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Ethical issues in
maternal–fetal medicine

This book brings together an unusually broad range of experts from reproduc-
tive medicine, medical ethics and law to address the important ethical prob-
lems in maternal–fetal medicine which impact directly on clinical practice. The
book is divided into parts by the stages of pregnancy, within which the authors
cover four main areas:

∑ the balance of power in the doctor–patient relationship and the justiWable
limits of paternalism and autonomy;

∑ the impact of new technologies and new diseases;

∑ disability and enhancement (the ‘designer baby’); and

∑ diVerence – to what extent the clinician should respect the tenets of other
faiths in a multicultural society, even when the doctor believes requested
interventions or non-interventions to be morally wrong. The aim through-
out is to unite analytic philosophy and actual practice.
This is an important text not only for clinicians involved in human repro-

duction but also for philosophers and lawyers.

Donna Dickenson is the John Ferguson Professor of Global Ethics at the
University of Birmingham. She is co-author of The Cambridge Workbook in
Medical Ethics, and author of Property, Women and Politics.
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1

Introduction: recent debates in maternal–fetal
medicine – what are the ethical questions?

Donna L. Dickenson
Centre for the Study of Global Ethics, University of Birmingham, UK

This book is arranged by the stages of pregnancy – in part because it is
intended for a clinical audience, in part because the stages of pregnancy oVer
a narrative framework for understanding the recent debates in maternal–fetal
medicine. This introduction, however, oVers a diVerent kind of descriptive
framework – a conceptual one. In the second chapter, Carson Strong comple-
ments this introduction by suggesting a normative framework for use in
debating issues in reproductive ethics generally, and maternal–fetal ethics in
particular. (Reproductive ethics would also include other more ‘high-tech’
areas such as reproductive cloning, which are mostly omitted from this book
because at present they are not immediately relevant to clinical practice, no
matter how many column-inches of newsprint they occupy.)

Judging by the interests of the authors collected here, who come from a
wide international and professional range of backgrounds, recent ethical
debates in maternal–fetal medicine can be grouped into four principal areas:
(1) Power in the obstetrician–patient relationship, and the justiWable limits of

paternalism and autonomy. Another less familiar way of phrasing this
tension, as Jean McHale puts it in her chapter (6), is in terms of two
dominant but conXicting rhetorics – ‘choice’ versus ‘responsible parent-
ing’.

(2) The impact of new technologies and new diseases. Here IVF (in vitro
fertilization) and associated fertility technologies are twinned with HIV
and AIDS because in both cases developments from outside ethical
theory are driving ethical debate.

(3) Disability and enhancement. Although the concept of disability may
appear purely clinical, a growing body of work views it as socially
conditioned and value-laden. If there is no such thing as disability per se,
in the extreme version of this view, then we must question the basis for
interventions aimed at reducing disability in populations or preventing
the birth of a ‘handicapped’ child to a particular couple. Similarly, at the
other end of the scale, if ‘normality’ is not a clinical but a normative
concept, what do we do about the desire to have children who are in
some way ‘better’ than ‘normal’? The possibility of genetic therapeutic
manipulation accentuates problems about ‘enhancement’ – what is often
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termed, perhaps with little justiWcation, the ‘designer baby’ syndrome.
(4) DiVerence. Primarily an issue about culture, but also one about gender.

To what extent must the clinician respect the tenets of other faiths in a
multicultural society, even when patients or their families request inter-
ventions which the doctor believes to be morally wrong? The importance
of gender enters in here not only when such interventions disadvantage
women, but also because feminist theory, particularly in its psycho-
analytical and postmodern versions, oVers a way of understanding and
foregrounding diVerence.

These issues are listed in ‘descending order of popularity’, so to speak. As we
might expect, the largest number of contributions fall into the Wrst category,
the rather traditional but still problematic opposition of paternalism and
autonomy in the obstetrical relationship. Into this grouping I have put the
articles by Françoise Baylis and Susan Sherwin (18), Susan Bewley (8),
Cynthia Daniels (7), Gillian Lockwood (10), Eileen McDonagh (14), Jean
McHale (6) and Wendy Savage (17). Feminism informs both this Wrst
category and the fourth, although many fewer contributors have concen-
trated on diVerence – see Sirkku Hellsten (3) and Françoise ShenWeld (9).
Into the second category, the impact of new technologies and new diseases,
fall the chapters by Donna Dickenson (15), Elina Hemminki (12), Mary
Mahowald (16), Rosemarie Tong (5), Heather Widdows (11) and Paquita de
Zulueta (4). The third set of issues, concerning disability and enhancement, is
the focus of the chapters by Priscilla Alderson (13), Rebecca Bennett and John
Harris (20), Neil McIntosh (21) and Christine Overall (19).

Power in the obstetrician–patient relationship

Referring to ‘power in the obstetrician–patient relationship’ will oVend some
physicians and strike others as inaccurate. In an age of audit and patient
consumerism, they may argue, it is misleading to assume that it is doctors
who have power over patients; the power dynamic is the other way around. In
this section both sorts of power imbalance are explored; for example, Gillian
Lockwood, a philosophically trained director of an English fertility services
unit, discusses this issue from the point of view of the clinician who some-
times feels powerless to resist the patient’s demands. Her chapter (10)
concerns a would-be IVF patient with end-stage renal failure, who has had a
kidney transplant, and who has a 10 per cent risk of dying within one to seven
years of giving birth. The patient’s initial kidney failure was due to severe
recurrent pre-eclampsia in two earlier pregnancies, which both resulted in
neonatal death after delivery at 26 weeks. Given that section 13 (5) of the
Human Fertilisation and Embryology Act 1990 requires the clinician to
consider the welfare of any child who may be born as a result of fertility
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treatment, should the clinician resist the woman’s request in the name of the
future child? In the best interests of the patient herself? It has been argued that
this is the Wrst time UK statute law has required doctors to make a value
judgement about women’s capacity to parent (Rennie, 1999); the test for
abortion provision is less stringent and more medical. Does the existence of
this legislation put the careful clinician at a power advantage or a disadvan-
tage in dealing with doubtful requests by patients?

Nevertheless, the power of the doctor – the medical mystique is itself a
force either to heal or to impede healing (Brody, 1992) – is still too widely
ignored in conventional bioethics, which, very broadly speaking, generally
conceives of the patient as autonomous and independent. To put it another
way, conventional bioethics frequently lacks a political dimension (Dick-
enson, 2000). Although the principlist approach (Gillon, 1985; Beauchamp
and Childress, 1989) includes justice as the fourth principle of medical ethics,
the bioethical literature is far fuller on the Wrst principle – that of autonomy.
It has taken a feminist analysis to bring power relationships to the fore, and it
is particularly appropriate therefore that power in the obstetrician–patient
relationship should be the Wrst category in this book, one of the aims of which
is to bring together clinicians and feminist theorists.

