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INTRODUCTION

‘This technology turns every user into a moral gbdlpher as she engages
her fears and fantasies on the limits of mothedrfgtus with a disability’
(Rapp, 2000, p.128).

The title of this work firmly positions it as apedl ethics research. The
guestions raised by the routine implementation rehptal screening are
ethically significant because they potentially hare impact on human
being and becoming that reaches beyond the obviodévidual
consequences. Prenatal screening impacts ethigadiy the status of new
human life, on the lives of mothers, couples andilfas, and on society
generally in terms of the human values that ar@artipd or denied by its
practice.

If the moral form of life is intimately entwined thi a sense of the
indisputable uniqueness ariddlienable preciousnessind dignity of each
human being as Raymond Gaita (1999, p.4) suggtstg, the critical
guestions raised by prenatal screening technologiesh as, who is
permitted to be born, under what circumstancescamfiorming to which
pre-conditions of entry to the human race are iragpsare inherently
ethical in nature because they strike at the hafaour understandings of
what it is to be human. To be allowed to existr{ot), for life to be valued
in all its diverse forms solely because it is hurtin(or not), to be given
the chance to grow and become, to live an embodiethedded life (or
not) may not be a presumed human good. With thergtdof prenatal
screening technologies, the creation of life mayomger be regarded as a
matter of biological chance or of divine mysteryt Increasingly in the
mechanical, biological model, viewed through théuctionist lens of
science, nascent human life may become objectifes/ing it open to
technological manipulation and control. This presly untouchable and
seemingly random natural process now falls undemdru scrutiny,
judgement and control.

Consequently, notions of personal ‘choice’ and gyaice have become
further entrenched into our reproductive expectetiaNot only can we
choose when or how many children we have, thereois a growing
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expectation that we can also choose which typehitdl eve are willing to
accept. Such choices, framed in socially entrengirefidices governing
which traits are desirable or undesirable in odsmfng create a moral
space in which the destruction or removal of suclifea seems the
technically and philosophically rational thing t@.dwhen the ethical
nature of ‘choice’ is considered within an analgticphilosophical
framework, rationality becomes the ultimate arbitdérwhich choice is
better, or more rational, than another, but whag@mality should we
privilege?In trying to forge humane and ethically responsiide of this
technology will we make the realisation as Kass (2002, p.1d@sdthat
‘not all human dignity consists of reason or freetlom

The choices offered or denied, however, are no$ alone to pursue.
In order to make these technologically mediatedagi®oa practical reality,
individuals are dependent upon the technical eigeedf others. Clearly
technology has brought significant gains to our erathndings of the
human condition; however the potentially dehumagsigaze of
technology, driven by a pursuit for perfection ahé rejection of the
imperfection of disability, cuts to the core of hamndignity and is already
blurring the boundaries of the sanctity, or presimass, of human life.
We now have the knowledge to detect and diagnosairedisabilities
prenatally and the power to ‘prevent’ the presumpaith and suffering that
accompanies them. Tentatively ‘wanted’ and ‘planneldildren may
become unwanted and unplanned on the strengthest aesult (Asch and
Wasserman 2005; Katz - Rothman 1986). While somédd conditions
may be treatable prenatally, couching prenatalesing as a means of
promoting such early intervention is disingenuogxause the genetic
anomalies targeted are, as yet, inherently ‘ubfixa

With pregnancy and parenthood taking on the ovestwf a well
executed project, Kass remarksa society that when it does procreate,
that sees its children as projects rather thantsgi unlikely to be open to
the question of meaning and dignity of procreafigia'ss 2002, p.20.)
Through technology, we have been invited to regefinr understandings
of what a suitable body is, and for some, the etgiiems of what
constitutes a suitable body for our children to dwen into have been
significantly influenced by access to prenatal agehetic screening.
Indeed some commentators argue that we parentsehenaal obligation
to choose children with the best genetic prospemtgven intentionally
enhance the genetic makeup of their future childrdrere technically
possible (Green 1997; Aldred, Savarirayan, and Bagu 2003;
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Savulescu 2001)Rather than accepting the wholeness of humanity as
incorporating differences, we are perhaps swayedthey promise of
technologically mediated perfection for our chillreHowever, as
previously discussed, our bodies are not merelgaibjor machines; they
are the site of our human being in the world. Aghsuany purely
mechanistic view of disease, illness or imperfectdetached from the
ontological realities of being, will fail to incoopate the essential
humanistic understandings, of the deeply connectsdbedded and
relational realities that define the human conditioWhen mechanistic
understandings of the body are coupled with a antyil mechanistic
approach to ethics, the creation of the requireshapflective moral space
will be stifled.

While Kass (2002, p.10) was commenting on the ukéman
embryos as raw materials for use in medical rebeaten he statedywe
are desensitised and denatured by a coarseningrailsility that comes to
regard these practices as natural, ordinary andyfulnproblematic’ his
comment could similarly apply to prenatal screentaghnologies. We
should be equally wary of embracing ‘soft’ techrgés, such as the non-
invasive forms of prenatal screening that encaanag to judge who is
worthy of being born because as Ruth Hubbard (19234) notes,

‘We do ourselves an injury, as individuals and asdiety, if we let fear of
difference tempt us to decide “who should and sthawbt inhabit the
world” because it is hubris to pretend that we htwe knowledge and
foresight to make such judgments well’.

