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‘The Best Me I Can Possibly Be’

Legal Subjectivity, Self-Authorship and Wrongful Life
Actions in an Age of ‘Genomic Torts’

britta van beers

10.1 Introduction: ‘Persons’ in Personalised Medicine
and ‘Persons’ in Law

Who is the person in personalised medicine? Terms such as ‘personal
genomics’, ‘personalised medicine’ and ‘Me Medicine’1 each raise the
question as to which concept of the person and of the self is at the root
of these emerging medical-technological practices. Somewhat predicta-
bly, enthusiasts and sceptics of personalised medicine answer the ques-
tion differently.

According to the ‘believers’, personalised medicine is able to do
justice to the patient’s biogenetic uniqueness and individuality. They
point out that the abandonment of the traditional ‘one size fits all’
model of healthcare may result in new forms of patient empowerment
and self-authorship. Their hope is not only that personalised medicine
will enable targeted and more ‘customised’ types of medical treatment
(e.g. pharmacogenetics), but also allow patients to make better
informed health and lifestyle decisions, manage their own health data
(e.g. personalised genetic testing) and even allow them to select or alter
the genetic profile of their offspring (e.g. reproductive genetics). From
this point of view, the fact that personalised medicine has in the
meantime become intertwined with commercial interests, and even
part of a burgeoning industry, is not necessarily a problem.
Commercial genetic testing, for instance, could ‘democratise DNA’,
in the words of Linda Avey (one of the founders of 23andMe), and

1 Donna Dickenson, Me Medicine vs We Medicine: Reclaiming Biotechnology for the
Common Good (New York, NY: Columbia University Press, 2013).
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‘take genetics out of the protective realm of the scientific community
by making it accessible to the lay public’.2

However, according to those who are more sceptical of these promises,
the emphasis within personalised medicine on the uniqueness, indivi-
duality and autonomy of the patient is mostly illusory, in many cases
misplaced and in some cases even harmful. First, it could be said that
personalised medicine is not truly about the individual, as the term
suggests, but instead about genetic types, and thus about membership
of genetic groups.3 Second, critics fear that the concept of the person
underlying personalised medicine is too biological. For instance, some
point out that pharmacogenetic developments in oncology are better
described with the phrase ‘biology-driven medicine’ than ‘personalised
medicine’.4 Moreover, proper medical treatment not only involves
knowledge of the patient’s genetic profile, but also knowledge of one’s
personal circumstances, relations and narratives.5 A third criticism is that
the individualistic ideology underlying personalised medicine neglects
the importance of more communal approaches in healthcare, as Donna
Dickenson argues in her book Me Medicine vs We Medicine (2013).

In this chapter I offer a legal-philosophical contribution to the debate
on theMe ofMeMedicine. If we take personalised medicine’s aspirations
towards personal autonomy and empowerment seriously, the relevance
of a legal perspective becomes visible immediately. As Jenny Reardon
describes the ideal typical subject of personalised medicine:

The preferred subject of human genomic variation research is no longer
the ‘vulnerable’ isolated indigenous population but the ‘empowered’ per-
son. This person is a rational individual, capable of self-governance and
imbued with rights – centrally, the right to consume.6 (emphasis added)

From this perspective, the person in personalised medicine is intercon-
nected with law’s understanding of the person as a bearer of legal rights
and responsibilities. Indeed, it could be said that one of the reasons why

2 Quoted in Jenny Reardon, ‘The “persons” and “genomics” of personal genomics’ (2011) 8
(1) Personalized Medicine 95–107.

3 Dickenson, Me Medicine vs We Medicine, p. 8; Heather Widdows, The Connected Self:
The Ethics and Governance of the Genetic Individual (Cambridge: Cambridge University
Press, 2013), p. 44.

4 F. Doz, P. Marvanne and A. Fagot-Largeault, ‘The person in personalised medicine’ (2013)
49 European Journal of Cancer 1159–1160.

5 Barbara Prainsack, ‘Personhood and solidarity: What kind of personalised medicine do we
want?’ (2014) 11(7) Personalized Medicine 651–7.

6 Reardon, ‘The “persons” and “genomics” of personal genomics’.
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the rhetoric of personalised medicine has proven to be so powerful, even
if many of its promises have failed to come true so far,7 is that it accords
with ‘the sacredness of personal choice and individualism’8 in a society
which has adopted the language of individual rights as a dominant way of
thinking.

Correspondingly, it can be expected that personalised medicine will
give rise to new types of legal claims and responsibilities, such as the oft-
invoked right to access genomic information,9 even if the existence of
that right is still legally and ethically controversial.10 This chapter is
premised on the idea that the emergence of these ‘genomic rights’ also
reflects back on the subjects of these rights, and in some cases even calls
into existence new types of legal subjects. The reason is that in order to
invoke these new types of rights, legal subjects have to take on a certain
shape in law.

To explore how certain legal claims in the context of personalised
medicine affect law’s understanding of the person, I focus on the emer-
gence of new legal rights and new modes of legal subjectivity in a field of
law that is already being referred to as ‘genomic torts’. One of the most
striking illustrations of genomic torts liability is the wrongful life action.
Under a wrongful life action, a child who is born with certain genetic
disabilities charges that she has been harmed by being brought into
existence, as a result of which she now has to live a life full of suffering.
This suffering could have been prevented, according to the claimant, if
a physician, genetic counsellor or other medical professional had not
negligently failed to warn her parents of the genetic impairments with
which she would be born.

As I will discuss, the wrongful life action, according to its internal legal
logic, enables the child with the genetic disabilities to exercise a radical
form of retroactive self-authorship and autonomy. Yet, upon closer inspec-
tion, the claim to self-authorship, as implied by wrongful life claims, comes
out as deceptive and problematic in several respects. In other words, within
the context of wrongful life claims, the discussion on the person in
personalised medicine recurs on a legal-philosophical level.

7 Michael J. Joyner and Nigel Paneth, ‘Seven questions for personalized medicine’ (2015)
314(10) JAMA 999–1000.

8 Dickenson, Me Medicine vs We Medicine, p. 24.
9 E.g. Misha Angrist, ‘Personal genomics: Access denied? Consumers have a right to their
genomes’ (2008) September/October MIT Technology Review, www.technologyreview
.com/s/410662/personal-genomics-access-denied.

10 See the chapter by Hogarth, Cockbain and Sterckx in this volume.
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This chapter’s line of reasoning is as follows. In Section 10.2 I first
explore in general terms the interconnections between the Me of Me
Medicine on the one hand, and the legal subject on the other hand,
through Michel Foucault’s and Nikolas Rose’s reflections on legal sub-
jectivity in an age of biopower. I use their thoughts to develop the idea
that, as the language of personalised medicine and genetic risk becomes
a dominant way of thinking in society, it also leaves its marks on the legal
system and law’s central category: the legal subject. Indeed, personal
genomics and the accompanying rhetoric are likely to result in the
creation of new ‘genomic rights and duties’, which are already starting
to take shape, especially in the field of tort law (Section 10.3). Through an
exploration of the concept of ‘genomic negligence’ in the context of
wrongful life claims (Section 10.4), I demonstrate how the insertion of
law into genomic discourse leaves its marks on law’s understanding of the
person as a bearer of rights and duties (Sections 10.5 and 10.6).
I conclude that wrongful life claims are emblematic of a Me Medicine
approach to regulating reproductive genetics and genomics in several
respects, including its most problematic.