The clinician who herself most embodies this synthesis is perhaps the
English consultant obstetrician Dr Wendy Savage, who was the subject of a
lengthy professional investigation in the mid-80s designed, many felt, to
discredit her because she was dedicated to giving obstetric patients more
power to choose. The investigation failed when it transpired that Dr Savage’s
record of safe and successful deliveries was actually better than that of her
male colleagues, despite her opposition to medical paternalism. It is therefore
very Wtting that Wendy Savage should have contributed a chapter
(‘Caesarean section: who chooses – the woman or her doctor?’) to this book.

Savage sets out the medical sequelae of Caesarean section in terms which
make it clear that judicial interventions to enforce Caesareans on unwilling
women put the patient at far greater risk. Emphasizing that the patient is the
woman and not the fetus, Savage then details the history of enforced
Caesarean judgments between 1992 and 1998. The initial judgment, Re S
(1992), was based on an erroneous reading by the judge of the US Carder case
(In Re AC, 1990) in which a terminally ill woman was forced to undergo a
Caesarean section in an unsuccessful attempt to save the life of a fetus at the
borderline of viability. The Carder case was overturned on appeal, but the
High Court judgment missed that point. From then until 1998, English law,
although based on this basic misunderstanding, moved closer and closer to
overturning the traditional common law doctrine that the fetus is not a legal
person (Scott, 2000). In the process, the Mental Health Act 1983 was also
used to enforce Caesarean sections, although section 63 of that statute makes
it clear that it must only be used to sanction forcible treatment for a mental
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disorder, never a physical one. The courts pulled back from the brink in 1998
with the St George’s Hospital judgment (St. George’s Healthcare NHS Trust v S
[1998]), which reiterated that a competent woman has the right to refuse a
Caesarean section, as she would any other procedure.

Savage also brieXy considers the opposite situation, in which the woman
requests a Caesarean section which the doctor opposes on the grounds that it
is not clinically indicated and will increase the patient’s level of risk. She
argues that even a feminist clinician need not accede to any such request: ‘So,
whilst I as a doctor can support ‘‘a woman’s right to choose’’ an abortion, and
as a feminist I also support it, I do not think that CS on demand is every
woman’s right.’ Here, as in Lockwood’s case, the other aspect of power in the
doctor–patient relationship comes to the fore – the case in which the clinician
feels at a power disadvantage in resisting requests that are not in the patient’s
best medical interest.

The equivalent legal and political history for the US is set out by Cynthia
Daniels (Chapter 7), but in terms which go beyond enforced Caesareans to
include other forms of regulation of pregnant women – particularly those
who abuse drugs. Women, Daniels argues, are seen as solely to blame for
subsequent harm to fetuses, disregarding the documented connection be-
tween paternal exposures to toxins and fetal health. Male reproduction is
construed in terms of virility, female in terms of vulnerability – with the
exception of women of colour, who loom large in the American public debate
about ‘abusive’ crack mothers. Yet sperm are also depicted as ‘the littlest
ones’ at risk from environmental toxins. (We have seen much the same
phenomenon in the UK, with publicity concerning the high levels of synthetic
oestrogens in water and other sources, which are alleged to reduce male
fertility.) Men are not to blame for the toxins to which they are exposed,
however: ‘Even in newspaper stories that address the connection between
paternal exposures and fetal health, certain patterns of reporting emerge that
function to reduce male culpability for fetal harm.’ In terms of the doctor–
patient relationship, then, Daniels’s chapter should sensitize clinicians to the
ease with which judgements can be made about female culpability for fetal
harm – a cautionary note.

This same dilemma is tackled from a more explicitly clinical point of view
by Susan Bewley (Chapter 8). Bewley, who is lead clinician in maternal–fetal
medicine at St Thomas’s Hospital, London, faces similar dilemmas to those
which concern Savage – how far should a feminist obstetrician go in impos-
ing treatment on women in the name of their own best interest, and/or that of
the fetus? Bewley is willing to recognize the interests of the fetus to a greater,
more pragmatic extent – or more correctly, to recognize the uniqueness of
the maternal–fetal relationship, without necessarily assuming, in a naturalis-
tic manner, that this uniqueness carries moral weight. Bewley maintains that
the regulation of womenwho have chosen to maintain their pregnancy is also
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a diVerent question from the abortion debate. The concepts which have
evolved in the abortion literature are not really relevant to the clinician’s
dilemma in dealing with a drug-using pregnant patient.

In attempting to develop a conceptual framework which Wts this particular
clinical situation, Bewley draws on Frankfurt’s distinction between Wrst- and
second-order desires (Frankfurt, 1971). It is a logical error to assume that a
pregnant woman who continues to take drugs has a guilty intent to harm her
fetus. ‘Her Wrst-order desire to take drugs overwhelms another Wrst-order
desire to do the best for her fetus, and possibly a second-order desire to be a
drug-free woman. This is a double tragedy, as she harms her fetus, against her
will, and her will is not free and autonomous.’ Here Bewley and Daniels agree
– the moral panic over ‘crack mothers’ is politically motivated but clinically
unhelpful. Bewley’s article is a model for what this book tries to achieve – the
marriage of analytical and clinical arguments, put forward by a philosophi-
cally and legally aware clinician.

The British medical lawyer Jean McHale (Chapter 6) likewise considers the
manner in which ‘pregnancy over the last decade has become policed by
those who advocate responsible motherhood’. As more widespread genetic
information becomes available, she warns, ‘it is likely to render us increasing-
ly critical of those who make what we regard as being the ‘‘wrong’’ decision in
relation to reproduction’. Can having a child at all be a ‘wrong’ decision? –
particularly if it is known in advance that the child is likely to be so severely
handicapped as to have little or no ‘quality of life’. McHale is sceptical of this
argument, suggesting that codes of practice stressing parental duties not to
reproduce unless the oVspring meet certain criteria are really just rationing
tools. The argument that it is unfair for society to bear the ‘costs’ of the
couple’s penchant for reproduction, if their children are likely to be handi-
capped, meets with no friendlier reception from her. Pressing on beyond
these politically motivated arguments, McHale asks whether there could
conceivably be any remedy in law for enforcing a ‘right not to be born’.

‘Policing’ motherhood is also a concern of the American political scientist
Eileen McDonagh, who has contributed a groundbreaking chapter on
‘Models of motherhood in the abortion debate’. In a previous book, Breaking
the Abortion Deadlock: From Choice to Consent (1996), McDonagh sought to
unite opponents and proponents of abortion behind an argument justifying
abortion not in terms of the woman’s right to choose, but of her consent to
further continuation of the pregnancy. Conceding fetal personhood in ar-
guendo, as most pro-choice activists do not, McDonagh argued that even if
the fetus were a person, its claims would not necessarily ‘trump’ the mother’s
right to withhold consent to continuing the pregnancy and giving birth. (This
is perhaps a more coherent argument in the US than in the UK, in that the
Roe decision already turns on the woman’s right to privacy rather than on the
fetus’s lack of legal personality.) In her chapter for this volume, McDonagh
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again breaks down the barriers between feminist and antifeminist arguments:
‘The problem of abortion has been deWned by pro-life activists (as we would
expect), but also by pro-choice advocates (as we might not expect) on the
basis of a very traditional model of motherhood, one invoking cultural and
ethical depictions of women as maternal, self-sacriWcing nurturers’. That is,
by stressing the way in which unwanted pregnancy forces women into the
stereotype of sacriWcial victims, the model of motherhood used by pro-
abortion campaigners is actually deeply conservative, and possibly counter-
productive. In terms of the dynamic of autonomy and paternalism, it gives
away too much hard-won ground.