We are faced with the ethical reality of balanciig indisputable
goods that medical technology can offer throughpiteention of disease
with the potential harm that human life may be dehnised and
disrespected in the process. Charles Taylor (188%)er observes that
the difficulty in pursuing the ‘good life’ is oftenot the need to discern
good from bad, but rather negotiating the moralfledrthat arises when
judging between competing goods. The questionsosf wve ought to
consider and respond to these competing goodsthEtalequestions, thus
they invite ethical answers, but what kind of ethand how should we
consider these competing potentials for good? &Mhiédical science asks
‘can we’, ethics uniquely challenges us to decidetiver what we are
doing is affirming or damaging. Thus the ethicaldacape we create and
the ethical legacy we leave doesn’t depend upom fagional choice so
much as it depends on which choices are made, alte naaailable.
Therefore, the role of ethics in our society ispimvide a framework
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through which the moral dimensions of our dailyeBvmay be articulated
and understood, then incorporated into a constreiagsponse to shape
better lives.



CHAPTERONE

CONSENT, CHOICE AND THE CONTEXT
OF PRENATAL SCREENING

‘Women are situated on the research frontier ofetkganding capacity for
prenatal genetic diagnosis, forced to judge thelityuaf their own
foetuses, making concrete and embodied decisionst dabe standards of
entry into the human community’ (Rapp 2000, p.3).

The development of prenatal screening technolodies been
described assimultaneously liberating and eugeni(Rapp 2000, p.2).
They are liberating in that they can provide a nsehg which some
parents may conceive or give birth to the healthijdcthey desire, but
may be considered eugenic as, in the absence dhifiey to ‘cure’ or
treat certain physical or genetic conditions thalyrhe diagnosed, choice
is predominantly realised through the selectivemieation of those
foetuses judged to be physically or genetically asiible. Whichever
interpretation is adopted, it is evident that thegeoning practice of
prenatal screening straddles an ethical divide.

The presumption that the technologically mediagedl of preventing
disability is ‘desirable and defensibleand a worthy pursuit that in no
way passes judgement on existing people with disebi is widely
disseminated and claimed to be generally sharedoriety (Parker,
Forbes, and Findlay 2002, p.10; Savulescu 2001yveier, the means by
which such prevention is achieved, the entrencloethkprejudice it can
instil, and the eugenic stance within are strongbntested by many
commentators writing from a disability rights pezspive (Shakespeare
2001, 1999; Hubbard 1988; Shakespeare 1998; ParehsAsch 2000;
Newell 2003; Bridle 2004; Newell 2007; Kenen 1998 mes Lindemann-
Nelson (2003, p.3) further cautions,

‘According people the respect they are due is atemadf general

importance, and we ought be especially scrupulduenweople who have
endured a history of negligence and abuse claimttiey are yet again
being demeaned'.
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When the nature of the much hoped for ‘preventamrhes in the form
of terminating an existing foetus or embryo, ‘pretien’ takes on a
radically different and increasingly controversia¢aning; clearly a more
extreme form of prevention than a measles ino@uidir example.

Thus, in being invited to embrace the technologprehatal screening,
women are placed in the unenviable position of mgkconcrete and
embodied decisions about standards of entry irhtiean communityas
Rapp (2003, p.3) noted earlier. Markens, Browner Rress (1999, p.367)
similarly describe this choice &ngag(ing) in risk assessment which can
determine the life and birth of future generation&he factors that shape
this ethical divide between the culturally endorsesivs of technology as
irrefutably ‘choice enhancing’ and good, and the rahounease of
prejudicial, discriminatory and stigmatising praes directed against
people with disabilities, expose complex ethicaégtions that challenge
our most fundamental understanding of what it mean®e a human
being. These questions are fundamentally ethicalkimre and they form
the social and cultural backdrop of this work.

Generally across all forms of medical interventitire widely accepted
and favoured safeguard against possible ethicalopmjety, or in the case
of prenatal screening accusations of coercion eugknic intent, has
been to focus on obtaining a patient’'s informed sem prior to any
proposed intervention (Marteau and Dormandy 200&). prior
consideration to our reliance on informed consenadegal and ethical
safeguard is that the intervention in questiomisaontrary to the accepted
public order or shared sense of moral good. Onlgnin action does not
breach the law, or breach codes of moral actioa §ociety can a person
be considered at liberty to give their voluntaryngent. While prenatal
screening is widely practiced and accepted in oaiesy, and provided by
public health institutions which convey societaldersement of this
practice, some disagreement lingers as to the énlhethical acceptability
of selective termination on the grounds of disapi(\Wertz 1998; Wertz
and Fletcher 1998; Lippman 1991; Caplan 1999; HubB801; Asch and
Wasserman 2005; Clapton 2003). The tensions suingrthe ethical
acceptability of prenatal screening are acknowlddgeroughout this
work; however, a definitive answer to these divisiovill not be provided.
Rather, the ethical tensions inherent within currpractices will be
explored, and some practical responses which mpgostiall women to
act within their own moral frameworks when confexhtwith the moral
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choices inherent within the offer to undergo prehacreening will be
considered.

When a proposed intervention is legal, conform wblisc policy and
community standards of ethical behaviour, the diowk of informed
consent prior to any medical intervention articedhin the medical ethics
literature generally embrace the following fivaiteria;

e that a patient must be competent to decide,

« that all material information about the propose@nvention must be
disclosed,

» that participation in proposed intervention is op#l and voluntary,

» that the patient fully understands the nature aotbrgial benefits,
risks and alternatives to the proposed intervention

» that consent is active, and given freely withowgremn
(Beauchamp and Childress 2001; Mitchell, Kerridged Lovat 1996;

Jonsen 1998; Manson and O'Neill 2007).

Hence, a patient giving their informed consentntgd freely from a
position of knowledge and understanding to undemgoparticular
‘treatment’, has come to represent that any prapadséervention is
ethically robust as the above mentioned conditiaiscompetence,
voluntariness and understanding are presumed tompkcit within its
application. The routine seeking informed conségt health care
professionals is further regarded as proof thaepaautonomy has been
respected, while the realisation of informed cohsen practice is
presumed to support individuals in their capacdyirttentionally make
important decisions and pursue their own individy@éls in a way that is
consistent with personal moral frameworks, freemfracontrol or
manipulation.