10.2 Legal Subjectivity, Biopower and Personalised Medicine

What are the interconnections between the rhetoric of personalised
medicine and the legal language of rights? And how are genetic and
genomic understandings of the self affecting the legal concept of the
person? To come to an answer to these questions, Michel Foucault’s
reflections on the relation between biopower and legal subjectivity offer
important insights.

As also explained by Huijer and Detweiler in this volume, by
‘biopower’ Foucault refers to the technologies of power that are
centred on life itself, that is, life in its most corporeal and biological
aspects. This power over life itself, through the ‘administration of
bodies and calculated management of life’,11 can be recognised on
various levels in society, ranging from education to health, as part of
an intricate network of professionals, experts, services and bureau-
cratic apparatuses.

Originally, biopower emerged in the seventeenth and eighteenth cen-
tury in the form of ‘an anatomo-politics of the human body’ and ‘a

11 Michel Foucault, The Will to Knowledge: The History of Sexuality Volume I (London:
Penguin Books, 1998), p. 140.
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biopolitics of the population’.12 However, over the centuries, biopower
has manifested itself in various forms and gradations. Indeed, decades
after the publication of the first volume of hisHistory of Sexuality (1976),
Foucault’s reflections on biopower seem more relevant than ever, given
the multiple biopolitical networks of governance and self-governance
which have emerged in response to medical technologies, especially in
the field of biomedicine. From genetic counselling to consumer genetics,
from medical-ethical committees to medical-professional associations,
and from preconception screening programmes to euthanasia laws and
protocols, all of these phenomena illustrate to what extent the biological
lives of individuals have been inserted into various configurations of
control. Indeed, as a consequence of the rise of genetics and other life
sciences, contemporary biopolitics even functions at the level of genes
and neurochemistry, thereby taking on the form of ‘molecular politics’.13

The normalising effects of genetic and genomic truth regimes on our
self-understanding, and the new modes of subjectivity that they have
produced, have in the meantime become the topic of an extensive
literature.14 What has received less attention are the implications of
Foucault’s thoughts for legal subjectivity in an era of biopower.
Interestingly, according to Foucault, the rise of biopower in the seven-
teenth and eighteenth century coincides with the start of a phase of
regression of the law and legal models of power.15 As he argues, in
order to come to an understanding of the novelty of the concept of
biopower, we have ‘to rid ourselves of a juridical and negative represen-
tation of power, and cease to conceive of it in terms of law, prohibition,
liberty, and sovereignty’.16 Whereas the traditional, juridico-discursive
model of power goes back to the sovereign’s ‘right to take life or let live’,
biopower refers to a more productive, normalising account of power, ‘a
power to foster life or disallow it to the point of death’.17 Consequently,
within biopolitical constellations of power, the legal subject can no longer
be at the forefront. As Foucault explains in the following striking
sentences:

12 Ibid., p. 139.
13 Nikolas Rose, ‘The politics of life itself’ (2001) 18(6) Theory, Culture & Society 1–30, p. 12.

Also see the chapter by Huijer and Detweiler in this volume.
14 E.g. Hub Zwart, ‘Genomics and identity: the bioinformatisation of human life’ (2009) 12

Medicine, Health Care and Philosophy 125–36; Nikolas Rose, The Politics of Life Itself:
Biomedicine, Power, and Subjectivity in the Twenty-First Century (Princeton, NJ:
Princeton University Press, 2007). Also see Zwart’s chapter in this volume.

15 Foucault, The Will to Knowledge, p. 144. 16 Ibid., p. 90. 17 Ibid., p. 138.
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For the first time in history, no doubt, biological existence was reflected in
political existence; the fact of living was no longer an inaccessible sub-
strate that only emerged from time to time, amid the randomness of death
and its fatality; part of it passed into knowledge’s field of control and
power’s sphere of intervention. Power would no longer be dealing simply
with legal subjects over whom the ultimate dominion was death, but with
living beings, and the mastery it would be able to exercise over themwould
have to be applied at the level of life itself. It was the taking charge of life,
more than the threat of death, that gave power its access even to the
body.18 (emphasis added)

What do Foucault’s words imply for the functioning of law and legal
subjectivity in an age of genetic and genomic regimes of truth? At first
sight, his remark that biopower is exercised over living beings rather than
legal subjects seems to suggest that in the context of biopolitics, the notion
of legal subjectivity is under pressure. If biopower is exercised over the
biological and genetic aspects of life, and if individuals are moulded by
the normalising effects of biopolitical institutions, how then can we hold
on to the law’s implicit ideal of the person as an individual who is capable
of making choices and who can be held responsible for his or her
actions?19

Related concerns can be recognised in current debates on the possibly
erosive effects of the life sciences on the foundations of law. If, for
example, genetic understandings of the self become more prevalent,
and a growing number of individuals’ actions and decisions are attrib-
uted to genetic and genomic predispositions, what will be left of central
legal notions such as ‘guilt’ and ‘intent’, or law’s foundational belief in
liberté, égalité, fraternité?20 From that perspective, it is likely that geno-
mic technologies will lead to a further erosion of responsibility and legal
subjectivity, and to new types of determinism and objectification of
individuals that are at odds with fundamental rights and principles.

However, upon closer inspection, this account of the relation between
genetics and legal subjectivity is not entirely convincing, also from

18 Ibid., p. 143.
19 In Lon Fuller’s famous words: ‘To embark on the enterprise of subjecting human conduct

to the governance of rules involves of necessity a commitment to the view that man is, or
can become, a responsible agent, capable of understanding and following rules, and
answerable for his defaults’ (Fuller 1964, 162). Also see Giorgio Agamben, ‘Identity
without the person’ in Giorgio Agamben, Nudities (Palo Alto, CA: Stanford University
Press, 2010), p. 46.

20 Yuval Noah Harari, Homo Deus: A Brief History of Tomorrow (London: Harvill Secker,
2016).
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a Foucauldian perspective. As already explained briefly, within Foucault’s
analysis, power is not understood in primarily negative terms, such as
repression, prohibition or objectification; instead, biopower functions in
more complex and productive ways, at the level of identity formation,
disciplining the individual to behave in certain ways, and producing new
forms of self-understanding and subjectivity.

Similarly, it seems that legal subjectivity within the context of personal
genomics is not so much eroding, but rather transforming. Indeed, even
if risks of genetic determinism have to be taken seriously, what we are
witnessing as a result of genomic technologies is in many cases better
described as an ‘explosion, not an erosion, of responsibility’,21 also on
a legal level.

For example, within the context of reproductive genetic testing, doctors
are generally said to have an expanded duty of care. According to profes-
sional guidelines, they are responsible not only for the well-being of their
patients with fertility problems, but also for the well-being of the children
whomay be born as a result of the fertility treatment.22 As will be discussed
in a later section, wrongful birth and life claims offer a striking illustration
of the possible legal consequences of this expanded responsibility: medical
professionals can be held liable, both by the parents and by the child itself,
if they negligently failed to detect certain genetic risks or genetic abnorm-
alities during pregnancy or fertility treatment. It is clear that under these
circumstances, genetic technologies are producing new responsibilities
and rights, and therefore new modes of legal subjectivity, rather than
merely new types of genetic determinism or objectification of individuals.

