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Genetics and the Legal Conception of Self

Isabel Karpin

Much feminist legal scholarship has atrempted to critique the legal con-
cept of selfhood for its reliance upon an artifice of physical boundedness
and unity. Feminists who reject the law’s embrace of a self produced
in response to what Lacan called the “lure of spatial identification™
(Lacan 1977: 5; Meek 1998) do so because the political, social, and
lega! consequences that follow from this ascription of selfhood work
against the bodies of women. Women’s bodies, it is argued, are least
able to conform to an optics of the skin, particularly in the context
of pregnancy. Unbounded corporeality is not however, confined to
women’s bodies. Haraway, for instance, points out that in these days
of biotechnological seeing, “even the most reliable Western individuated
bodies . . . neither stop nor start at the skin, which is itself something of
a teeming jungle threatening illicit fusions” (Haraway 1991: 215). The
self is a construct that extends beyond the limits of the physical by sim-
ply being in the world. Its extension in time and space undermines
the alleged autocracy of the individual. Susan Ballard argues, “every act
of viewing becomes an event in which the boundaries of our bodies are
imbricated in relations with other bodies” {Ballard 2001: 1). Similarly,
Avital Ronell argues that once the telephone enabled the distant projec-
tion of the voice in space, the boundaries that demarcated our bodies
were fundamentally questioned {(Ronell 1989; see also Romnell 1994).
fn this chapter I want to show how genetic discourses, indifferent to the
surface of the body as a marker of identity, demand a more complex
understanding of the self in law. What happens, for instance, when
genetic discourses reveal that we are all “leaky,”? boundaryless, and
transgressive?
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In her discussion of conjoined twins, Margrit Shildrick describes the
leakiness of self as corporeal ambiguity. She says: “[a]bove all it ts the cor-
poreal ambiguity and fluidity, the troublesome lack of fixed definition,
the refusal to be either one thing or the other, that marks the monstrous
as a site of disruption” (Shildrick 1999: 78). I will argue in a related
approach that biogenetic discourses, which emphasize shared identity
and participation in the common genetic pool, reveal the monstrousness
in all of us. This is challenging to law because such discourses expose
the impossibility of the autonomous, self-sufficient individual of liberal
legalism. The individual in the age of the gene is fundamentally con-
nected and vulnerable. The individual in the age of the gene always
contains a trace of the other; not-one but not-two (Karpin 1992).

I turn to the normative individual of liberal jurisprudence and show
how even he (and I use the gendered pronoun deliberately) can no longer
sustain the essential distance and difference between one and another
{Callois 1987}. Allen Meck writes of how Lacan extrapolated from
Callois’s writing to explain that “the autonomous self is produced as
an optical effect as a body attempts to conform to an encoded visual
surface and to inhabit a landscape constituted as a field of the other’s
gaze” (Meek 1998: 3) It is this differentiated self, certain of its limits,
that we are taught to prize. The failure to articulate and determine fixed
and impenetrable boundaries is a failure of selthood. The discourse of
genetics requires us to lose ourselves (or more correctly to find ourselves)
in a genetic code that imbricates us with the other. In this case we
recognize a selfthood that is based on interconnection and intermingled
identity.

In this chapter I examine both legislative and quasi-legislative attempts
to restore the visual surface of the body as the marker of individual
identity. In the case of genetic discourses, the primary means by which
this has occurred is through privacy legislation. Such legislation aims to
secure one’s right to keep one’s genetic identity to oneself. The problem
is how to identify the rights-bearing individual in the first place. Lach
person’s genetic code reveals not only who we are but also who else we
might become. If we are always implicated in the genetic profiles of
our relatives, can we hope to keep ourselves private and can it offer us
any solace to do so? We share our genes with others by decreasing
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of the individual to a family that is constructed or mapped over a genetic
pedigree? This form of individuality, which immediately connects one to
genetically related others, disables the liberal individual premised on
a distinct and separate selfhood. Instead, it enables or renders able-bodied
a transgressive individual whose very selthood is already connected
and vulnerable to the embodiment of someone else. I argue that this is
not the end of individuality or indeed autonomy, but that transgressive
selfhood demands of us a new understanding of each of these two terms.
Before I make this argument, however, it is useful to use both Finkler and
Dolgin’s concerns as a stepping-off point.