The pre-conditions of voluntary and knowledgealdetipipation are
believed to be inherent within prenatal screenimgtqeols. However,
research from around the globe into the motivatams understandings of
women engaging in prenatal screening suggestsathid#@é many women
do indeed participate in screening regimes, a fogmt number cannot
articulate the purpose or potential outcomes oftings This well
established research into the motivations and reequees of women
participating in prenatal screening programmes comynreveals a lack
of reflective understanding, passive compliancéhwgitroutine normative

Y In law, three pillars are generally cited beingngetence, information and
voluntariness, however, the ethics literature comignoites the five listed above.
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pathway and an apparent inability to articulate plhepose, justifications
or potential problems of the testing they haveipiadted in (Santhalahti
et al. 1998; Stapleton, Kirkham, and Thomas 2002s% and Browner
1997; Markens, Browner, and Press 1999; Williamsdefson, and

Farsides 2002; Bernhardt et al. 1998; Harris, Coneb al. 2004,

Santhalahti 1999; Kohut 2002). The tacit expectatib participation that
routine screening conveys further obscures the opati nature of
screening while the poor knowledge levels reportsidgnificantly

challenges any comfortable presumption of ‘informedlgagement. The
belief that participation may be equated to ethiotdgrity as claimed by
some commentators (Cuckle 1995; Whynes 2002) #eisis exaggerated.

As informed consent protocols have gained precedgmimarily
through the courts, a significant barrier to flitfiy the ethical intentions
of informed consent in an institutional settinghie strong defensive legal
bias which has influenced the organisational imgetation of consent
protocols. The ethical standard of informed andensitiod consent cannot
be presumed to be inherent within the minimal leg#éria for informed
consent in the area of prenatal screening. The l#ga which permeates
practice often engulfs the more subtle moral oricathnegotiations
required from the patient — physician exchange (W&488). Indeed some
commentators openly describe existing informed eohgrotocols as
merely “empty bureaucratic rituals” (ibid), the madurpose of which is to
provide a defensive legal document or form of iasge against
malpractice suits, while paying superficial conctrthe moral dimensions
of care (Gillott 2001; Kenen 1999; Press and Brawi®95). When the
motivation to procure consent is primarily drivey the legal goal of
averting litigation, or fulfilling organisationalgticy requirements, rather
than proactively equipping the patient with the essary understandings
to make decisions that are medically and moralljiecent for that
individual, the clash of motivation between thoseléng consent and
those giving it can create a conflict of interdsittmay further widen the
existing ethical divide.

There are a number of practical problems in actimgi informed
consent in the clinical context of antenatal c&etrenched institutional
pathways such as the routine nature of screeniny mlscure
voluntariness; overt and covert counselling maystbletly coercive while
the predefining of certain outcomes as unacceptablelimit possibilities
and narrow the boundaries of tolerance. Additigntiie lack of genuine
access to alternative pathways delimits which adwiare permissible;
limited time for consultations often prevents tleenfation of effective
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communication partnerships and poor access to atkeeqducation and
knowledge building converge to create a situationwihich women’s
individual agency may be profoundly constrained.

Within the wider context of health care, low levefanformed consent
are commonly observed across many fields of medidalvention and
compelling evidence of failure to achieve ‘informednsent’ persists
across an extensive variety of medical intervesti@nd disciplines.
Disturbingly low figures in meeting the ethical tgments of informed
consent have been reported at 0.5 % success famplea’ decisions,
defined as having extensive effect on the patieith wncertain and
multiple outcomes, and reaching a mere 26% sudoessmple decisions
where the effect is minimal and the outcomes aearchnd singular
(Braddock et al. 1999, p.p.2315-7). Using Braddask al's (ibid)
descriptors, the decision to undergo prenatal sgngenay be regarded as
complex, as the potential outcomes are numerousuaodrtain, and the
consequences may indeed be personally signifiédthiough the accepted
protocols may meet the minimum legal or administeatrequirements,
evidence suggests that they commonly struggle tfil fheir ethical
purpose of preserving patient autonomy and empowgetlie patient with
the right to intentionally embrace or reject thdeimention on offer
(Braddock 2002; Braddock et al. 1999; Wear 1998trBib et al. 2000).
The potential consequences of ill informed comméerwith prenatal
screening for women include short and long termietpxor depression;
alienation and feelings of coercion (Goel, Glaz&usmmers, & Holzapfel,
1998; Kowalcek et al., 2002; Watson et al., 200Bhe failure to
implement robust informed consent protocols thatugeely uphold and
promote individual capacity for morally coherentcidéon making
therefore has real potential to harm.

These observations invite further consideration tled underlying
presumptions, conventions and ethical intention$heilent within
‘informed consent’. Critically, they also raise gtiens about the role that
‘informed consent’ may play in preserving individautonomy via the
right to decide about treatment options, of pratectndividuals from
coercion and manipulation. The historical rootsreduiring a patient to
give ‘informed consent’ to participate in medicasearch were first
outlined with respect to medical research in theesberg Code (Manson
and O'Neill 2007; Beauchamp and Childress 20017)pahd later in the
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Declaration of Helsinki These Codes significantly position informed
consent as a process of ensuring patient autonodyfreedom ‘from’
control, rather than their freedom ‘to’ pursue ipdedent and intentional
goals. It is the protective ‘freedom from’ stanbattappreciably defines
respect for autonomy in the medical ethics litenatalthough as outlined
above, this appears not to be commonly achievetiniical practice either
generally or with respect to prenatal screeningqoals.