Foucault scholar Nikolas Rose arrives at similar conclusions, albeit
from a primarily sociological perspective. In his book The Politics of Life
Itself: Biomedicine, Power, and Subjectivity in the Twenty-First Century
(2007), he discusses how, within contemporary practices of genetic test-
ing and genomic knowledge, patients are no longer believed to be passive
parties, who are merely subjected to medical treatment and knowledge.
Instead, individuals who are ‘genetically at risk’ are supposed ‘to become
skilled, prudent and active, an ally of the doctor, a protoprofessional and
to take a share of the responsibility for getting themselves better’.23 In this

21 Michael Sandel, The Case Against Perfection: Ethics in the Age of Genetic Engineering
(Cambridge, MA: Harvard University Press, 2007), p. 87.

22 ESHRE, ‘The welfare of the child in medically assisted reproduction’ (2007) 22(10)
Human Reproduction 2585–8.

23 Nikolas Rose, The Politics of Life Itself: Biomedicine, Power, and Subjectivity in the
Twenty-First Century (Princeton, NJ: Princeton University Press, 2007), p. 110.
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process of ‘genomic subjectification’, individuals are required to take an
active role in their own medical trajectory. According to the rhetoric of
personalised medicine, patients who find out that they are at genetic risk
can take responsibility for their health and use this genomic information
to make better-informed choices in life. As they adapt their life plans
upon confrontation with their genetic profiles, they are transforming, in
Rose’s words, into ‘somatic individuals’, endowed with ‘genetic respon-
sibility’ towards not only themselves, but also an expanding group of
third parties, such as relatives, reproductive partners and future
offspring.

Typically, in these novel processes of identity formation, concerns
about genetic risk are expressed in terms of rights and duties. In an age
of personalised medicine, with its emphasis on patient empowerment
and autonomy, somatic individuals, ‘even when genetically at risk [. . .]
consider themselves to be creatures of rights, legal subjects whose
somatic personhood grants them entitlements as well as obligations’.24

As a result, new ‘genomic’ rights and duties are emerging. In Rose’s
words:

In this context, where autonomy and choice are paramount, and where
genetic information is thought of as containing the potential to transform
one’s life, the disclosure of genetic risk information gets framed in terms
of the language of rights: the right to know of one’s kin and children, so
that they may have the right to choose versus the right not to know, the
right not to be known, the fear of the consequences that that knowledge
may bring for one’s conduct of one’s own life and for one’s treatment by
others – friends, employers, teachers or insurers.25

Given these developments, the legal subject does not seem to be fading
into the background at all, as Foucault’s words on legal subjectivity and
biopower may seem to imply at first. Instead, as also convincingly argued
by Rose, legal subjectivity takes on a new form: it becomes part of and
interacts with genomic discourse.

This account of the relation between legal subjectivity and biopower
also corresponds better with Foucault’s own words elsewhere on the
functioning of law in an age of biopower. In a crucial paragraph, he
writes that by ‘juridical regression’ he does not mean to imply that the law
becomes completely redundant. Instead, his argument is that, ever since
the rise of biopower, ‘the law operates more andmore as a norm, and that
the judicial institution is increasingly incorporated into a continuum of

24 Ibid., pp. 124–5. 25 Ibid., p. 128.

‘the best me i can possibly be ’ 207



apparatuses (medical, administrative, and so on) whose functions are for
the most part regulatory’.26

In this chapter, I argue that these thoughts also apply to the interaction
between the rhetoric of personal genomics and legal discourse. As the
language of genetic risk and personalised medicine becomes a more
dominant way of thinking in society, the legal system and its basic
categories are also incorporated into these new truth regimes. In that
process, law’s understanding of the person as a bearer of rights and duties
is equally changing, as I will illustrate through the concept of genomic
negligence and, more specifically, the wrongful life action.

Because Rose’s analysis is predominantly sociological, he leaves these
legal-philosophical questions undiscussed. To come to a further under-
standing of these developments, the next section explores the new rights
and duties surfacing in the context of what has been called ‘genomic torts’
or, more precisely, ‘genomic negligence’.

10.3 From ‘Genetic Responsibility’ to ‘Genomic Negligence’

It is common knowledge that legal systems are struggling to keep up with
technological developments. Genetics and genomics are no exception to
that rule. In the absence of direct government regulation of these tech-
nological developments, and given the inevitable rise of conflicts in this
new field, tort law is starting to fill the regulatory gap. More precisely, tort
law can function as a form of indirect regulation of these technologies by
confronting health professionals who are assisting individuals in their
genetic projects with liability when these professionals engage in negli-
gent behaviour that causes harm to their patients or relevant third parties,
such as the patient’s family members or offspring.27

As early as 1997, Deftos coined the phrase ‘genomic torts’ to designate
the emerging area of tort law that derives, either directly or indirectly,
from outcomes and applications of genomics research.28 The rise of legal
claims in this field offers a striking illustration of the ways in which the

26 Foucault, The Will to Knowledge, p. 144.
27 Victoria Chico, Genomic Negligence: An Interest in Autonomy as the Basis for Novel

Negligence Claims Generated by Genetic Technology (London/New York, NY:
Routledge, 2011), p. 16; Radhika Rao, ‘How (not) to regulate assisted reproductive
technology: Lessons from “Octomom”’ (2015) 49(1) Family Law Quarterly, p. 141.

28 L. J. Deftos, ‘Genomic torts: The law of the future – the duty of physicians to disclose the
presence of genetic disease to the relatives of their patients with the disease’ (1997) 32
University of San Franciso Law Review 105–138.
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language of genetic risk and the language of legal rights have indeed
started to blend. However, even if roughly 20 years have passed since
Deftos’ publication, and genomics-based technologies have started to
take off in the meantime, many questions remain as to what the exact
legal status is of these new legal claims. To what extent and under which
circumstances can genomic information give rise to negligence and
damage?

In her elaborate study on genomic negligence under English law, legal
scholar Victoria Chico offers a legal analysis of four situations that are
leading to genomic claims. Each of these four types of genomic claims
arises ‘due to the culpable carelessness of an individual who has under-
taken to assist the aggrieved party in her genetic project’.29

The first two situations that Chico identifies relate to genetic risk in the
context of reproductive medicine, and were already briefly mentioned in
the previous section. If a medical professional fails to detect severe
genetic deficiencies in the foetus, or fails to disclose this information to
prospective parents, based on which the parents would have decided to
abort the child, the parents can claim damages for the birth of their child
through a wrongful birth action. Second, the child itself can also claim
that it has been aggrieved by the medical professional’s failure to detect
his or her genetic deficiencies (a wrongful life action).