Finkler argues that the hegemony of the gene is undermining what she
describes as the “mark of a modern individual” namely, “antonomy,
independence and detachment from kinship ties” (Finkler 2001: 237).
Her focus is on the way that the gene reestablishes kinship as a bio-
genetic connection rather than a relationship established on the basis

of choice. She states:

Beyond issues associated with gender, family and kinship ties have been given
a new dimension that stresses faulty genes rather than social status, position or

even poverty. Cultural significance is given to genetic transmission for better
or for worse. (Finkler 2001: 239)

Finkler bases her argument on research she conducted involving several
adoptees who sought out the identity of their birth parents. Many of
them were motivated by a need to ascertain their medical histories.
Others found themselves seeking out genetic relatives because they
suffered from a genetically inherited form of disease (Finkler 2001).
In examining these cases Finkler argues that the geneticization of kinship’
has given rise to the possibility of a connection berween individuals who
may otherwise be nonintimate relations or strangers.

Although Finkler never expressly identifies what is wrong or right with
these new directions, the language that she uses suggests that there are
significant benefits in the biogenetic model of kinship. She says:

It recasts our dispersed and loose kinship ties as inexorable genetic ones and
reestablishes our continuity with family and kin. Once uprooted we have heen
reunited by the medicalization of family and kinship. Willingly or not, we must

recognize our connectedness, albeit by our dysfunction and disorders. DNA joins
the compartmentalized, fragmented postmodern individual to his or her ances-

tors. (Finkler 2001: 249)

R
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autonomy and self-determination {(discussed later). The second model
was developed by the Cancer Genetic Ethics Committee of the Anti

Cancer Counci} of Victoria and is a medical and family-centered model
(Skene 1998: 1~41}. In this second model, it is envisaged that genetic
informarion {and the tissue that is tested} would be shared among blood
relatives. Furthermore, individuals would not have the ultimate right
to “control . . . their informartion and the use of the rssue taken for
genetic testing” (Skene 1998: 24). Instead, ownership would reside in
the doctor or hospital that prepared the tissue or genetic information.
This is an approach that accords with the treatment of medical records
in Australia (Skene 1998: 27).

Bennett and Bell, among others, have called this family-centered model

communitarian and have responded by arguing that it is unnecessary
because the current common and statute law allows encroachmenr on
the rights of the autonomous individual in the extreme circumstances
in which it is warranted. Instead, they prefer to rely on a notion of auton-
omy that encompasses one’s relationship to others. Bennet and Bell
suggest that the assumptions behind moves to communalize genetic
information “rest on highly individualised and atomised notions of auton-
omy, which fail to take account of the relational aspects of the exercise
of autonomy” (Bennet and Bell 2001: 158). They rely on Nedelsky’s view
that “autonomy is a capacity that exists only in the context of social rela-
tions that support it and only in conjunction with the internal sense of
being autonomous” {Nedelsky 1989: 7). This conceptualization of rela-
tional autonomy offers 2 useful strategy for empowering the intercon-
nected individual of transgressive normattvity. However, Bennett and
Bell do not consider such a radical revision of autonomy as requiring
amendment to existing legal structures. Instead we are asked to accept
the existence of this form of autonomy and to find its accommeodation
within the legal structures currently in place. I argue, howevey, that this
kind of accommodation is stmply not possible because it challenges
the very framework rthat the legal structure seeks to enforce.

In contrast to Rennett and Bell, Ann Sommerville and Veronica English
take communitarian theory as a way to modify liberal individualism

i order to take into account the interconnectedness that genetics
cxposes. According to them:
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by the social, political, and economic struciures in place. They are seen
as transgressive because they cannot meet the standards of selfhood
in place. 1t is unlikely, therefore, that bonds of responsibility and duty
can operate fairly to bind individuals who are struggling for a legitimate
position within the community in the first place (discussed in the next
section), Indeed, their insistence on membership in that community will
itself be seen as disruptive.

Unruly transgressive bodies threaten the stability of the community
because those bodies do not abide by its limirs. Nevertheless, finding
ourselves necessarily connected with, dependent upon, and vulnerable
to others is in fact the state in which we all exist. The only question is
where power resides in these interconnected selves. It is the operation
of power moving within these inevitable interconnections that needs to
be regulated.

