zealand is experiencing a distrust of
democracy despite our voter turnout declining;®® nonetheless, an assembly could provide an extra

layer of legitimacy and enable expressivists a chance to sway the tyranny of the majority.
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A structure

Ireland has dabbled in its fair share of citizens assemblies since the 2016 election promise to hold
them to contemplate Ireland’s most pressing issues.®’ | think that their abortion assembly is a good
framework to base the potential for a gene editing assembly in New Zealand, as abortion similarly has
inherent ethical contestation. Ireland’s abortion assembly consisted of one hundred participants
randomly chosen off the electoral role meeting over five weekends over five months.®® Before the
ethical aspects of the debate were heard by the assembly, citizens were given time to read briefing
papers about the various standpoints that would be presented.®® Next they listened to those
presentations, then given time to personally reflect, before a discussion session with their peers in
small groups.”® There was also a period allotted to a question and answer session between those
presenting and the citizens deliberating.”* Over that period, the citizens voted on whether to change
the constitution to allow abortion and whether they agreed with or had any recommendations for
how the law should change.”? The agenda, speeches, and documentation given to the citizens was
available online alongside their final determinations.”® Much of the assembly was broadcasted on You
Tube.” A similar level of transparency could work with a gene editing assembly so that the ethical

debates could have a larger reach outside of the assemblies doors.
Is this enough?

In Canada steps were taken within assemblies to create balance in gender, age and ethnicity.”® The
imperative to do that with an assembly in New Zealand could lead to disabled voices bought to the
table as decision makers. Even without such a selection, the 2013 disability survey noted 24% of New
Zealanders live with a form of disability, making it unlikely that the assembly would lack any
representation.”® Ensuring the voice of the disabled within the members may also run at a cost to
other affected groups. Gene editing can be used for crops and if the assembly looked to this ethical

aspect of the debate, farmers might insist that they have members on the board. With too much
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tinkering, the ‘ordinary’ citizen becomes curated to the state pleasing different groups. However, if
in the discussion of germline gene editing the selection of speakers and participants does not include
those in the disability community, the expressivist argument of state sanctioned othering fulfils its

own prophecy.

There will always be uncertainty around such schemes. As Andrew Geddis posits, the weight of an
assembly’s recommendations depends on the publics “preparedness to accept that thinking hard
about an issue may cause one to change one’s mind on it”.”” This cannot be answered before the
fact but the reasoning is that the public will have trust in what is decided by their peers.”® There is
some proof this can be done as with the Irish abortion assembly, their votes to legalise abortion
nearly mirrored the result in subsequent referendum.”® At macro level within our scheme of
democracy this is all that the expressivist can obtain, inclusion and a hope that they could sway the

debate in their favour.
Conclusion

Moral arguments such as the expressivist position are tricky to grasp and are subject to robust
pluralistic debate. Nevertheless, there is noise surrounding this burgeoning technology that has
potential to change the outcomes of human lives. The current methods of grasping public ethical
outlook may be in danger of stifling which provides an opportunity for regulators to try something
new. Citizens assemblies provide such a medium to hear the expressivist position, although they
cannot guarantee expressivists a moral win. As a citizen myself, | think this deliberative democracy is
laudable. My conviction in this is primarily anecdotical. This is because during this research | spoke to
friends and family about the expressivist argument. At first, they were confused and quick to negate
the concerns, but after a time they were able to engage in its complexity. After much debate, we didn’t
all agree or come to the same conclusion as before, but it felt worthwhile. It enabled us to slow down

the debate, to stop, reflect and listen.
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