The third and fourth situation relate to more general practices of
genetic information disclosure. With genetic testing becoming increas-
ingly commonplace, the question arises as to how far the medical profes-
sional’s duty of care extends under these circumstances. Can or should
a physician share information on genetic deficiencies with the patient’s
genetic relatives, as this information may also indicate certain genetic
risks for these parties? Or should medical confidentiality prevail in these
circumstances? Additionally, legal claims can be expected from indivi-
duals who are confronted with genetic risks or deficiencies about which
they would rather have remained ignorant. In these cases, they may
invoke what is often called a right not to know.

As Chico admits, the legal status of most of these genomic claims is still
shrouded in controversy and leaves much room for speculation. Because
the case law in this field is still in an embryonic stage of development,
much disagreement persists among legal scholars, both in England and
worldwide, on the question of whether and to what extent these claims
can be recognised under existing systems of negligence law. For example,

29 Chico, Genomic Negligence, p. 1.
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although much has been written about the right not to know in legal and
ethical literature, it is still unclear whether such a right not to know can
lead to negligence.30 According to Chico, the main problem is that
genomic negligence causes frictions with the existing legal concept of
damage. Her book can, therefore, be understood as an attempt to develop
an alternative concept of damage which, unlike traditional concepts of
damage, is able to recognise novel grievances in the context of genetic
services. Her central argument is that the concept of autonomy is able to
fill the current gap in negligence law. According to her line of reasoning,
the main harm involved in future genomic negligence claims is inter-
ference with the aggrieved party’s autonomy. As such, Chico’s approach
to these novel legal dilemmas is in line with personalised medicine’s
references to patient empowerment and autonomy.

In this chapter I take a different approach by exploring how genomic
negligence claims not only cause frictions with the legal concept of harm,
but also with the legal concept of the person. Moreover, by focusing on
legal subjectivity, several shortcomings of autonomy-based approaches
to these dilemmas can come to light.

As such, this chapter’s approach is in line with a more general trend in
bioethics and biolaw to rethink the paramount position of the individual
in ethics. In this vein, Knoppers and Chadwick argue that developments
in human genetic research have caused a shift in ethics: away from the
traditional emphasis on values such as autonomy, privacy and informed
consent towards more communal values such as reciprocity, mutuality,
solidarity, citizenship and universality.31 Similarly, Widdows proposes to
come to a renewed, interconnected account of the self to serve as
a conceptual aid in the governance of genetic technologies.32 For exam-
ple, the aforementioned dilemma, whether medical professionals can be
said to be under a duty to disclose a patient’s genetic information to the
patient’s relatives, would not have arisen if patients and their relatives
were truly autonomous and independent instead of interconnected and
interdependent of each other in the context of genetic testing.

Hereafter, I focus on the first and second type of genomic claims that
Chico analyses in her study: wrongful birth and wrongful life claims.

30 Lee Black, Jacques Simard and Bartha Maria Knoppers, ‘Genetic testing, physicians and
the law: Will the tortoise ever catch up with the hare?’ (2010) 19(1) Annals of Health Law
115–120; Chico, Genomic Negligence.

31 Bartha M. Knoppers and Ruth Chadwick, ‘Human genetic research: emerging trends in
ethics’ (2005) 6 Nature Reviews Genetics 75–9.

32 Widdows, The Connected Self.
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Whereas the concept of genomic negligence is still quite speculative in
the third and fourth situation (the failure to disclose genetic information
and the disclosure of unwanted genetic information), genomic claims
within the context of reproductive genetics have been recognised in
several legal systems for quite some time, even if they remain
controversial.

10.4 Wrongful Birth and Wrongful Life Actions: Regulating
Reproductive Genetics as Me Medicine

Once human reproduction becomes part of a complex of medical-
technological interventions, in which multiple parties are involved –
ranging from genetic counsellors to gynaecologists and from genetic
test developers to embryologists – and several difficult choices have to
be made that may have profound consequences for both prospective
parents and future children, Sandel’s ‘explosion of responsibility’33 does
indeed not seem far away. If something goes wrong somewhere along the
reproductive chain – for example, because reproductive choices have
been negligently frustrated or certain genetic services are performed
without due care and attention – both parents and resulting child can
turn to tort law for recognition and compensation of their resulting
grievances. Probably the most striking examples of tort liability in this
area are wrongful birth and wrongful life lawsuits.

Tort law can be regarded as a private law alternative to the more
common ‘top-down’ regulation of reproductive genetics through public
law.34 A typical public law measure within the governance of reproduc-
tive genetics is banning the use of these technologies for eugenic or
enhancement purposes through criminal law prohibitions. For example,
in many European countries PGD for non-therapeutic reasons, such as
non-medical sex selection or the creation of ‘designer babies’, is prohib-
ited by law, and as such constitutes a punishable act.

To some, private law regulation of assisted reproductive technolo-
gies (hereafter: ARTs) seems a more appealing option. For example,
legal scholar Michele Goodwin proposes to explore the viability of tort
law to address the harms resulting from negligent application of

33 Sandel, The Case against Perfection.
34 As is basic knowledge among lawyers, public law concerns those fields of law that, broadly

speaking, govern the relationship between the state and its citizens. Examples are criminal
law and constitutional law. Private law, on the other hand, regulates the relationships
between private parties, through contract law, tort law and property law.
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ARTs.35 According to her, one of the dangers of public law regulation
of these questions is a communitarian approach to reproduction that
‘seemingly legitimizes holding reproduction and intimacy hostage to
community values’.36 Conversely, by delegating the regulation of ARTs
to the judiciary, the government does not have to enter into this legal-
ethical minefield and can remain neutral on several controversial
issues, such as the limits of liberal eugenics. Additionally, Goodwin
argues that private law regulation makes for a fairer distribution of the
financial costs related to accidents that take place in the field of ARTs.
As she argues:

The issue most important to address is one of fairness with contemporary
biotechnologies. Who should pay for the mistakes increasingly incurred
by the use of technology? The disabilities resulting from reckless use of
ART range from life-threatening conditions to an impaired quality of life.
The costs incurred in treating and living with severe disabilities is calcul-
able and, absent recovery from a parent, may be borne entirely by the child
(into adulthood) or the state [. . .] Much in the same way that the law
recognizes personal injury arising from the use of technology, such as
cars, trains, and planes, so too should the law recognize personal injury
actions in biotechnology and in ART in particular.37

Nevertheless, even if private regulation has certain advantages over
government regulation, it is not without reason that ‘tort law [. . .] is
generally underexplored in the domain of reproductive technologies’.38

First, liability for personal injuries arising from transportation technol-
ogy, to use Goodwin’s example, does not raise as many moral questions
as liability for birth injuries arising from reproductive technologies. For
example, under Goodwin’s proposal, children would be able to sue their
own parents for irresponsible use of ARTs, which breaks with the legal
tradition of intra-familial immunity, as Goodwin also admits.39 And in
the case of wrongful birth and life actions, the harm involved is the birth
of a child, which raises concerns on the legal principle of human dignity
(more on this in Sections 5 and 6).

Additionally, also in the case of private law regulation, the state is not
truly and entirely neutral. As legal scholar Radhika Rao points out,
governments are still indirectly involved by allowing tort liability for

35 Michele Goodwin, ‘A view from the cradle: Tort law and the private regulation of assisted
reproduction’ (2010) 59 Emory Law Journal 1039–100, p. 1043.