Despite the mounting evidence that ‘informed cotisprotocols in
their current form have enjoyed limited practicatsess to date (Manson
and O'Neill 2007; Wear 1998; Braddock 2002), ort thaoader
philosophical concerns exist about the defininguess of autonomy or
the merit of elevating individual agency and pesdoohoice as the
privileged means of shaping our collective morakedion, the ethical
ideals of informed consent and autonomy hold caralle merit within
broader Western social frameworks. Thus, ways tompte their
actualisation, by seeking fuller understandingstioé numerous and
complex overlapping and interwoven constraints atdbd within the
broader social, institutional and personal domdha have stifled their
realisation in practice need to be identified amcbrporated into a more
functional and responsive framework. It is proposethis work that the
problems observed in actualising informed consentat entirely with the
conceptual foundations per se, but more likely initithe thin,
reductionist, often cursory and inadequate supamd organisational
infrastructure directed at achieving ethically c@mt informed consent in
practice. The ethically adequate and socially isigle ‘process’ of
negotiating informed consent, as opposed to thénminlegally adequate
administrative ‘event’ of obtaining consent, hag thotential to equip
patients with the necessary understanding to méahkieat decisions in
accordance with their own moral frameworks. Thdsrimed consent and
respect for autonomy remain desirable and necessarequisites to
ethically robust medical intervention. The critigglestion remains how
we may support their actualisation in practice.

Flowing from the observations above, the questmysed in this work
were founded on the combined observations that:

2 See World Medical Association. Ethics Unit Declima of Helsinki. 2007.
http://www.wma.net/en/30publications/10policiesib8éx.html. Retrieved 20-08-
10. See also (Goodyear, Krleza-Jeric, and Lemm2@@3) for comment on the
most recent changes to the Declaration.
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e Prenatal screening, with its invitation to judge ieth
characteristics are desirable in our future chiidreaises deeply
complex and sensitive ethical issues which strikethe heart of
individual and collective understandings of humaeing and
becoming. Robust ethical standards must thereferagplied to this
increasingly routine, but potentially ethically ¢entious, pregnancy
intervention.

« While respecting patient autonomy through elicitimjormed
consent is valuable in preserving individual cafyaand diminishing
coercion or manipulation, current protocols as dbed in the
published literature appear to have significarfliled to support
patients in achieving a voluntary, understood actilv@ participation
in medical interventions both generally, and in #pecific case of
prenatal screening. The lack of informed consentesdonot
automatically suggest that the patients’ wishesehbeen violated
(Schneider 1996); rather, it flags that the presimihical safeguard,
in its current actualisation, may be less effecthan believed.

« Developing robust informed consent protocols topsup the
humane, ethically inclusive and transparent userefatal screening
technology may require us to rethink the currendividualistic,
legalistic and ethically reductionist approachescomsent. This will
require a reorientation of collective understandiraj autonomy as
unencumbered individual choice, towards acknowleglgiutonomy as
deeply relationally embedded and constrained, Bpaantextualised
and subjectively interpreted. It also requires eiptecognition of the
multiple underlying social, personal, institutionahd philosophical
constraints that impinge upon the practical reitigaof autonomy,
consent and choice. If these obstacles are to lamingfully addressed
and minimised, they must first be openly articudate

« If informed consent is based upon patient undedatgn any
commitment to strengthen informed consent protod@msands that
we address the question of ‘how’ to effectivelyoimh. Furthermore,
we must remain cognisant that ‘what’ informatiorcdaes worthy of
informing is significantly pre-filtered through \aus cultural,
historical and institutional interpretive lenses Becoming informed,
and gaining reflective understanding, is a procefdearning, the
insights offered through educational philosophy aondnitive theory
may provide a suitable platform to strengthen imfed consent. The
crucial ethical distinction between minimalist fagnof information
disclosure and the fuller moral requirement ofaetive understanding
of the personal implications of any proposed irdation may then be
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supported within the organisational infrastructurdsat women
encounter during pregnancy.

« The ethical transformation of practice must be agkedged as
occurring simultaneously at the individual andigional levels, as in
reality they are interdependent, each partiallynile§, constraining or
supporting the other.

This work sought to examine the deeply embeddedlsand ethical
elements that shape the burgeoning practice angokes presumptions
fuelling the rise of prenatal testing. While thepligations and inventions
of this technology have been described as a ‘newdlution, they are
arguably influenced by some very old, historicalgnificant and deeply
entrenched prejudices and practices. As colle¢tivs) understandings of
new technologies colonise our expectations of trgrols we imagine can
be imposed on the human condition, the criteriavlodit is an ‘acceptable’
life, and ultimately the choices we make of whahgtdutes a suitable
body for our children to be born with permeate pglgements. Against a
cultural backdrop in which the value of individualoice is privileged, in
which an unborn child has no recognised legal statnd in which
consumer demands drive individual and collectivpeetations of clinical
care, careful consideration of how and why suclistese developed,
offered and accepted demands further exploration.

As women and their unborn children are the soléprents of these
prenatal interventions, this research sought tomihate how the ethical
dimensions of existing prenatal screening practaed procedures were
received specifically by women locally. As womee’speriences may be
critically shaped by the presumptions, prejudicad attitudes of their
health care practitioners, the motivations, expees and beliefs of a
cohort of health care providers was also canvassdthe combined
consideration of a range of experiences collegtivitiminated many
social, cultural, historical and philosophical pregptions that inform
practice today.

As the underlying tenets of ‘informed consent’, whry and
understood participation, are broadly accepted eggesenting a high
standard of ethical care in medical practice, geelyi facilitating
informed decision making remains a critical concarrthe practice of
ethics across all forms of medical care.