McDonagh’s chapter, like Daniels’s, takes this section of the book out of
the conWnes of the dyadic doctor–patient relationship and into the political
arena. By contrast, Françoise Baylis and Susan Sherwin (Chapter 18) extend
the political power dimension into a very familiar and ‘ordinary’ side of the
obstetrician–patient encounter – ‘non-compliance’. Baylis and Sherwin draw
our attention to the way in which this apparently value-free term is used to
reinforce the physician’s power and to label the patient as an object of
concern rather than a partner in the clinical relationship. ‘In principle,
professional advice is something that patients can choose to follow or not –
this is the essence of informed choice . . . In some instances, however, failure
to follow professional recommendations elicits pejorative judgements of
non-compliance, and while these judgements are provoked by a failure to
comply with speciWc advice, typically they are applied to the patient as a
whole’. By alerting the conscientious practitioner to the ubiquitous presence
of ethical issues, Baylis and Sherwin help to counteract the popular media
assumption that the only serious questions in reproductive ethics are those
about new technologies. That certain technology-related questions are also
increasingly relevant to everyday practice, however, is the theme of the
second section of the book.

The impact of new technologies and new diseases

The questions asked by McHale about limiting the rhetoric of responsible
parenting recur in a more technology-driven form in the chapter by the
American philosopher and feminist theorist Rosemarie Tong (Chapter 5).
Pre-implantation genetic diagnosis (PIGD) extends the boundaries of what
‘responsible’ parents could and should do for their children, it might be
argued. Likewise, the aims of medicine may conceivably be extended from
doing no harm to this particular mother and fetus to producing the best
babies possible. Perhaps this is a particular temptation in a largely privatized
health care delivery system such as the US. As Tong remarks, physicians are
unable to resist patient demands for genetic enhancement because there is no
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generally agreed set of aims of medicine with which to counter such demands
– ‘Medicine, it has been argued, is simply a set of techniques and tools that
can be used to attain whatever ends people have; and physicians and other
health care practitioners are simply technicians who exist to please their
customers or clients, and to take from them whatever they can aVord to pay’.
Unless doctors are content to play this passive role, it is essential that they
should think through the ethical issues surrounding new technologies and
the increased demands to which they give rise. Should there be limits to
genetic enhancement techniques? Should there even be limits to the obliga-
tion to seek to eliminate disease through the use of new technologies such as
PIGD?

Advocates of PIGD present it as enhancing parental choice; Tong asks
instead whether it might conceivably be a parental duty, either to future
generations in general or to their own oVspring. Although it seems plausible
that there might be a duty to eliminate genetically transmitted diseases, to
whom might we owe this duty? It is diYcult to see how parents may owe a
duty to children they will never have, which is the inevitable corollary of
PIGD in that it enables the elimination of ‘defective’ fetuses. (Tong is
sensitive to the value implications of ‘defective’, raising issues about disability
and ‘normality’ which also recur in the chapters discussed next under
‘Disability and enhancement’.) In her conclusion Tong Wnishes by arguing
that there is a limited right to seek to perfect one’s children genetically, and
conceivably also a limited duty, but that society should seek to discourage
parents from doing so.

The Americanmedical ethicist MaryMahowald (Chapter 16) raises similar
issues about the duties of mothers faced with another set of ‘choices’ created
by new reproductive technologies, particularly IVF. ‘Although medical ad-
vances have considerably reduced the mortality and morbidity risks of
childbearing for most women and their oVspring, that same technology has
introduced methods by which people who would not otherwise reproduce
can have biologically related children. These methods are mixed blessings
when the pregnancies they facilitate exacerbate the risks of gestation for
women and their fetuses. They are also mixed blessings when, while provid-
ing a means to desired motherhood for some, they occasion pressures on
others to undergo risks they would not otherwise encounter’. Higher-order
pregnancies, as a form of iatrogenic harm occasioned by misapplication of
fertility technologies, are the particular focus of Mahowald’s attention.

The usual terminology for discussing such cases is ‘fetal reduction’, but
Mahowald regards this concept as an oxymoron. No particular fetus is being
‘reduced’ – it is either being eliminated or preserved. Thus, Mahowald
argues, the term ‘fetal termination with pregnancy preservation’ is preferable.
This distinction is notmerely semantic Wnickiness – ‘fetal reduction’ obscures
the fact that some fetuses are being aborted, and yet even a ‘pro-lifer’ might
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agree that it is better to preserve some fetuses’ lives if the alternative is the loss
of all the fetuses. But which fetuses’ lives? Can selective termination ever be
justiWed, or is allowing ‘targeting’ of a particular fetus on grounds of sex, for
example, simply wrong whether that sex is male or female? In a series of
illuminating case examples, Mahowald teases out the ethical issues around
selective termination, concluding that it may sometimes be justiWed but that
practitioners need to be alert to possible abuses in justice which it may raise.

The still somewhat taboo question of what duties semen donors may have
to their children is explored by Heather Widdows (Chapter 11). Widdows
focuses on two main aspects of secrecy – donor anonymity and secrecy within
the family, particularly non-disclosure to the child. Traditional arguments
for secrecy are beginning to give way to counter-arguments for openness, but
will donors still be forthcoming if their identities can be traced? Evidence
from Sweden (the Wrst country to introduce non-anonymous donation)
indicates that after an initial dip in the number of donors, earlier levels of
donation are regained, but with a diVerent sort of donor, with more altruistic
motivations.

In her section on secrecy in the family, Widdows covers issues such as
accidental disclosure to the child, and the possible analogy between donor
insemination (DI) and adoption. She explores what the best interests of the
DI child are and discusses the importance of knowing one’s genetic heritage
in forming a stable identity. She also reXects on the eVects of lying within the
family, drawing on Kantian arguments. Finally, the validity of the arguments
both for and against anonymity are considered, and the implications of
changes in the practice of secrecy for donor insemination are outlined.

Elina Hemminki (Chapter 12), a Finnish epidemiologist and health tech-
nology assessment expert, approaches antenatal screening from an evidence-
based medicine viewpoint. Her contribution is particularly valuable because,
as an ‘outsider’ to medical ethics, she is able to pick up inconsistencies in how
the reproductive ethics literature treats diVerent interventions which actually
raise many of the same questions. Whereas Tong and Mahowald primarily
consider the individual woman or couple, Hemminki concentrates on popu-
lations, and on the ethical questions raised by mass screening. Is it right, for
example, to impose on those undergoing screening an unavoidable risk of
false positives and false negatives – which will never be altogether eliminated,
no matter how precise the screening process? What about the impact of a
positive test result on the wider family group – i.e. who also may be revealed
to be at risk? How far does the duty to be screened extend, if there is such a
duty?