36 Michele Goodwin, ‘Prosecuting the womb’ (2008) 76 George Washington Law Review
1657–746, p. 1672.

37 Goodwin, ‘A view from the cradle’, p. 1089. 38 Ibid., p. 1080. 39 Ibid., p. 1074.
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these cases in the first place.40 Indeed, governments can easily bring an
end to wrongful life actions through legislation that rules out the
possibility of wrongful life actions. A striking example is the so-called
Loi Anti-Perruche that was enacted in France after the Cour de
Cassation had recognised Nicolas Perruche’s wrongful life claim.41

Also, the democratic deficit of private law regulation in comparison to
enacted laws needs to be taken into account. Finally, Rao points out that
regulation through tort liability delegates decision-making on repro-
ductive matters to judges and juries, thereby increasing the risk of bias
and discrimination.42

Although I agree with Rao, I choose a different line of argumenta-
tion to problematise the use of tort law in this field. Through the lens
of negligence, the legal issues involved in reproductive medicine tend
to be viewed as disputes between individuals about personal rights
and entitlements.43 Consequently, reproductive genetics is then
regarded as a type of Me Medicine: Me Medicine for the parents in
case of wrongful birth cases, and Me Medicine for the child in
wrongful life cases. Moreover, as also will become clear in the next
section, central values within Me Medicine, such as personal choice,
self-authorship and autonomy, figure prominently within a tort law
approach to regulating reproductive genetics. In other words, the
choice for private law regulation instead of public law regulation of
reproductive genetic testing reflects the choice of a Me Medicine
approach. However, like Dickenson, I am concerned that within
such a Me Medicine approach we lose sight of the more communal
interests that are also at stake.44 Or, as Reuter writes in an article on
the politics of wrongful life:

in spite of their liberal individualist preoccupation, these cases should not
be viewed narrowly as isolated disputes between individuals – that is, not
as personal troubles but rather as public issues. In other words, these
malpractice suits extend beyond the legal matter of negligence to encom-
pass larger problematics deriving from the normative risk politics that
have emerged with contemporary geneticization.45

40 Rao, ‘How (not) to regulate assisted reproductive technology’, p. 141.
41 La loi no. 2002–303 du 4 mars 2002 relative aux droits des malades et à la qualité du

système de santé (commonly called ‘Loi anti-Perruche’).
42 Rao, ‘How (not) to regulate assisted reproductive technology’, p. 142.
43 Shelley Z. Reuter, ‘The politics of “wrongful life” itself: Discursive (mal)practices and Tay-

Sachs disease’ (2007) 36(2) Economy and Society 236–62, p. 245.
44 Dickenson, Me Medicine vs We Medicine, p. 2.
45 Reuter, ‘The politics of “wrongful life” itself’, p. 245.
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Even if tort lawmay fill an existing regulatory gap, and even if it can serve
as an important incentive against the negligent application of ARTs by
fertility doctors, tort liability’s internal logic shows several important
shortcomings and inconsistencies for the regulation of reproductive
genetics when the claimant is the resulting child, as I discuss in the
next two sections through an analysis of wrongful life claims.

10.5 Wrongful Life Actions and the Ideal of Self-Authorship

Negligence in the area of reproductive genetics can have far-reaching
consequences, not only for the prospective parents, but also for their
future child. For example, a doctor mistakenly selects and implants an
embryo with a serious genetic disorder as part of preimplantation genetic
diagnosis (hereafter: ‘PGD’),46 or she wrongly assumes that there is no
reason for prenatal testing, even if there is a family history of a certain
genetic diseases. As a consequence of her culpable carelessness, a child is
born with severe genetic disorders. Under these circumstances, wrongful
birth actions allow the parents to act as aggrieved party, whereas wrong-
ful life actions allow the child to take on this legal role.

Wrongful life claims have been recognised in several legal systems
worldwide.47 However, the number of lawsuits against the medical pro-
fession is likely to increase as the number of genetic tests continues to
expand. In this chapter, I focus on Dutch and French landmark rulings
on wrongful life as representing two distinct directions in the case law on
wrongful life.

One of themost puzzling aspects of wrongful life claims is that a child’s
congenital disabilities, which have not been caused as such by third
parties, can legally qualify as a source of damages. The idea is that the
child’s suffering could have been prevented because, if the prospective
parents had been informed about their child’s genetic impairments, they
would, in all probability, have decided to terminate the pregnancy.
The concept of wrongful life claims thus presupposes that under

46 For more on wrongful life claims in these situations, see Kate Wevers, ‘Prenatal torts and
pre-implantation genetic diagnosis’ (2010) 24(1) Harvard Journal of Law & Technology
257–80; Rosamund Scott, ‘Reconsidering wrongful life in England after 30 years:
Legislative mistakes and unjustifiable anomalies’ (2013) 72(1) Cambridge Law Journal
115–54.

47 For an overview and comparison, see Ivo Giesen, ‘The use and influence of comparative
law in “wrongful life” cases’ (2012) 8 Utrecht Law Review 35–54; Ronen Perry, ‘It’s
a wonderful life’ (2007) 93 Cornell Law Review 329–400.
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circumstances of foreseeable genetic risk, the fact of being given life
instead of being aborted can be considered a legal wrong. Under this
line of reasoning it becomes possible to perceive reproductive genetic
testing as a type of Me Medicine for the child, even if at the moment of
genetic testing, the child is not yet born, and therefore not yet even
recognised as a legal subject.

Much has been written about wrongful life claims over the years.
However, a question that is generally neglected is what kind of legal
concept of the person is presupposed by this legal action. How is it possible
that these children are allowed to use their legal subjectivity to complain
about the way in which they were created and became legal subjects in the
first place? As will be discussed below, there is something profoundly
troubling about wrongful life’s depiction of reproductive genetics as
a form of Me Medicine for the child. Nevertheless, it cannot be denied
that, in line with Me Medicine’s allusions to personal choice and indivi-
dualism, awarding damages for wrongful life can also be defended as
promoting the child’s autonomy and self-authorship on several levels.
I will discuss three levels: economic empowerment; access to the legal
system; and retroactive self-authorship.