3 In Australia.
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Within the realm of prenatal screening the constsathat shape and
mould how choice is constructed and whether infafmeonsent is
supported may be loosely categorised into four gogroups being:

Philosophical constraints arising from the often thin and narrow
interpretations of the ethical as realised throthé exercising of
personal autonomy, choice and informed consent. th&ur
compounding these issues, the atomistic connotatimplicit in the
dominant interpretations of the philosophical cgricef autonomy
entrenches an individualistic view of the self whigndermines the
deeply related and embedded nature of decisionsigakis outlined in
Chapter Two, the danger in adopting an intellect@hmitment to
externally imposed philosophical reason at the mpspe of
hermeneutically aware, collaborative negotiation ymgotentially
narrow the view of what is permissible as an ‘edhissue. Finally, by
representing moral decision making as a detachddsangular event
rather than an ongoing, evolving, embodied and elohdeé process
with far reaching relational consequences, thecathionsiderations
that precede clinical intervention may have becam@ermined.

Institutional constraints include the routine nature of testivigich
obscures voluntariness, hierarchical power dynamiagthin
institutional ~ settings both inter-professionally dan between
patient/carer, and overt and covert counsellingdi#h@hal institutional
constraints include poor educational opportunitiepractitioners and
patients, blurred accountability amongst variowscptioner groups for
informing, inequity of access to testing and thesrepresent time
constraints of production-driven models of instiotl care.

Social constraints emanate from the realisation thatcti@ces made
available to women are significantly delimited $gcietal and peer
expectations of responsible pregnant behavidufLippman 1991).

Trust in science to deliver a healthy child becoraameshed with
maternal and practitioner feelings of blame andoesibility if a

disabled child is undetected, as embracing teclgyoloay abrogate
blame. Poor understanding of disability, the preded of certain

physical/intellectual conditions as unacceptabtel madequate social
support for disabled persons further shape behavimihaviour that is
deeply influenced by the political, legal, histaliand cultural contexts
in which such practices evolve. These social psmmsr to how
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screening is developed, presented and interpretedain under
acknowledged in the dominant and de-contextuabsedunt of ethics.

Personalconstraints include the socially constructed ‘needbe re-
assured, the ‘self evident’ need to screen to redie increased levels
anxiety that flow from the discourse of risk thatreunds pregnancy,
poor understanding of the probabilistic and staasianguage of risk,
and a lack of familiarity with the medical procedsir processes and
terminologies that the mother may encounter.

These multiple and potentially choice constrainiognsiderations
overlap and interweave, mutually feeding each oihéhe complex web
of constructive and destructive interactions thdtimately direct
individual perception, behaviour and ‘choice’. Atminally, the critical
combinations that culminate in a woman experiencioigstrained agency
or diminished choice occur differently for diffetgmeople. Consequently
these constraining features cannot be rigidly acereid as linear or
hierarchal. Rather, they are subjective, interactbje and interplaying,
further invoking Gilligan et al's (2003) notions aimultaneously co-
occurring and contrapuntal threads that may craatamique pattern of
either resonance or dissonance. However, if aurigito understand and
support ethical decision making in antenatal cacally, we need firstly to
understand the various sources and potential coesegs of these
constraining factors, to articulate their role imetshaping the actual
practice encountered by pregnant women and theictitioners, and to
assess whether the constraints identified in oasrsesearch are echoed
locally. Each of these four areas will be considene more detail in
chapters 4-7.

Chapter Summary

Based on an initial literature review, it is sugegesthat the current
response of incorporating legally driven, admirigtely framed and
ethically reductionist informed consent protocoiiexisting routines has
failed to create an environment in which the imlial and communal
ethical concerns about the potentially socially islixe or eugenic
outcomes of prenatal screening technologies may meaningfully
considered. Numerous overseas studies have revdadg while up to
90% of women in developed nations are believechttetgo some form of
prenatal screening to assess the health if thddonumchild, significant
numbers do not understand the purpose or poteatitdomes of the
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testing received. The presumption that participatalone equates to
informed consent, which in turn assures ethicabipypis therefore flawed
as the espoused ethical standards required withim hiomedical
definitions of ‘informed consent’ of voluntarinesand reflective
understanding appear to be rarely achieved inipeact

When the ethical principle of autonomy, realisedotigh the
exercising of informed consent, is applied in aickl and bureaucratic
context that is unresponsive to, or perhaps unawérehe personal,
institutional and social constraints that exigheasons’ capacity to engage
fully in the moral decision making process may beeceroded. Indeed,
entrenched modes of treatment may leave little rdonexamine why
certain interventions have become favoured or recended at the
expense of other options, such as the option nstteen, an alternative
which may remain undisclosed (Pilnick 2004). Inaddgq educational
opportunities coupled with the lack of appropriateganisational
infrastructure to support the deeply related, sibmally dependent and
embedded process of decision making may therefwiermine individual
capacity to give considered and informed consentdditfonally
procedurally entrenched discriminatory attitudewaxs disability may
promote narrowly defined constructions of normalihat ultimately
undermine a patient’'s capacity for full moral caolesation and active
decision making in the context of prenatal scregnihhe subsequent
harms which potentially flow on to women includeoalable anxiety,
depression and possibly long term psychologicainra (Goel et al. 1998;
Kowalcek et al. 2002; Watson et al. 2003).

The predominant ethical considerations that emergbe discussion
of prenatal screening often centre upon whethertdtghnology is eugenic
in its gaze (Parens and Asch 2000; Asch and Wasse2005; Lippman
2003), whether treatment offers of termination etfecally contentious or
whether this is yet another discriminatory form sufcial gate keeping
aimed at selecting what ‘type’ of people are wortiiyirth (Shakespeare
1998, 2001; Reinders 2000; Hubbard 1988). Thesetigus certainly
frame the broader context of why we as a societye haursued the
development of such technologies. We are increbstttallenged by the
ethical reality of balancing the indisputable gotiust medical technology
may offer through the prevention of disease, with very real potential
harm that human life, or potential human life, mlag dehumanised,
devalued and disrespected in the process. As K2@83( p.3) notes
‘distinguishing well from bad thus intermixed iseaftextremely difficult’
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While embracing the ‘technological imperative’ magld great promise
for the relief of pain and suffering, for improvimgality of life, and for
enhancing choice and well being for many, thelehgke remains of how
to promote the humane and ethical use of such tdohies in ways that
do not further re-enforce discriminatory, stigmitiz or de-humanising
practices. As the capacity to prenatally diagnasgtioues to outstrip the
capacity to cure, a commitment to openly reflecbrughe inevitable
ethical dissonance created will shape the ethamaddcape we create and
the ethical legacy we leave.