‘Fetal screening,’ Hemminki writes, ‘is based on certain values and beliefs,
such as the importance of health, the feeling that a handicapped child is worse
than none at all (particularly if there is an option of having a chance to try
again) and the perception that handicaps cause suVering to the child itself, its
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parents and/or to society. Through the organization of screening pro-
grammes and concomitant research, medicine and health care have been
given the authority to deWne which diseases and characteristics qualify for
these beliefs’. Directing our attention to the wider societal impact of screen-
ing, outside the dyadic doctor–patient relationship, Hemminki argues that
medicine has been given something of a poisoned chalice. What appeared at
Wrst to be a straightforward part of the goals of medicine, the reduction of
disease in populations through genetic screening, is neither straightforward
nor necessarily part of the goals of medicine.

Similarly, the development of stem cell technologies may appear at Wrst to
be an unmitigated blessing in terms of disease reduction, but the manner in
which stem cell lines are being established gives profound cause for fears
about abuse and exploitation. Donna Dickenson (Chapter 15) likewise
moves beyond the conWnes of the doctor–patient relationship, into wider
issues of justice. Most commentators have concentrated on the moral status
of the embryo, and those who have concluded in favour of developing stem
cell banks or lines have done so on the basis that the embryo used is not
harmed because it will in any case be destroyed (e.g. NuYeld Council on
Bioethics, 2000). In contrast, Dickenson concentrates on the risks of exploita-
tion of pregnant women, and conversely on the arguments in favour of their
possessing a property right in stem cells derived from their embryos or
fetuses, in addition to the procedural right to give or withhold consent to the
further use of those tissues.

These rights can be viewed in a Lockean fashion, as derived from the
labour which women put into the processes of superovulation and egg
extraction (embryonic stem cells) or early pregnancy and abortion (embry-
onic germ cells). Alternatively, a marxist feminist interpretation would em-
phasize the added value which women put into the ‘raw material’ of gametes.
Uniting philosophical and jurisprudential argumentation, Dickenson argues
that it is legally fallacious and politically dangerous to assume that biotech-
nology companies should necessarily own the products derived from
women’s labour in reproduction.

It is not only new technologies which pose ethical dilemmas; ‘new’ diseases
do so as well. The British general medical practitioner and lecturer Paquita de
Zulueta (Chapter 4) sets out a wide range of ethical issues that are not always
fully recognized in the care of HIV-positive pregnant women. Many of these
issues centre around responsibility for bringing infected children into the
world, or orphaning children, particularly in the Third World context. But
equally, in many cultures the notion of individual responsibility would be
alien to the question, as would the notion of conXict between the interests of
the HIV-positive individual and the wider community (for example, in civil
liberties questions).

De Zuleuta concentrates particularly on the ethics of anonymized testing,
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which sets utilitarian arguments in favour of reducing the incidence in the
general population against the individual woman’s ‘right to know’ – and
perhaps to take prophylactic measures. She argues that arguments for ano-
nymized testing are dominated by the ‘old ethics’ of medical paternalism, but
that whereas paternalism is usually justiWed on the basis of the relationship of
trust between the doctor and patient, that Wduciary relationship actually rules
out anonymized testing. It is wrong, she argues, to use the newborn as a
means to test maternal antibodies. In her conclusion, De Zulueta claims that
(asymptomatic) pregnant women who undergo anonymized HIV testing are
not patients, but rather healthy people who volunteer for testing in order to
beneWt the fetus. How can we balance the respect due to the pregnant
woman’s autonomy – particularly when she is not sick – with concern for the
welfare of the woman and the fetus?

Disability and enhancement

Issues surrounding disability and enhancement are touched on by several of
the authors already summarized, but they come to the fore in the chapters by
Neil McIntosh, Priscilla Alderson, Christine Overall, and Rebecca Bennett
and John Harris.

Neil McIntosh (Chapter 21), a consultant paediatrician in Scotland, oVers
a practising clinician’s slant on disability, in the context of ethical issues in
withdrawing life-sustaining treatment. He writes, ‘Life-sustaining treatment
implies that treatment is being given in order to maintain or create the best
possible outcome for the child’s future life. This future might be abnormal
but it would be assumed to be compatible with the self-respect of the family
and later of the infant and child. Such management should be in the best
interests of the child concerned.’ Yet what appears an unexceptionable
position here is actually replete with diYcult ethical judgements. It seems
that McIntosh accepts a ‘disability rights’ perspective by acknowledging that
‘this future might be abnormal’. However, the very notion of ‘normality’ is
seen by some disabled people as itself a form of discrimination. At the end of
his chapter, McIntosh oVers a useful typology of uncertainty concerning the
probability of severe disability and its eVect on clinical decision-making, but
what about the utility question? Is even severe disability necessarily a harm or
loss?

This sceptical view emerges strongly among the people with disability
interviewed by the English sociologist and children’s rights advocate Priscilla
Alderson (Chapter 13). OVering a qualitative research slant by interviewing
adults who have conditions that are the object of antenatal testing, Alderson
reviews contrasting positions on the advantages and disadvantages of
prenatal counselling. The consensus among her interview subjects is that
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disability is not a biological construct, but a result of social restrictions.
There are disturbing implications of Alderson’s results for both clinical

practice and the abortion debate. Many of the conditions dealt with by
McIntosh are more immediately life-threatening than those in the adults
interviewed by Alderson; after all, these people have reached adulthood.
Where does the ethically aware clinician draw the line between hopeless
prolongation of an ‘abnormal’ life and sensitivity to the disability-rights
view?

In terms of the abortion debate, Alderson appears to favour a movement
away from antenatal testing for common disabilities and a return to uncondi-
tional acceptance of handicapped children as ‘a gift of God’. If, as Dickenson
argues, women’s labour in pregnancy and childbirth gives them the Lockean
right to control the circumstances in which they will perform that labour –
and indeed whether they will perform that labour at all – there is no basis for
imposing on pregnant women the duty to endure childbirth in the full
knowledge that a severely handicapped child is likely to be the outcome.
Alderson does, however, acknowledge the advantages of prenatal testing and
termination when there is no other means of avoiding intolerable suVering
on the part of the child and family. She was actually a member of the working
party of the Royal College of Paediatrics on withdrawal and withholding of
treatment from severely ill neonates and children, which handed down
guidelines that accept the ‘unbearable’ situation, one in which repeated
intervention is more than can be borne, as a legitimate reason for withhol-
ding treatment. (These guidelines are summarized in McIntosh’s chapter.)

As Alderson asks whether the ‘handicapped’ fetus may be wronged by
antenatal testing, the Canadian philosopher and feminist theorist Christine
Overall (Chapter 19) questions, more broadly, whether born children can be
harmed by the new reproductive technologies (NRTs). Three beneWts of
NRTs are often cited, Overall writes: existence itself; being born to parents
who have actively sought parenthood; and the avoidance of disability. Where
Alderson’s andOverall’s interests mesh is in this third ‘beneWt’, although they
come to opposite conclusions. Whilst Overall dismisses what she terms
eugenicist claims that NRTs can and should produce ‘better’, ‘enhanced’
babies, she does conclude in favour of their use to minimize the incidence of
disability.