Firstly and most obviously, the compensation that these children
receive for their suffering can help them live their lives in relative
economic independence. Awarding damages to the children themselves,
and not only to their parents under a wrongful birth action, can be
regarded as a welcome supplement, because these children’s financial
support can then continue when they reach the age of majority or in the
unfortunate event of their parents’ death. From that perspective, the legal
qualification of a child’s life as wrongful can be regarded as ‘enabling her
to live her life in a manner that is as dignified as possible, to the extent
that it is possible to realise that through a sum of money’, to paraphrase
the Dutch Supreme Court’s Baby Kelly decision.48 It is clear that within
the Dutch court’s interpretation, the principle of human dignity is under-
stood as synonymous with the MeMedicine values of empowerment and
respect for autonomy.49

48 Hoge Raad, 18 March 2005 (Baby Kelly), NJ 2006, 606, par. 4.15.
49 See Beyleveld and Brownsword’s well-known distinction between two prevailing inter-

pretations of human dignity: human dignity as empowerment and human dignity as
constraint (Deryck Beyleveld and Roger Brownsword, Human Dignity in Bioethics and
Biolaw [Oxford: Oxford University Press, 2001]). On the Dutch Supreme Court’s analysis
of human dignity in the Baby Kelly case, see Britta van Beers, Persoon en Lichaam in het
Recht: Menselijke Waardigheid en Zelfbeschikking in het Tijdperk van de Medische
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Secondly, also on amore legal level, self-authorship is realised for these
children. Because the plaintiffs in these lawsuits are in most cases also
mentally disabled, in real life, they would not have been able to voice their
complaints. In legal reality, however, they are able to function as auton-
omous subjects. Because they are legally represented by their parents, the
judge can, by legal fiction,50 act as if these children brought suit them-
selves. For example, both in the Baby Kelly and Perruche case, the parents
initiated the procedure. It could be said that through this legal construc-
tion, a voice is given to these disabled children, thereby granting them
access to the legal system. From this perspective, wrongful life claims
assist in their ascendance as legal subjects despite their mental disabil-
ities, and as such are a legal recognition of these children’s dignity.51

Finally, but also most controversially, recognition of wrongful life
legally assists in what could be called retroactive self-authorship. That
is, through these lawsuits children can have a say about the process of
reproductive decision-making preceding their birth. To a certain extent,
this fits with the more general trend in reproductive ethics to take the
welfare of future children into account, as already briefly mentioned.52

During the reproductive treatment, others will necessarily have to speak
on behalf of the future children and represent their interests for them.
One could say that a wrongful life action allows these children to finally
also speak for themselves, albeit retroactively. Do the children in ques-
tion, now that they are born, actually agree that their interests and welfare
were served well by the reproductive decisions that others made on their
behalf? Would they have wanted to be born under these circumstances,
with such a genome? Under a wrongful life cause of action, the child’s
answer to these questions is negative.

Interestingly, the argument of self-authorship is also an important
argument for those who are critical about the possibilities offered by
reproductive genetics. For example, one of German philosopher Jürgen
Habermas’ main concerns in his book The Future of Human Nature is
that children who are born as a result of selective or eugenic reproduction

Biotechnologie (The Hague: Boom Juridische Uitgevers, 2009), pp. 324–30; and see
Giesen, ‘The use and influence of comparative law in “wrongful life” cases’.

50 Elsewhere, I have written more extensively on the legal fictions that are employed in
wrongful life actions (Britta van Beers, ‘The changing nature of law’s natural person:
The impact of emerging technologies on the legal concept of the person’ (2017) 18(3)
German Law Journal 559–94).

51 Muriel Fabre-Magnan, ‘Avortement et responsabilité médicale’ (2001) RTD Civil
285–318, p. 300.

52 See Section 10.2; and see ESHRE, ‘The welfare of the child’.
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‘may no longer see themselves as the undivided authors of their own
lives – nor will be called upon as such’ (emphasis added).53 He explains
the interference with the child’s capacity of self-authorship as a result of
reproductive genetics as follows:

If we see ourselves as moral persons, we intuitively assume that since we
are inexchangeable, we act and judge in propria persona – that is our own
voice speaking and no other. It is for this ‘capacity of being oneself’ that
the ‘intention of another person’ intruding upon our life history through
the genetic program might primarily turn out to be disruptive.
The capacity of oneself requires that the person be at home, so to speak,
in her own body.54

In the light of these words, it seems that, from Habermas’ perspective,
recognition of children’s wrongful life claims should be welcomed as
a form of compensation for their parents’ intrusion upon their life his-
tories. Wrongful life actions enable these children to take their life and
personhood (‘propria persona’) into their own hands (self-ownership) and
to write their own life history (self-authorship), at least on a legal level.
At long last, by being given a legal voice, they are involved in ‘the com-
munication process’,55 out of which they were initially excluded through
their parents’ efforts to create the best possible child.56

10.6 ‘The Best Me I Can Possibly Be’: From Self-Authorship
to Autopoietic Legal Subjects

Upon closer inspection, the notion of self-authorship comes out as
deceptive and self-contradictory in the context of wrongful life claims.
As already mentioned, in practice, it is often the parents who speak on
behalf of the child in a wrongful life claim, thereby reinforcing the
intrusion on the child’s life history instead of undoing it. Nonetheless,
on a more fundamental level, there is something disconcerting about
wrongful life’s depiction of reproductive genetics as a form of Me
Medicine for the child. To explain that, two different interpretations of

53 Jürgen Habermas, The Future of Human Nature (Cambridge: Polity Press, 2003), p. 67.
54 ibid., p. 57. 55 Ibid., p. 62.
56 It should be noted at this point that Habermas is critical about parents’ wrongful birth

claims, which, in his words, seem to suggest that ‘the medically unexpected handicap was
tantamount to damage to one’s property’ (ibid., pp. 13–4). Indeed, from the perspective of
self-authorship, wrongful birth claims are damaging as they reconfirm on a legal level the
parents’ intrusion on the child’s life history. However, the question remains as to how
children’s wrongful life claims should be valued from the perspective of self-authorship.
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the wrongful life claim should be distinguished, each with its own
problematic reading of self-authorship.

10.6.1 Self-Authorship as the Right Not to Be Born

A first possibility is that the court awards damages for the child’s entire
life. The child not only receives damages for the expenses related to its
disabilities, but also for all its living expenses. In the Baby Kelly case
(2005), the Dutch Supreme Court (‘Hoge Raad’) chose this direction.
A benefit of this approach is that it seems to follow the rules of causality:
without the medical failure to detect the genetic impairments, the parents
would have known about them and would have had the chance to abort
the child. In other words, as a result of the failure, the child is condemned
to be born and thus to live its severely disabled life.

Nevertheless, what makes this interpretation controversial is that it
presupposes that one can ever have a legal interest in one’s own abortion.
In other words, under this interpretation of wrongful life, the notion of
self-authorship takes on the form of a right not to be born.57 The question
is, of course, whether one can one ever have such a right or legal interest.
Protection of the child’s right would, paradoxically, cause the child not to
come into existence in the first place. The philosophical riddles under-
lying the supposed right not to be born are well rehearsed in academia as
part of what Derek Parfit famously calls the nonidentity problem.58 One
of the more practical aspects of the nonidentity problem, with which
judges in wrongful life cases are confronted, is how to assess the damages
owed to the child. The traditional logic underlying the law of damages
would require judges to compare the child’s current situation with the
situation in which the harm would not have taken place. However, in this
case that would amount to comparing existence with nonexistence,
which seems logically impossible.

At the root of this practical problem is the more fundamental question
whether one can ever legally argue that nonexistence is preferable to

57 The Dutch Supreme Court explicitly denied that it had recognised a right not to be born
(see Baby Kelly, paragraph 4.13). In the legal reasoning underlying the ruling, Kelly’s
claim is interpreted as derived from her parents’ right to self-determination. Therefore,
within this specific interpretation of wrongful life, children would not be able to sue their
parents for wrongful life. However, given the fact that Kelly was awarded damages for her
entire life, the conclusion seems inevitable that, if Kelly did not have a right not to be born,
she at least had a legal interest in her own abortion, as I have argued elsewhere (Van Beers,
Persoon en Lichaam, pp. 316–23).