CHAPTERTWO

AN ETHICAL ORIENTATION

‘Ethicists tend to leave the ‘facts’ of clinical dieine to the doctors; their
task is then to apply elegant and compelling argusndrawn from first

principles of ethics to these undisputed and indepe facts.

Unfortunately when the relationship between clihiveedicine and ethics
is conceived in this way, the result is a veryiatiscourse'(Hoffmaster

1991. p.213).

Prior to exploring the emergent ethical issuesqmesd by the routine
institutional practice of prenatal screening, onsidering the role of ethics
in shaping a response to the perceived moral cigake within, a clear
account of ‘ethics’ as it is understood for thegmses of this work must
first be articulated.

According to Beauchamp and Childress (2001, p.f)ice is best
understood as &eneric term forvarious waysof understanding and
examining moral life’ Within these ‘various ways’' there are many
conflicting and competing accounts of ‘ethics’ lthem different starting
presumptions, offering differing explanations of attethics is, how it
ought to be practised and what its purpose anengiat is. Clearly, the
starting presumptions, expectations and understgadwe have of
‘ethics’ critically influence how we attempt to ‘dethics, yet as Isaacs
(Isaacs 2003) notes, the most fundamental quesfidmw ought one to
understand ethics?’ is largely unarticulated antpsi taken for granted as
a generally shared and unproblematic view. Howewsr,flagged by
Beauchamp and Childress (2001, p.1) above, etlsicaot so simply
categorised asne way of thinking, but rather incorporates multiple
perspectives and foundational assumptions.

Within the multiple definitions and prescriptionswhat ethics is, the
understanding that arguably dominates the medimbéoethics literature
is that of a ‘theory centred’, knowledge based rales and generalisable
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application of moral principles. Such principles theories may be held as
points of reflection and guidance when considefiages’ that present an
ethical dilemma or quandary (Beauchamp and Chidg801), and may
be applied to reveal a consistent, considered atidnal response to the
ethical question ‘what ought | do?’While this notion of ethics appears to
have permeated collective understandiragsl expectations in the field of
medical ethics and bioethics, deep problems emevgen ethics is
practised as an epistemological quest for morawketge and abstract
truth. Most notably perhaps, is the attendant néedreduce the
multifaceted and complex realities of ethical eregagnt to the sterile
prescriptions of what Caplan (1982, p.8) descrésemoral engineering’
an approach which seeks to overlay moral theonespainciples onto the
(unproblematic?) ‘facts’ to reveal a dependable gaderalisable moral
truth.

A further criticism of practising ethics as a forof detached
intellectual and scholarly inquiry, is that thispapach segregates ethics as
yet another expert specialty, beyond the graspliofcians and patients
who may lack the prerequisite analytical skillsphilosophical language
deemed necessary to contribute to such specialisedssions (Pellegrino
2003; Komesaroff 1995). In an era of increasingsgpuee to embrace
collaborative decision making between practitioaed patient and to
implement more ‘patient-centred’ practices (Stewatt al. 2003),
perpetuating the separation of ‘ethics’ as ano#ixgert outsider discourse
is ultimately unsustainable, as it potentiallytaicces and excludes
practitioners and patients from full participation ethical decision
making. This familiar approach to ethics, whilerfly entrenched, remains
disconnected from thenficro — ethical’ concerns (Komesaroff 1995) of
the everyday clinic, and hence continues to attratitism.

1 In western medicine and bioethics, the most contynaferred to principles of
medical ethics are those proposed by BeauchamiChitdress (2001); autonomy,
beneficence, non- maleficence and justice. It gshbel noted that Beauchamp and
Childress do not regard the four principles as oefte‘theory’, or prescriptive
requirement, but rather a framework to initiateaoter contextualised discussion
While this ‘Georgetown mantra’, as it is often meéel to, has been heavily
critiqued in North America and Canada, it still peates the majority of
professional codes of practice and conduct, andirties the medical ethics
discourse in Australia.

2 |t should be noted that the ‘I' of medical ethiiterature predominantly refers to
the practitioner ‘I', rarely the patient ‘I'(Dodd)00).

% And notably numerous health care professional €od&thics.
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An ontologically grounded approach to ethics of ¢veryday defines
the ethical as situated within a foundational fraumek of understanding
that reflects the fundamentally social and relatlpnsubjective and
engaged nature of human encounters. While the foapgroach seeks to
articulate those rational theories and principleat tmight anchor the
ethical form of life as one of rational deliberatiand decision making, the
latter phenomenological account with its emphasisacknowledging the
hermeneutics of making meaning, seeks to intertiorembrace the
deeply embedded and subjective nature of being ghapes individual
moral decision making. Once we embrace the pédaticantology of the
self as related, dialogical, interpretative, andbedded in multiple
contexts of history, culture, language, relatiopshibiology, time and
spiritual horizons it becomes apparent that, whilere may be shared
moral frameworks, each individual has a unique gadicular moral
experience. The unique culmination of these lay@rsembeddedness
shape individual moral frameworks for patient amdctitioner alike and
subsequently defines the plurality of ‘goods’ wéraf. It is the fusion of
these multiple goods that determines how we ingtrghe ethical
significance and meaning of life events. While strandividual moral
frameworks are formed, these inextricably overlath whe shared social
and moral space. It is therefore through accesgiage multiple layers
that fuller ethical understandings may be built arahsformative ethical
response may be forged at both the individual aetetal levels.