In the next section I expose the transgressive body of the apparently
autonomous individual through the use of legal discourses surronnding
genetics. In particular, through some examples of failed attempts to reg-
ulate the vse and disclosure of genetic information it becomes clear that
an individuated and separate subject around which a cohort of legal

rights and responsibilities are built is unsustainable. Rather than sup-
press that transgressiviry, 1 argue we should embrace it as a starting point
for dealing justly with people. We should give significant value to those
identities that are not self-contained and independent but instead rely on
a transgressive interconnectedness to sustain selfhood.

The Genetic Privacy and Non-discrimination Bili of 1998 (Crh) was the
first major attempt in Australia to pass national legislation specifically
dealing with issnes arising out of the genetic biotechnologies. Its primary
aim was to protect the individual’s privacy rights over thetr genetic infor-
mation and to prevent discrimination that might arise when information
about genetic status is revealed. The bill failed to get the necessary support
in Parliament, and the Australian Law Reform Commission, 1n conjunc-
tion with the Australian Human Ethics Committee, has now been charged
with the role of reporting on the issues raised by the bill.s

This bill attempted to create a regulatory regime that dealt with not
only the collection, storage, and analysis of human DNA samples and
the genetic information characterized from them, but also discrimination




that might arise generally and in employment and insurance as a conse-
quence of disclosure of that information. The bill was based heavily
on its U.S. counterpart and, as such, the emphasis was primarily on
genetic privacy. However, it quickly became evident that it is very
difficult to reconcile the individualist premise of privacy legislation with
the nonindividual nature of genes. The nature of personal genetic infor-
mation is that it is never just personal. Knowing an individual’s genetic
makeup means that you also know something about his or her gen-
etic relatives. Who or what an individual is cannot be taken for granted,
and in fact there is recognition of this in the bill itself, where an indi-

vidual was defined as:
the source of a human tissue sample from which DNA is extracted or genetic
information is characterised. The term includes a subject of genetic research and,
where appropriate, includes the parent, guardian or legal representative of the
individual. (Genetic Privacy and Non-discrimination Bill 1998: Clause 4)
The individual who is protected by the legislation is the individual
who physically gave up the tissue for analysis. Yet as we have just seen,
an individual’s consent to disclosure of DNA information about him
or herself may also reveal information about that person’s genetic rela-
tives. If an individual were defined in the bill in terms that recognized
this interconnected status, a very different kind of legislative regime
would result. A genetic relative might be able to deny access to the DNA
information of an individual who had freely given his or her consent to
its release. The bill would have to protect both its source and those
who can be charactersized as connected to that source. Indeed, the
second part of the existing definition, which includes the parent or
guardian (of the source) within the terms of the individual, accepts that
legally and socially the individual may not correspond to a spatially
identified physically bounded subject. In this way the normative status
of the transgressively embodied (inevitably connected, vulnerable, and
dependent) subject takes a central position. This is a reasonably simple
accommodation where the example involves intimate relatives, although
many would see it as a clear violation of the rights of the autonomous
individual to do with their bodily bits and pieces as they see fit. However,
when the connections are more tenuous or less human, transgressivity

as a norm is significantly more radical.
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What is interesting is how the court used the genetic connection with
both the father and the mother as a signifier of individuality and there-
fore separation, rather than considering these joint contributions as
giving rise to an interconnection between the genetic progenitors and
the fetus.

It is clear from both the scientific and legal discourses discussed here
that geneticization of identity is a kind of underpinning ideology, which
means that those issues that wounld otherwise be determined by normal
social arrangements are instead complicated and in some instances over-
ridden by a genetic claim. The interesting twist is that in this intense clas-
sificatory activity the autonomous individual is not so much fragmented
but revealed as already grafred onto others. In other words, the process
of geneticization reveals the very transgressivity of our selves at the same
time as genetics is touted as offering the capacity to identify us in our
Very uniqueness.