58 Derek Parfit, Reasons and Persons (Oxford: Clarendon Press, 1984).
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existence in a liberal democracy committed to protecting each life as
having an equal intrinsic worth. Indeed, in many legal systems, recogni-
tion of wrongful life claims is deemed to be at odds with the legal
principle of human dignity, because it implicitly depicts the child’s
disabled life as not worth living.59

A possible objection against arguments based on human dignity or
fears of eugenics, is that wrongful life actions do not rely on other
people’s value judgement about the child’s life or some objective standard
of worthwhile life (objective interpretation). Instead, the child’s own
judgement and experiences can be said to be the starting point of these
actions (subjective interpretation). However, even leaving aside the fact
that it is often the parents who sue for wrongful life on behalf of their
child, this argument does not convince. In order to apply tort law to this
situation, the child’s suffering has to be legally qualified under the exist-
ing system of the law of damages. In Hensel’s words, ‘a line will have to be
drawn somewhere between actionable and non-actionable disabilities’.60

This makes the question inevitable what kind and which degree of
suffering is enough to be able to conclude that the child’s life is not
worth living and can be legally regarded as a source of damages. In other
words, some objective standard is inevitably needed to measure the
child’s life and to argue that it falls below the threshold of worthwhile
life. Additionally, most defenders of wrongful life claims agree that the
child’s congenital disabilities need to be severe enough in order to justify
this legal claim,61 though it is beyond doubt that discussions on the
question what we exactly owe to future children will continue.62

These discussions will undoubtedly become even more complex with
the prospect of further developments in the field of ‘fetal personalised
medicine’.63 For example, fetal whole genome sequencing makes it pos-
sible to uncover enormous volumes of genomic data already before birth.

59 E.g. under English law (McKay v. Essex Area Health Authority [1982] 1 QB 1166); and
German law (BVerfGE 88, 203 (296)).

60 Wendy F. Hensel, ‘The disabling impact of wrongful birth and wrongful life actions’
(2005) 40 Harvard Civil Rights – Civil Liberties Law Review 141–95, p. 182.

61 Allen Buchanan, Dan Brock, Norman Daniels and DanielWikler, From Chance to Choice:
Genetics and Justice (Cambridge: Cambridge University Press, 2000), pp. 240–1; Scott,
‘Reconsidering wrongful life in England after 30 years’.

62 E.g. Jonathan Glover, Choosing Children: Genes, Disability, Design (Oxford: Clarendon
Press, 2006); David DeGrazia, Creation Ethics: Reproduction, Genetics, and Quality of Life
(Oxford: Oxford University Press, 2012).

63 Diana W. Bianchi, ‘From prenatal genomic diagnosis to fetal personalized medicine:
progress and challenges’ (2012) 18 Nature Medicine 1041–51.
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If this technology were to become more routinely applied, which degree
of risk and what kind of genetic ‘abnormality’ will then be deemed severe
enough to recognise wrongful life claims?

Even from a tort law perspective, it is clear that theMeMedicine values
of self-authorship and autonomy will not be able to provide answers to
these vexing questions. More generally, it could be said with Hensel that
‘once the nondisabled are given authority to judge from a “reasonable
person” perspective whether or not the disabled life is worse than no life,
the power of individuals with disabilities over their own identity and self-
worth is seriously diminished’.64

10.6.2 Self-Authorship as the Right to Be Born in a Different Body

According to the second approach to wrongful life, the medical profes-
sional in question is liable only for the costs related to the child’s
disabilities. This interpretation is also at the root of the Cour de
Cassation’s Perruche decision (2000).65 It presupposes that children
such as Nicolas Perruche are wronged, not by the fact of being born,
but by their genetic deficiencies. A major advantage of this approach is
that no value judgements have to be made about the child’s life, only
about his genetic disabilities. The child’s legal situation no longer needs
to be explained in terms of a supposed right not be born or to be aborted.
Consequently, objections based on human dignity can be evaded.

Yet this reading of wrongful life claims poses other serious problems.
After all, the child’s disabilities are inherent to its existence. They were, as
such, not caused by third parties, but have a genetic cause. In other
words, under the current possibilities of reproductive technologies, it
would not have been possible for the child to be born without the genetic
deficiencies. Therefore, holding medical professionals liable solely for the
genetic impairments implies going against the laws of causality, and even
the laws of nature.

As French legal historian Yan Thomas demonstrates in his fascinating
analysis of the Perruche case, these counterfactual elements go back to
a novel legal fiction that is introduced by this interpretation of wrongful
life. This legal fiction entails that the child could have been born in
a different body and with a different genetic make-up and still be the
same person. Of course, the law mobilises legal fictions more generally,

64 Hensel, ‘The disabling impact of wrongful birth and wrongful life actions’, p. 194.
65 Cour de Cassation (ass. plén.), 17 November 2000, JCP 2000, II, 10438, p. 2293.
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also with regard to unborn life.66 However, what makes the wrongful life
claim’s legal fiction historically unprecedented is that it calls into exis-
tence a completely fictional legal subject.67

By treating the child’s genetic disabilities as a source of damages, even
if he could not have been born without them, the child is implicitly
allowed to exercise a form of self-authorship that presupposes a right to
be born in a different body.68 In order to be able to exercise this novel
right, the legal subject becomes dissociated from and even juxtaposed to
his flesh-and-blood-counterpart. The result is a Cartesian separation
between person and body, and between legal subject and flesh-and-
blood human being. As such, the wrongful life claim in its second inter-
pretation offers a striking illustration of the idea that I have a right to be
‘the best Me I can possibly be’, to use Dickenson’s expression,69 even if
this means that ‘that better individual [would] actually be someone else –
not “Me” any longer’.70

Within this reading of wrongful life ‘the problem of line drawing’71

becomes more acute. The limit is no longer set at the minimum of
worthwhile living, but becomes even more diffuse. Operating under the
legal fiction that the child could have come into existence without genetic
deficiencies, wrongful life no longer revolves around the question of
worthwhile living, but the question of undesired genetic disabilities.
Moreover, as assisted reproductive technologies continue to be develop,
the standard will become increasingly difficult to determine.

For example, if, in a near future, human reproduction through ‘easy
PGD’ (a combination of whole genome sequencing and gametogenesis)
became the norm for reproduction in society, as Henry Greely predicts in
his 2016 book The End of Sex and the Future of Human Reproduction, and
natural reproduction came to be regarded as too risky for the child,72 will
children start to use wrongful life actions to claim that they have been
wronged by being brought into existence the natural way?

66 For example, the nasciturus-fiction, which dates back to Roman law, can still be recog-
nised in many contemporary legal systems: An unborn child, if subsequently born alive, is
considered as already in existence whenever it is to its own advantage (‘nasciturus pro iam
nato habetur quotiens de commodo eius agitur’ (Digest 1.5.7)).