Overall’s scepticism about the philosophical validity of the Wrst claim, that
existence itself is a beneWt, creates a productive tension with the work of
Rebecca Bennett and John Harris. It is logically incoherent to claim that a
being now in existence is ‘better oV’ being born, Overall writes, because if that
person had not been born, there would be no entity with which we can
compare it. ‘It’s not as if children exist in a limbo, waiting to be given the
opportunity to live via NRT’s. Never having existed would not make some
hypothetical child worse oV; there is no child to harm . . . So, even if coming

11Introduction



into existence is a type of beneWt, failing to come into existence is not a harm.’
Bennett and Harris (Chapter 20) concede that this is a logical absurdity,

but still maintain: ‘It does seem reasonable to argue that as long as an
individual does not have a life so blighted by suVering that it outweighs any
pleasure gained by living, that individual has not been wronged by being
brought to birth. It may well be that it does not make sense to talk of someone
being made better or worse oV by being brought into existence, but it does
appear to make sense to talk about lives that are worth living and those that
are so blighted by suVering that they may be considered ‘‘unworthwhile’’.’

Building on the example of deaf parents who prefer a deaf child, and would
in a sense regard a ‘normal’ child as handicapped in the Deaf community,
Bennett and Harris ask who is harmed if deaf parents elect to abort non-deaf
fetuses and to deliberately bring a deaf child into the world. Here Bennett and
Harris part company. Harris asserts that harm is done, on a utilitarian
calculus, because more ‘handicapped’ children have been born, although no
speciWc child has been harmed by being brought to existence, because it is
impossible to compare existence with non-existence. (This argument rests, of
course, on there being a lower utility in being born deaf, which is precisely
what advocates for the deaf or disability activists would not accept.) Bennett,
by contrast, does believe that a child who is deafened, or denied hearing by
being denied a cure, is harmed by being unable to hear. However, a child born
with congenital incurable deafness has not been harmed, and has not been
denied anything she or he could ever possibly have had.

What is interesting about the example of the deaf community is how it
turns ‘disability’ and ‘enhancement’ topsy-turvy. In the Journal of Medical
Ethics article (Harris, 2000) from which Chapter 20 is drawn, Harris asks
whether a deaf couple who choose to implant a deaf fetus over a hearing fetus
are to be pitied if, by mistake, the ‘normal’ fetus is implanted instead. (If both
states are really of equal value, which would be the expected position for a
disability rights activist to take, presumably the couple should not be pitied,
any more than a hearing couple would be if the woman gave birth to a deaf
baby.) These sorts of questions lead naturally into the Wnal topic analysed by
authors in this collection, the nature of diVerence.

Difference: gender and culture

For the past 20 years feminist theory has been preoccupied with the notion of
diVerence, dating perhaps from Carol Gilligan’s In a DiVerent Voice (1982,
1993 – 2nd edn.). Gilligan advanced the hypothesis that a diVerent ethical
‘voice’ needed to be heard, one less concerned with the autonomy of the
atomistic individual and more willing to recognize embeddedness in rela-
tionship. Although that voice was not only to be found in women, assess-
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ments of moral maturity in conventional psychological developmental test-
ing tended to reward the autonomy model, and to Wnd that model more
frequently in boys and men. French psychoanalytic feminist theorists such as
Hélène Cixous and Luce Irigaray provided an alternative emphasis on diVer-
ence, grounded in Lacanian psychoanalysis and based on a revision of the
‘mirror’ stage to accommodate female experience. Postmodernism, also,
contributed an accent on diVerence, to the extent that the very notion of
‘woman’ is undermined – diVerences within the category are as important as
those between men and women to postmodernist feminists (Butler, 1987).
Other feminists, however, doubt that without a uniWed notion of ‘woman’
there can properly be any such thing as feminism or feminist politics (Dick-
enson, 1997). Sceptics about the notion of ‘diVerence’ warn that ‘an aYrm-
ation of the strengths of female ‘‘diVerence’’ which is unaware of [female
suppression] may be doomed to repeat some of the sadder subplots in the
history of Western thought’ (Lloyd, 1993: p. 105).

The French clinician Françoise ShenWeld (Chapter 9), a consultant in one
of the few purely publicly funded IVF clinics in London, combines her
clinical background with an interest in diVerence to suggest a new and
thought-provoking analysis of human reproductive cloning. Drawing on the
work of the French psychoanalytical feminist Julia Kristeva (e.g. Kristeva,
1984), ShenWeld notes that ‘Kristeva argues that we cannot respect and accept
strangers if we have not accepted our own portion of strangeness, in other
words, the stranger within ourselves. The implication for cloning is that the
parent(s) seeking reproductive cloning cannot accept that strangeness, car-
ried in the matrix of the gestatingmother.’ ‘Because the identity of the subject
is shaky, and subjectivity itself something to be constructed rather than a
given, cloning poses a threat to our personal identity which we Wnd diYcult
to tolerate. Another psychoanalytical question concerns the child thus con-
ceived, rather than the parent: howwill the child cope with building his or her
sexual identity?’ The ‘newness’ of ShenWeld’s argument itself seems a good
argument for diVerence. The cloning debate has been treated very largely in
conventional bioethical terms, as a matter of the domain of rightful choice of
the rational consumer of medical care. Foregrounding diVerence and the
construction of the subject, ShenWeld suggests instead that rationality is less
important than identity and subjectivity.

Writing from the viewpoint of public policy rather than psychoanalytical
theory, the Finnish political scientist and development scholar Sirkku Hell-
sten asks the diYcult question, ‘Where does legitimate cultural diVerence in
obstetric and gynaecological practice end, and discrimination against women
begin?’ Hellsten, who is currently working at the University of Dar es Salaam
in Tanzania, is particularly concerned with female genital mutilation in sub-
Saharan Africa, where it is viewed as an ‘enhancement’. Are we morally
obliged to accept that such a view deserves equal tolerance? Developing an
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argument from within the liberal, contractarian tradition, and adding a
feminist concern with diVerence, Hellsten concludes that we are not so
bound. She oVers practical solutions to problems of multicultural working
which allow clinicians to maintain their own moral view without aVronting
other cultures, drawing on her own experience.

‘A framework for reproductive ethics’

Carson Strong (Chapter 2) provides a valuable overview in two senses,
covering all four of the conceptual areas into which the other chapters fall,
and also all the stages of pregnancy. Strong is primarily concerned to Wnd a
conceptual, normative and prescriptive ‘ground zero’ for making decisions in
maternal–fetal ethics. Thus he takes our thinking back a step or two – rather
than simply asserting, as many have done, that procreative freedom is
valuable, he asks us to think about why it is valuable. ‘Is procreative freedom
valuable simply because freedom in general is valuable, or is there special
signiWcance to the fact that the freedom is procreative?’ One might want to
ask a further question – is women’s procreative oppression the condition of
men’s procreative freedom? Does men’s freedom rest on a prior ‘sexual
contract’ in which women’s freedom is consigned away? (Pateman, 1988).
However, Strong is not necessarily unaware of this caveat. Indeed, his chapter
can be seem as feminist insofar as it suggests that ‘women’s realm’ – repro-
duction – is essential to ‘men’s realm’ – freedom.