If, as Arthur Caplan remarksth'e resolution of moral issues demands
more than the ability to marry moral theory wittetfacts’(Caplan 1982,
p.2), we must challenge ourselves to define andatise the ‘more’
Caplan refers to. An approach to ethics such asptmposed by Isaacs
and Massey (1994) recognises that interdependemteéerconnectedness,
as well as detached academic analysis, is botlstdréng point and the
goal of any ethical conversation. Aghé individual is whole only in a
world of others'(Cassell 1991, p.26), an ethical framework th&bisrded
on this most basic human understanding may pravid®re resonant and
accessible framework from which to respond to thmred ethical
consequences of individual and communal choicel ascahose inherent
with the practice of prenatal screening.

Isaacs and Massey (1994), propose that engagechletimcounters
have four dimensions; the appreciative, the appaishe hermeneutical
(interpretive) and the transformative. While traaial philosophical
approaches seek theoretical solutions, Isaacs aasbaéy (ibid) propose
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that applied ethical questions are invariably dociat solely intellectual,

and therefore invite practical, not solely theaatiresponses. Through
embracing the four dimensions above the ethicalstipre considered

becomes ‘how can we respond?’, rather than thechetaindividualistic

‘what ought | do?’ that emerges from the analyticaldel.

As perceptions and judgements are not value freeyrdther reflect
prior contextualised understandings and experienit®s hermeneutical
dimension invites us to develop understanding efrttultiple interpretive
lenses that each stakeholder brings. The appnezidimension seeks to
promote appreciation of each stakeholder by agtivelcognising the
others’ humanity, dignity and unique presence.dsaand Massey (ibid)
further note that it does not automatically folldat we agree with, or
endorse, every perspective. Rather the aim of amyaim encounter is to
appreciate and understand the multiple historiest tshape it. The
appraisive dimension recognises that ethical engage ultimately
involves judgement or evaluation. Finally, the sfanmmative dimension
calls upon us to take action to prevent the unathémd respond with
strategies for reform from an informed position abpreciation and
understanding. Thus applied ethics research isstmtwn‘continuing
enhancing of the other and the self within the aocondition as it is
actualised within specific situations, roles, piliaes, institutions and
cultures’ (ibid, p.2). The applied ethics framework propobgdsaacs and
Massey (1994) thus provides a theoretically coheiamd practically
functional structure from which to explore, deserilinderstand, explain
and potentially transform the ethical dimensionslifical practice, in this
case the particular practice of prenatal screening.

In applied ethics research such as this, if we htmpainderstand
individual moral concerns and respond in a meaningfay, the
importance of entering into dialogue with anothemavay of appreciating
their unique perspective becomes paramount. Heheee is a critical
link between the embedded, embodied, related aathgital view of
ontology offered by the phenomenologists and theoimance of narrative
as means of opening the moral space of shared siadding that
underpins ethical care. As narrative invites usriter and appreciate each
other’'s understandings, conversation and dialogoeiges an appropriate
entry portal into the world of another’s experiearel knowledge. Charles
Taylor (1989, p.38) further explainghé nature of our language and the
fundamental dependence of our thought on languageeminterlocution
in one or other of these forms inescapable for Wi$le philosophical
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orientation adopted is supported by the use of matiee research
methodology as the most appropriate mode of etiicgaliry. As the aims
of this research were not only to observe and descibut rather to
understand with a view to transform, the Isaacs Mubsey (1994)
engaged approach to ethics, coupled with a naeratiethod of inquiry is
the most appropriate vehicle to critically expléhe complex, subjective
and inter-subjective factors which shape the etlitaensions of prenatal
screening.

Narrative and Ethics

‘Narratives in moral thinking come before, duringnd after moral

generalities (whether of theory, principle, or basioral concept). They
permit and invite full exploration of what often eses neglected or
devalued on the engineering model: specific historbf individual

commitment, of relationship and responsibility, inétitutional practices
and evolving moral tradition......Emphasis on naweattonstruction pulls
in the opposite direction--from premature or cosa@treamlining of cases
toward enrichment of context and detail’ (Walke393, p.35).

The Moral Significance of Narrative

A significant feature of applied ethics researchthat it recognises
individual participants as having unique personabrah values and
experiences, all of which are embedded in theitiqdar historical,
cultural, political, economic and social contexiensequently, there is not
one rational way to be, but rather a wide plurality wéys, hence the
‘goods’ we seek are not singular but rather platali From a research
perspective, if we hope to hermeneutically and egiptively engage in
another’s story, we may only access this uniquespsstival stance
through listening to their voice. Thus if ethicdumidamentally embedded
in relationships, and if we are as Taylor (1989 &nuner (1991) claim
essentially narratively constructed and dialoglmihgs, then voidemust
lie at the heart of ethics (and ethical) reseamtabse language underpins
our ontological understandings as moral beingssiesedunderstandings
are sought, the language and discourse that shageasing in this context
becomes a central focus of ethical enquiry. Theegfalialogue and
narrative analysis form the central strategieshif &pproach which seeks

4 Among the various voices, the ‘voice of reason’jlist one of the many
contributing voices to be heard, rather than thaidating voice.
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to uncover tacit meanings and understandings withén broader social
and particular individual contexts.

Isaacs (2007) explores the link between languagetegt and moral
engagement saying,

‘Language makes possible our being and becomingglwzge mediates
the good life. But language is itself mediated tigio others. And such
encounters are only possible because we are,ra Btaonversations with
these others. We are, accordingly, dialogical keiagd our being and
becoming is significantly that of a dialogical bgiand becoming’ (Isaacs,
2007, p.7).