67 Yan Thomas, Du Droit de Ne Pas Naître (Paris: Gallimard, 2002), p. 166.
68 Thomas, Du Droit de Ne Pas Naître, p. 147.
69 Dickenson, Me Medicine vs We Medicine, p. 113. 70 Ibid., p. 126.
71 Hensel, ‘The disabling impact of wrongful birth and wrongful life actions’, p. 181.
72 Henry Greely, The End of Sex and the Future of Human Reproduction (Cambridge, MA:

Harvard University Press, 2016).
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More importantly, with the currently much discussed technology of
human gene editing (CRISPR/Cas9) on the horizon, one of the most
important barriers for the recognition of wrongful life claims, namely the
impossibility of separating the child from its genetic disabilities, may be
lifted in a near future. After all, the right to be born in a different body can
no longer be rejected as an outrageous legal fiction as soon as it is
technologically possible to genetically engineer children. Indeed, one of
the effects of the introduction of human gene editing for reproductive
purposes would be that the nonidentity problem can no longer be used as
an argument against the recognition of wrongful life claims. In all like-
lihood, the number of wrongful life claims will then also rise
dramatically.

10.6.3 Self-Authorship as Legal Autopoiesis

In both interpretations, the wrongful life claim has far-reaching conse-
quences for the legal concept of the person. In the first interpretation, to
make the legal claim for wrongful life, one has to, so to say, distance
oneself from one’s disabled life in order to be able to make a value
judgement about it, as if one were able to occupy an Archimedean
point of view. In the second interpretation of wrongful life, the claimant
becomes a highly unnatural and disembodied legal being.

Moreover, because both the right not to be born and the right to be
born in a different body are given retroactive effect (‘retroactive self-
authorship’), relating to negligent acts that took place in a period pre-
ceding the child’s own legal existence, it could be said that wrongful life
claims, in both interpretations, ultimately also introduce self-authorship
at the level of legal subjectivity itself. That is, the child becomes the author
of its own legal subjectivity by rejecting the circumstances under which it
was given legal subjectivity. The child ‘acts in propria persona’, to use
Habermas’ words, by being allowed the means to rewrite its own legal
subjectivity. In other words, the child uses its legal subjectivity to legally
contest the outlines of its own legal subjectivity. Through this act of legal
self-constitution,73 the child’s legal persona becomes causa sui.74

The circularity of this act suggests that the idea of self-created legal
subjectivity is deeply problematic. Indeed, wrongful life claims, in their

73 Thomas, Du Droit de Ne Pas Naître, p. 165.
74 Elsewhere, I offer a more elaborate analysis of the legal concept of the person and

currently emerging legal claims to rewrite one’s own legal persona in various contexts
(Van Beers, ‘The changing nature of law’s natural person’).
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self-referential conceptualisation of the legal self, can be said to negate the
ways in which the legal concept of the person is, at heart, an intersubjec-
tive or transsubjective category. The Roman etymology of the word
‘person’ can be used to illustrate this.

‘Persona’ originally stood for the masks worn by actors in Roman
theatre. In this vein, the legal concept of the person is generally under-
stood as the role that the law writes for its subjects to play on the stage of
law. By accepting this legal role, individuals subject themselves to the
legal order. In return, they are protected as free and equal beings.75

However, in today’s legal order, a growing number of individuals
demand to be recognised as the authors of their own legal roles. In the
words of legal philosopher Dorien Pessers, these individuals

[. . .] remove the mask of the intersubjective legal subject, and demand
recognition as human beings of flesh and blood who require complete
self-determination, as an expression of their individual dignity. They
refuse their symbolic transformation into legal subjects, perceiving this
transformation as a restriction of their freedom and happiness. In other
words, they withdraw from the inter-subjectivity of the law and of what is
considered as the supra-individual, general interest. But, does this depri-
vation not also deprive them – in the same act – from the legal, normative
infrastructure upon which their existence depends?76

These ambiguities can be equally recognised in the dynamics of
wrongful life claims. On an individual level, many of these children will
be empowered by the legal recognition of their suffering and the financial
compensation. However, on a societal level, wrongful life claims may
cause these children more harm than good. By depicting their disabled
lives as a source of damages, and by attributing to them a right not to be
born or a right to have a different body, the law threatens to stigmatise
these children’s lives as less worthy of living than ‘normal’ people’s lives.

10.7 Conclusion

How will genomic technologies affect our identities? Will they become
a tool to write one’s own story, as is suggested by the rhetoric of

75 Alain Supiot, Homo Juridicus: On the Anthropological Function of the Law (New York,
NY: Verso Books, 2007), pp. 20–1; Dorien Pessers, ‘The symbolic meaning of legal
subjectivity’ in Bart van Klink, Britta van Beers and Lonneke Poort (eds.), Symbolic
Legislation Theory and Developments in Biolaw (Switzerland: Springer 2016), 201–12;
Van Beers, ‘The changing nature of law’s natural person’.

76 Pessers, ‘The symbolic meaning of legal subjectivity’, p. 209.
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personalised medicine? Or will they be used as an instrument by other
people to decide ‘who I am’? As Hub Zwart describes these core
questions:

Who can be regarded as the author of these novel genomics-based iden-
tities that are envisioned? Will these technologies invite individuals to
constitute themselves as subjects, or will new identities rather be produced
by emerging discursive practices and strategies of classification and
demarcation?77

In this chapter I have explored these questions on a legal-philosophical
level, focusing on the effects of genomic technologies for legal subjectiv-
ity. Emerging legal claims in the recent field of genomic torts suggest that
the law is already adopting, to a certain extent, a Me Medicine approach
to regulating genomic technologies. As Chico argues, the grievances
underlying genomic negligence claims are best explained in terms of an
interference with the aggrieved party’s autonomy and self-authorship.

Nevertheless, this autonomy-based framework for regulating the
dilemmas raised by genomic technologies has important shortcomings.
To illustrate and identify several of these problematic aspects, I have
discussed the role and meaning of self-authorship within a specific type
of genomic negligence claims: wrongful life claims.

In line with Me Medicine’s allusions to personal choice and individu-
alism, awarding damages for wrongful life can be defended as promoting
the child’s autonomy and self-authorship. However, upon closer inspec-
tion, the child’s claim to self-authorship comes out as deceptive, self-
contradictory and even harmful.

The ideal of self-authorship is deceptive, because recognition of chil-
dren’s wrongful life claims is practically impossible without a third
party’s judgement of the value of these children’s lives, be it from the
judge, the parents or the ‘reasonable person’. The notion of self-
authorship is also self-contradictory because awarding damages for the
child’s genetic deficiencies is based on the remarkable fiction that the
child could have been born in a different body with a different genetic
constitution, and still be the same person. Finally, wrongful life’s empha-
sis on self-authorship is harmful, because it leads to a disregard of various
societal interests and communal values that are also at stake in the
regulation of reproductive genetics. Evidently, these interests and values
include the parent–child relationship, the place of disabled people in

77 Zwart, ‘Genomics and identity’, p. 136.
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society and the value of human dignity in a legal order that is devoted to
the protection of each human life as having an equal intrinsic worth.
What has, however, generally received less attention, is that wrongful
life’s radicalisation of self-authorship also has a major impact on one of
law’s most important institutions: the legal subject. Whichever reading of
the wrongful life claim is chosen, the result is an internally fragmented,
surrealistically disembodied and ultimately autopoietic legal subject.
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