Similarly, Strong encourages the reader to question whether all reasons for
having genetic children are equally good. Must the liberal-minded clinician
give equal worth to all reasons? Here the issues resemble those considered by
Hellsten, and again, it is from philosophers and political theorists that the
‘practical’ professions of medicine and nursing can draw the most help.
Strong considers three particular cases – one an enforced Caesarean, the
second creation of preembryos in vitro, the third IVF in a postmenopausal
woman – and applies his framework to shed some light on them. Essentially
Strong argues for a consequentialist approach to what confersmoral standing
on infants, fetuses and pre-embryos, examining their degree of resemblance
to the sorts of creatures whom it is socially beneWcial to regard as persons.

Conclusion

I have not chosen to categorize these 21 chapters by the author’s professional
background, because it would be counter-productive in terms of the book’s
philosophy to do so. What is remarkable about the four issues that I have
chosen is that they unite clinicians and non-clinicians, as indeed the book as a
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whole aims to do. Themost striking example here is diVerence, where the two
contributors are an IVF clinician (ShenWeld) and a philosopher/political
scientist (Hellsten). All of the categories, however, number at least one
clinician among the contributors, in proximity to lawyers, medical ethicists,
philosophers, political scientists and sociologists.

One thing which unites these disparate backgrounds is a concern with
‘everyday ethics’ – this is not a book about hypothetical situations, but about
real clinical decisions. Sometimes the topics which the authors have chosen to
cover, having been asked to bear ‘everyday ethics’ uppermost in mind, may
seem surprising – for example, why should compliance in pregnancy raise
ethical issues? After reading Baylis and Sherwin on compliance, together with
the other articles in the book, I hope that the reader will be persuaded of two
things: (1) that ethical debates in maternal–fetal medicine are unavoidable
because the ambit of ethics is much more extended than might have been
thought, but (2) that they are also neither insoluble nor entirely a matter of
personal opinion.
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2

Overview: a framework for reproductive ethics

Carson Strong
Department of Human Values and Ethics, University of Tennessee Medical College, Memphis, USA

Medical professionals now face a growing number of controversial issues
involving human reproduction. To illustrate the variety of issues, consider
the following three scenarios. In the Wrst case, involving a pregnant woman at
36 weeks of gestation, the obstetrician believed there was placental insuY-
ciency, a condition in which the fetus was not getting enough oxygen. The
doctor recommended Caesarean delivery for the fetus’s sake, but the woman
refused the Caesarean, stating that she was putting her faith in God that
everything would turn out well. At that point, the physician considered
seeking a court order authorizing surgical delivery without the woman’s
consent (In Re Baby Boy Doe, 1994). This case raises important questions.
What is the moral standing of the fetus, particularly the fetus that is relatively
advanced in gestation? What reasons can be given in support of assigning
priority to the woman’s wishes? Are there cases in which refusal of treatment
by pregnant women may be justiWably overridden?

In another case, a research team was attempting to learn how to mature
ova in vitro. In normal reproduction, ova undergo a maturation process that
prepares them for fertilization, but the process is not well understood. If ova
could be matured in vitro, then new sources of ova for assisted reproduction
would be available. For example, ova could be obtained from donors whose
ovaries have been removed as part of therapeutic surgical procedures. In that
event, donors would not have to receive hyperstimulation drugs, which can
have adverse side eVects. The research team wanted to Wnd out whether its
attempts to mature ova had been successful before oVering this approach to
patients. This would involve attempting to fertilize the ova in vitro, observing
whether fertilized ova develop normally to the blastocyst stage, and then
discarding them. However, some people object to any research that involves
creating pre-embryos solely for research purposes.1 DiYcult questions are
raised by this case. What moral standing, if any, do preembryos have? Is it
ethical to create pre-embryos in the course of research and then discard
them?

A third case involved a 63-year-old woman who lost her only child when
he died in a motorcycle accident at the age of 18. Because she and her
husband desired another child, she approached an infertility specialist and
requested ovum donation. She wanted the donated ova to be fertilized with
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her husband’s sperm and then transferred to her uterus, and her 65-year-old
husband agreed with this plan (Carlson, 1994). This case also raises contro-
versial issues. Is freedom to procreate important enough that we should
permit postmenopausal women to become pregnant, if that is what they
want?

One could give many more examples of new situations created by advances
in reproductive and perinatal medicine. When we attempt to grapple with
these many issues, we repeatedly come back to several central ethical ques-
tions. What is the moral standing of pre-embryos, embryos and fetuses? How
much importance should be given to procreative freedom? Is procreative
freedom valuable simply because freedom in general is valuable, or is there
special signiWcance to the fact that the freedom in question is procreative?

Need for an ethical framework

To resolve ethical issues in reproductive medicine, we need answers to these
central questions. Although there is no way to provewhat the correct answers
are to these main questions, we can give arguments for and against diVerent
answers, and we can try to decide what answers are best supported by
arguments. That is what ethics is all about – it involves looking at all sides of
issues and trying to assess the relative merits of diVering views. If we had
reasonable answers to these central questions, then we would have what I am
calling a framework for dealing with these issues. A framework is just a
starting place. For any particular case or issue, it usually will be necessary to
bring in additional considerations, facts and arguments in order to arrive at a
conclusion. The framework is a way of articulating some of the basic prin-
ciples from which one argues.

A framework can be based on religious beliefs, or it can be secular. This
chapter focuses on a secular framework. Even though many of us have
religious beliefs that inXuence our thinking about ethics, we still need a
secular framework. This is because many of the cases in reproductive ethics
raise policy issues – questions concerning what we as a society should permit
or forbid. Should we allow ovum donation for ‘older’ women? Should we
forbid the creating of pre-embryos solely for research purposes? It is not
appropriate for the views of a particular religion to determine public policy,
especially if it is a minority viewpoint. For example, it would be wrong to
have a law stating that no one may use in vitro fertilization, simply because a
particular religion holds that it violates God’s commandments. By a ‘secular’
framework, I mean one whose defence does not depend on any particular
religious viewpoint. The fact is, little attention has been given to articulating a
secular ethical framework for reproductive and perinatal medicine. This is so,
despite the fact that there has been much debate over individual issues.
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I would like to suggest that an adequate framework should contain at least
the following components. First, it should explore and assess the importance
of reproductive freedom. What meaning and signiWcance do we attach to
having children? Why should procreative freedom be considered valuable?
Secondly, a framework should put forward and defend a view concerning the
moral status of oVspring during the pre-embryonic, embryonic, fetal and
postnatal stages of development. Thirdly, it should put forward an approach
to the problem of assigning priorities when diVerent ethical values or inter-
ests are in conXict. Its approach to prioritizing should be capable of taking
into account all relevant ethical considerations, and it should provide practi-
cal guidance in resolving policy questions and individual cases. This chapter
will put forward and attempt to defend such a framework.