Having identified the ways in which generics forces the recognition
of a state of interconnection and interpenetration, I now go on to show
how that interconnectivity cannot be neutralized through a legal or
social regime that prioritizes a shared heritage, since this significantly
underdescribes the complex interplay of power, expertise, and resource
distribution in the context of genetic heritage. | show how there is a dan-
ger in looking to discourses of genetics as a way of describing intercon-
nection because at the same moment that connection is foregrounded,
it is also territorialized and racialized, Without an understanding of the
transgressive in the context of the communal there will be no means by
which to realign the existing inequities and power claims. In the final
part of this chapter I examine the proposal by various indigenous and
environmental groups for a “genetic commons” to see if this radical recon-
ceptualization of the rights over and access to genetic information offers
a partial solution.

Many have argued that the Human Genome Project (HGP), which had
as its goal the mapping and sequencing of “the” entire human genome,
relares to everybody while in fact relating to nobody at all. As the HGP
confined its sampling to largely white, northern populations and yer
premised its usefulness on the creation of a generic genome, the Human
Genomme Diversity Project (HGDP) was conceived as 4 necessary corrective
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aimed at mapping ethnic diversity. The HGDP originally sought to col-
lect samples from a broader range of ethnic populations. However, the
project quickly became focused, not on obtaining samples from all
the world’s populations, but on targeting particular populations that were
on the verge of disappearing, and on preserving, not the populations,
but the cell lines. In other words, where the HGP created an apparently
generic human genome (but where generic means primarily white and
northern European), the HGDP identified marginal genetic identity
(the exotic other}. In these two projects we see a tension between non-
territorial “human genome” and a racially specific “community genome.”
The former can only claim its normative generic status by presenting
the specified identities in the HGDP as marginal, small, threatened
outposts of the other that cannot endanger the normativity of the generic
genome.

This is why the decision by indigenous groups to object to the HIGDP
is so poignant. Indigenous groups represent the point of view of those
whose bodily interconnection has been used as a means to subordinate
them. In the context of the HGDP they are offered the opportunity
to further negotiate the transgression of their bodies, while there is no
recognition of the ways in which the most reliable western individuated
bodies are never open to negotiation. The language of altruism, used in
the context of discussions about the human genome as the common
heritage of humanity, fails to take account of the myriad ways in which
marginal bodies are already operating as common property. For instance,
when the World Medical Association resolved that “the information
[from the HGP] should be general property and should not be used for
business purposes”™ (World Medical Association 1992), or when the
guidelines to the HGDP describe its primary aim as *[u]itimately, to cre-

ate a resource for the benefit of all humanity and for the scientific com-
munity worldwide” {International Planning Workshop 1993: 4), there is
a fundamental failure to understand the unequal distribution of common
resources worldwide and the way that inequality is mapped along race
and gender lines. The harvesting of genes from indigenous people is to
be compared, for instance, with the harvesting of the genetic informarion
of the people of Iceland, which has become both a multimillion dollar joint
venture between the government and two multinational corporations
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collecting samples to obtain appropriate consents from the communities
being sampled and to work in partnership with them {(Human Genome
Diversity Committee 1993: 18). At the same time, long-term storage of
the information is contemplated that would enable general access to the
scientific community, and the expertise to make use of that informarion
resides squarely in the hands of that scientific community {Human
Genome Diversity Committee 1993: 20, 29). The set of ethical issues
enumerated in the Model Ethical Protocol indicates how researchers might
recurn some of the benefit to the sampled population. Ethical issue no. 3,

for example, states:

Researchers should actively seek ways in which participation in the HGD Project
cant bring benefits to the sampled individuals and their communities. Examples
of such benefits include health screening, medical treatment or educational
resources (Human Genome Diversity Committee 1993: 32).