In considering how human beings construct meanirgmf the
experiences that weave the fabric of their everyidas, Bruner makes
the point, e organise our experience and our memory of human
happenings mainly in the form of narrative — steri@xcuses, myths,
reasons for doing and not doing, and so (Bfuner 1991, p.4)Andrews
further reiterates this point claiming that,we are constructed by stories,
or are storytellers by nature, or perhaps both,nthearrative must surely
be a prime concern of social researcAndrews 2000, p. 1).

Thus narrative invites us to enter into the beind hecoming of the
other in the totality of their embodied and embebdzalities. It opens the
possibility of sharing, understanding and apprémiabf the complex and
unique lived reality and plural moral frameworksttlare unique to each
human self. It further enables the expression xgfegences of loss,
suffering, or oppression to be voiced, especiallytiose who may feel
disempowered or silenced. Finally, narrative opgmsiew meanings, hew
possibilities and new sensibilities for collectiaad individual moral
insight and growth. Therefore, narrative methodseskarch complement
the ethical orientation of this work, opening dirfiy way to explore the
richness, particularity and uniqueness of individesperiences. In other
words, dialogue opens a moral space to particuldolagy, and as this
research is concerned with exploring particularegigmces as shaped by
broader social contexts, a narrative method of imggpractically and
theoretically supports the ethical orientationto$tresearch.

Importantly though, narrative is widely recognisasl significant in
enhancing ethical understandings (Urban - Walk&319998; Tomlinson
1997; Brody 2002; McMillan and Gillett 2002). Asasing experiences
through dialogue may improve our common understaygland open us
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to the rich complexities of each others lives, ethical judgements may
be better informed. Tomlinson (1997) further ndtest narrative awakens
our moral sensibilities, so that we can better appte any perceived
‘wrongfulness’ of the story being told. Thus naiwatand dialogue are
pivotal in shaping the ethical agenda (Taylor 1988ddershoven and
Smit 1996).

Narrative Methodology
(From Latin nar@are, narrat - from grirus, knowing)

‘(We cannot underestimate) the importance of havgsearch strategies
that can work with the narratives people use toewstdnd the human
world. Although this perspective presents a probliem the research
models to which we have grown accustomed and iclwhie take pride, it
opens up a realm for understanding human beingsvilial believe, make
our research considerably more successful’ (Polidnge, 1988, p.xi).

This work sought to explore a range of critical iedah questions
emerging from individual stakeholder's experiencesth prenatal
screening. In terms of the applied ethics framewmdposed earlier by
Isaacs and Massey (1994), this research may beaseattending to the
hermeneutic, appraisive and transformative dimemssiof the ethical
encounter. It is not therefore specifically coneglrwith finding ‘the’
definitive answer to specific research questiongsoDarbyshire suggests
to ‘lay out causal explanations in theoretical ternfBarbyshire, 1994,
p.860). Rather, the aim of this project is to erobraa hermeneutic
approach which fosters deeper understanding ofitkd experiences of
individual participants as a conduit to uncovetthg ethically problematic
aspects of the prenatal screening protocols andtipea. In turn, new
insights and possibilities from which to transforand strengthen the
ethically challenging aspects of prenatal care nhey gleaned and
potentially relevant sites of future inquiry mayidentified.

In understanding the hermeneutically layered natdrbuman being
and becoming, the phenomenological account of ogylembraced
throughout this work further acknowledges the camgportance of
language and narrative in the construction of tel as essentially a
dialogical self (Taylor, 1988, 1989). Language aadrative significantly
mediate the plurality of goods we affirm individlyalbut importantly,
they also mediate and define the communal ethinabenter. Inviting
participation in a shared moral space, narrativeomenodates the
pluralities of understandings of what is ethicagjgod’ and thus promotes
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the emergence of collectively negotiated, respeetfid inclusive ethical
conversations. As it is through such shared utaiedings that a more
appropriate and inclusive moral response may bgtgouhen navigating
the ethical tensions inherent within the burgeongmgctice of prenatal
screening, a narrative research methodology is fitbsg to this research
as it provides an ontologically coherent and ethicaclusive means of
hearing, appreciating and responding to the indaidtories offered.

Why Narrative?

‘Our ultimate goal as social scientists is to leabout the substance, make
theoretical claims through methods and learn alttoeitgeneral from the
particular. Individual action and biography mustthe starting point of
analysis, not the end’ (Riessman, 1993, p.70).

Human beings are inherently storytellers, weract with, and
construct meaning from, the narratives we createirat our lives every
day (Bruner, 1991; Lindemann-Nelson, 2001; Macktyt984; Mishler,
1986; Taylor, 1989). We craft our own narratives! appear in others’
narratives, co-authoring the larger collective wdt narratives of which
we are all a part (Bruner, 1991; Lindemann-Nels?@01; Macintyre,
1984). It is through narrative, therefore, that weveal our moral
evaluations, create meaning in our lives and caostur own and others
identities (Andrews, 2000; Bruner, 1986; Lindemawson, 2001;
Taylor, 1989). Taylor (1989, p.47) further remarksat the ‘basic
condition of making sense of ourselves is that wasp our lives in
narrative’, concluding that narrative represents imescapable structural
requirement of human agencyibid, p.52). The central importance of
narrative and language in constructing and medjatis human condition
is echoed by Mishler (1986) and further reinforégdBruner (1991, p.5)
who claims that narrative not only represents tgaliut constitutes it as
well. Indeed for Brunera life as lived is inseparable from a life asdol
... hot “how it was”... but how it is interpreted aneimterpreted, told and
retold’ (1987, p.31) Thus individual experience, our narrative accowfits
such experience and the ethical significance ofatiae in framing our
being and becoming are inextricably linked. Indemakrative lies at the
core of the ethical.

Educationalist John Dewey (1938, cited by Clandiaimd Connelly
2000, p.2), suggests that understanding is groumalegkperience and
prior learning, making the further observation tkath experience and
prior knowledge always have both a personal anacalsdimension. The