Significance of freedom to procreate

Let us begin with reproductive freedom, which includes freedom to procreate
and freedom not to procreate. It turns out that these two components of
reproductive freedom are important for diVerent reasons, so we shall con-
sider them separately. To explore the signiWcance of freedom to procreate, we
need to ask why having genetic oVspring is important to individuals. What
reasons can be given for valuing the having of genetically related children?
Are there good reasons to protect freedom to have genetic oVspring?

To answer this question, I suggest that some insight can be gained by
starting with what might be called ‘ordinary procreation’ – not involving in
vitro fertilization, ovum donation or any type of assisted reproduction. I refer
to the type of procreation in which a couple begets, by sexual intercourse, a
child whom they rear. This is the more common type of procreation, in
which parents raise children genetically their own. My strategy is to try to
understand why having genetic oVspring might be meaningful to people in
this ordinary scenario, and then use this understanding to address the newer,
more controversial situations.

Studies have identiWed a number of reasons people actually give for having
genetic children, some of which seem selWsh or confused (Pohlman, 1974;
Arnold, 1975; Laucks, 1981). For example, some people desire genetic oV-
spring as a way to demonstrate their virility or femininity. The views on
which these reasons seem to be based – that virility is central to the worth of a
man, and that women must have babies to prove their femininity – are
unwarranted. They stereotype sex-roles and overlook ways self-esteem can be
enhanced other than by having genetic oVspring. By contrast, we want to
consider whether reasons can be given that are capable of being defended. To
be clear, what we are about to explore is not the descriptive question of what
reasons people actually give, but the normative question of whether there are
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reasons that could be given to help justify the desire to have genetic children.
There are several reasons that can be given, but for brevity only four will be
mentioned here.2

First, having a genetic child might be valued because it involves participa-
tion in the creation of a person. When one has a child in ordinary procreation,
a normal outcome is the creation of an individual with self-consciousness.
The term ‘self-conscious’ implies not only being conscious, but also being
able to reXect on the fact that one is conscious. Philosophers have regarded
the phenomenon of self-consciousness with wonder, noting that it raises
perplexing questions. What is the relationship between body and mind? How
can the physical matter of the brain give rise to consciousness and self-
consciousness? It is ironic that although we have diYculty giving satisfactory
answers to these questions, we can create self-consciousness with relative
ease. Each of us who begets or gestates a child who becomes self-conscious
participates in the creation of a person. One might say that in having children
we participate in the mystery of the creation of self-consciousness. For this
reason, some might regard creating a person as an important event, perhaps
one with spiritual overtones. Some might think of it as acting as an instru-
ment of God’s will. Others might consider it to be the fulWllment of religious
duty. Thus, the idea of creating a person can have diVerent types of special
meaning. Perhaps not all who have children think about it in terms of
creating a person, but this is a reason that can be given to help justify the
desire for genetic oVspring.

Second, having genetic children might be valued as an aYrmation of a
couple’s love and acceptance of each other. It can be a deep expression of
acceptance to say to another, in eVect, ‘I want your genes to contribute to the
genetic makeup of my children.’ Moreover, in such a context there might be
an anticipation that the bond between the couple will grow stronger because
of common children to whom each has a biological relationship. To seek
intentionally the strengthening of their personal bond in this manner can be a
further aYrmation of mutual love and acceptance.

Third, procreation can provide a link to future persons. Some might value
having such a genetic link, for various reasons. Some might think of it as a
personal contribution to the future of the human community and its sur-
vival. For others, it might enter into a judgement about how one’s life counts
and how far its inXuence extends (Dyck, 1973).

A fourth reason is that having children can be meaningful in part because it
involves experiences of pregnancy and childbirth. It should be acknowledged,
of course, that some women do not Wnd such experiences to be desirable.
Discomforts can be signiWcant, such as back pain, nausea and feeling tired.
There can be other negative experiences, such as anxiety over the baby’s
health, fear of dying, insomnia, irritability and mood swings. And of course
there is the pain of labour, or if Caesarean section is performed, the pain
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associated with abdominal surgery. Despite these negatives, some women
Wnd the experience on balance to be valuable. One of the satisfactions
sometimes experienced by pregnant women is increased esteem or attention
from others. Another is a feeling of joy sometimes experienced immediately
after the birth of the child. Pregnancy is viewed by some as a learning
experience that contributes to personal development and enrichment. Also,
the satisfaction that derives from altruistic behaviour should not be over-
looked, given that pregnancy can involve signiWcant sacriWces for the sake of
the fetus. These are some of the reasons a woman might give to explain why
the experiences of pregnancy and childbirth are personally meaningful.

In stating these four reasons, I do not mean to imply that one ought to
desire genetic oVspring, but only that the desire can be defended. These are
examples of reasons that are not silly or confused. Rather, they are reasons
that deserve consideration. These reasons suggest that procreation can be
valuable to an individual in part because it can contribute to self-identity,
one’s sense of who one is. For example, having participated in the creation of
a person can be part of one’s self-identity. Similarly, whether one has given
birth or has obtained a certain kind of link to the future can be part of one’s
sense of who one is. These reasons also suggest that procreation can contrib-
ute to self-fulWllment, for it can result in marital love being enriched.

These reasons also help explain why freedom to procreate should be valued;
namely, because procreation can be important to persons in the ways just
discussed, including contributing to self-identity and self-fulWllment. Be-
cause of these considerations, interference with freedom to procreate can
constitute a failure to give individuals the full respect they deserve as persons.
This does not mean that freedom to procreate is never outweighed by other
ethical concerns. Rather, it means that there are valid reasons to respect
freedom to procreate, which implies that interferences with such freedom
must be justiWed by appeal to overriding ethical considerations.

Importance of freedom not to procreate

Now let us consider why freedom not to procreate can be valuable. First, this
freedom can be important for directing the course of one’s life. Having
children is a large undertaking that competes with other important goals and
projects in one’s life by placing demands on time, energy and resources. Thus,
self-determination in making major life choices is promoted by freedom to
decide whether to have children (or, for those who already have children,
whether to have additional children).

Second, freedom not to procreate is important because it has a bearing on
the freedom to make decisions concerning what happens to one’s body.
Bodily self-determination is relevant to decisions concerning sterilization,
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use of birth control pills and abortion, among other examples. Although
bodily self-determination applies both to men and women, it has special
signiWcance for women because they bear the burdens of gestation.

The third reason focuses speciWcally on the interests of women. For women
to gain political, social and economic equality, it is essential that they have
freedom to control their reproductive lives. Equality for women requires,
among other things, greater integration of women into positions of authority
and inXuence in all Welds of endeavour. Because childbirth and childrearing
require much time and energy, the more heavily one’s life is devoted to these
activities, the more diYcult it is to pursue education and careers leading
to positions of authority. Society generally has put little pressure on men
to participate in child-rearing, and women have shouldered most of the
responsibilities in this area. For women as a group to be no longer held back,
they must be free to make decisions about when and whether to try to have
children.