However, these gestures insist upon using a liberal individualist model
of consent and profit. It is taken for granted that the means to achieve

justice is through this model.
An alternative model posited by Hilary Cunningham exposes the way

in which the liberal individualist model fails. She describes her model
as relational and rejects a model in which the scientist and the indigenous
group operate as two separate negotiating identities. Instead she posits

the following:

1 do not mean a traditional collaboration in which a project is designed and then
implemented with the consultation of a research constituency. The collaboration
which I mention here makes the scope, design, goals, methods of implementation
and access to research results all negotiable items. Empirical researchers in par-
ticular, whose objectives and methods are said to be governed by acontextual
laws and procedures will find this collaboration particularly difficult since it chal-
lenges the very epistemological basis of scientific knowledge. Such collaboration
suggests that just as valuable to any project’s scientific objectives is the formation
of a viable relationship with research subjects. This social hermeneutic indicates
that the object of research is not simply “information” (a knowledge commodity
that can be acquired and controlled by one party) but “insight,” a relational lind
of knowledge that can be developed only through negotiation of two engaged
parties. {Cunningham 19928: 227-228)

It is clear that what is being suggested here is more along the lines of
my transgressive normativity model. The research subject is no longer
kept at arms length but instead becomes both researcher and researched.

|
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That past, however, is quite significant. Finnbogason, one of the most
influential Icelandic intellectuals of the first half of the twentieth century,
invoked the “science of engenics” to argue for the “purification of the
Icelandic race to preserve its spiritual and physical assets” {Palsson and
Hardardéttir 2002: 282). Einar Arnason, professor of evolationary biol-
ogy and population genetics at the University of Iceland, has made
similar statements about the way that the deCode project has “evoked
the myth of the homogen[elous Aryan lcelanders” (Arnason, 1999)
and has challenged those claims with research suggesting that Iceland
is one of the most genetically heterogeneous nations in Europe {Arnason

et al. 2000: F3).
What we are left with then is two different kinds of interconnected

communities. The Icelandic community has to some degree (although
within the bounds of an all too inadequate democratic governance)
ensured that the power plays over their interconnectivity do not result in
their exploitation. Here their connectivity does not undermine their power
but instead gives effect to it. However, in the case of indigenous com-
munities, their connectivity is negated by the requirement for individual
consent imposed by researchers coming from western legal traditions
that favor the autonomous individual. These groups then find themselves
with seemingly no legal recourse for protection of their genetic informa-

tion as a group.

Conclusion

My aim in this chapter has been to utilize genetic discourses to challenge
the stability of the autonomous and individuated liberal self. I have done
this in order to open a space for subjects who are connected, vulnerable,
and dependent and who cannot shed their dependencies in order to
become the liberal subject. These are the people whose very selfhood is
then seen as unruly and threatening. Once we have taken as a base unit
the interconnected self, regulatory effort will need o be directed to deter-
mining where power resides in these interconnected selves. This is in con-
trast to the call for a “genetic commons” which, while offering the
genome and genetic discourses as a resource held in common to be used
equally by all people, will not be successful unless some further account

T TT———
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In so doing, those traditionally disempowered by a vulnerable and
uncontained selfhood would find some recourse in the law.

Notes

1. Lacan cites Roger Callois’s essay “Mimicry and Legendary Pyschaesthenia”
to explain how the formation of the ego has its origins in a process of deperson-
alizatton by assimilation to space (Lacan, 1977). See also Meek’s discussion of
this point {Meek 1998).
2. This term is borrowed from Shildrick (1997).
3. Geneticists distinguish between a pedigree, which is a representation of bio-
logical relatedness, and a family, which is the named, identified collection of indi-
viduals defined in terms of their kinship relations with one another.
4. In one case, for example, “Eve noted she felt closer to her sister and husband
and her father but had also become closer to her cousins” because they shared
a genetic susceptibility to cancer.
5. In Finkler’s response to her critics she notes, “I prefer to use the concept of
hegemony of the gene instead of geneticization because the Gramscian construct
of hegemony encompasses the concept of the power of dominant institutions
to impose an ideclogy by their very authority which permeates the social and cul-
tural fabric of daily life, without the use of force” (Finkler 2001: 257),
6. The Australian Law Reform Commission and the Australian Health Ethics
Committee released a final report, discussion paper 66, ‘Protection of Human
Genetic Information,” in August 2002,

7. Icelanders were given the right to opt out of the database, but until they do so,
they are presumed to have opted in. This was further entrenched in the BioBanks
Act, which was passed in May 2000 without any public discussion {Sigurdsson,
2001). By the middle of March 2001, 19,697 citizens had opted out of the HSD
and as Sigurdsson describes it, “in the process become entities in a second-order
HSD, registering those socially deviant whereas the first-order HSD is still

emp[y” {2001: 113)-
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