This third reason has been articulated primarily by feminist writers, and it
has received relatively little attention in mainstreammedical ethics. Although
there is considerable diversity of views among feminist writers, it is important
to take note of common themes that run through the feminist literature on
reproductive issues. Several authors have attempted to identify these main
ideas (Overall, 1987: pp. 1–16; Andrews, 1989; Sherwin, 1989), and they
include the following. First, a feminist perspective is founded upon an
awareness that women have been and are the victims of unjustiWed limita-
tions and barriers under a system of male dominance. Second, a feminist
perspective seeks removal of this oppression of women and the bringing
about of sexual equality. Third, with regard to reproduction, women should
not be exploited. They should have control over their bodies, gametes and
conceptuses. The medicalization of pregnancy and childbirth has resulted in
a loss of control that should be reversed. Fourth, in formulating policies
concerning reproductive issues, greater attention must be given to the input
of women concerning their interests, needs and perspectives. It is important
for mainstream medical ethics to give more attention to these concerns.

Moral standing of the fetus and embryo

Let us turn to the moral status of pre-embryos, embryos, fetuses and infants.
It will be helpful to begin by discussing a number of secular views that have
been put forward concerning when personhood begins. In this context,
‘personhood’ refers to a moral status that we might call ‘full moral standing’.
It involves having a substantial set of rights, including a strong right to life.
All of the views that will be discussed have a feature in common; they all claim
that personhood begins when some special characteristic is acquired. Each
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view, however, puts forward a diVerent characteristic.We shall consider these
views not only to identify their shortcomings, but also to point out the
helpful insights they provide.

One view is that individuals become persons and acquire a right to life
when they become self-conscious (Tooley, 1972). Because self-consciousness
involves being able to reXect on the fact that one is conscious, it requires
concepts and language – concepts such as consciousness and self. A paradigm
example of a self-conscious individual would be a normal adult human being.
By contrast, lower animals that lack concepts and language can be conscious
but are not self-conscious.

However, there is a serious diYculty with the view that one must be
self-conscious in order to be a person. The problem lies in its implications for
infants. Infants are not self-conscious, given that they lack language and the
concepts one must have in order to be self-conscious. Thus, according to the
view in question, infants lack a right to life. However, this is at odds with our
moral intuitions, according to which infants havemoral interests that deserve
protection, including a right to life. Therefore, the view in question should be
rejected. Nevertheless, there is an important point to be gleaned from this
view, namely, that everyone who is self-conscious has full moral standing
precisely because they are self-conscious, even though one doesn’t have to be
self-conscious to have moral standing, as exempliWed by infants.

A diVerent view is that the potential to become self-conscious gives one
personhood status (Devine, 1978). On this view, the embryo is a person
because it has that potential. However, there is a problem with this view,
which can be illustrated by the following scenario. Let us assume that it is
possible to keep embryos alive in the laboratory, at least for a short period of
time. Let us also assume that it is possible to transfer one of these laboratory
embryos to a woman’s uterus, which means that even when it is in the
laboratory the embryo has the potential to develop into a self-conscious
individual. Now, suppose that you walk into a laboratory and see that a Wre
has broken out. You see a child, approximately 10 years old, lying on the
Xoor, suVering from heat and smoke. You also know that in this laboratory
there is an embryo being kept alive by some equipment that is regulating its
environment. You face a choice: either to carry out the child or to carry out
the embryo with the life-support equipment to which it is attached. Assume
that you are unable to carry out both of them. Which one should you
rescue?3

Clearly, the morally correct choice is to rescue the 10-year-old child. This
example shows that the embryo’s potential to become self-conscious does not
give it full moral standing. If it had full moral standing, then the decision
concerning whom to rescue would be much more diYcult. Nevertheless,
this view suggests an important insight, namely, that the potential to be-
come self-conscious has some moral signiWcance. If an embryo’s potential is
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actualized, then a person will come into existence, and that would be an event
having moral import.

Some believe that the fetus becomes a person when it acquires sentience –
that is, the capacity for feeling or perceiving (Sumner, 1981). However, the
view that sentience by itself gives rise to personhood has broad implications
that seem incorrect. Lower animals also are sentient. So, this view implies that
animals have a right to life that is equal in strength to that of humans. This is a
conclusion that will strikemany of us as implausible. So, this view also should
be rejected. But even so, sentience is a morally relevant characteristic. The
reason is that one must be sentient in order to have moral interests. Plants,
for example, are not sentient and therefore lack moral interests. Of course,
you can nurture a plant and cause it to Xourish, but the plant itself lacks any
interest in whether you do this. By contrast, lower animals that are sentient
have interests. For example they have an interest in avoiding pain and other
unpleasant experiences. So, sentience is relevant to moral standing.

Another view is that the fetus becomes a person when it becomes viable.
Those who hold this view often fail to realize that whether or not a given fetus
is viable is relative to the state of our technology. The problem with the
viability criterion can be seen by considering another version of the Wre-in-
the-lab example. This time, imagine that our technology has advanced to the
point at which the embryo could be kept alive and developed in the labora-
tory until it grows into an infant. In other words, the embryo is viable in this
scenario because so-called extra-corporeal gestation is possible. Again, you
enter the lab, discover a Wre, and have to choose between carrying out the
10-year-old child and carrying out the embryo and the equipment to which it
is attached. The ethically preferable decision is still to rescue the 10-year-old,
and this helps us to see that viability by itself does not give rise to personhood.

Others have argued that personhood begins with birth (Warren, 1989).
The reason, they claim, is that when the infant is born it enters into a network
of social relationships with other members of the human community. They
claim that having this social role is what provides the basis for moral
standing. The diYculty with this view is that the fetus can occupy a social role
even before birth, involving relationships with various individuals. The
pregnant woman, for example, can act in ways that promote or detract from
the fetus’s health. She can attend to the needs of her fetus by avoiding
smoking and excessive alcohol use, eating nutritious meals and seeking
treatment for medical problems of her own that can adversely aVect the fetus,
such as hypertension and diabetes. In addition, obstetricians can monitor the
health status of the fetus and provide treatment or early delivery when
necessary. For these reasons, a matrix of social relations between fetus and
others is often present well before birth. Thus, it is diYcult to argue that birth
constitutes a sharp dividing line between those who are part of a network of
social relationships and those who are not.
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Nevertheless, the view in question helps explain why birth, as well as
viability, are relevant to moral status. When a fetus becomes viable, its social
role increases to some extent, particularly its role as a patient. This occurs
becausemedical intervention for the sake of the fetus becomes feasible, in the
form of early delivery followed by neonatal care. Having delivery as an option
makes it important to identify health problems for which delivery would
beneWt the fetus, and thus obstetricians use available technologies to assess
the viable fetus’s medical status. Similarly, birth is morally relevant because
typically it results in the infant becoming involved in a growing number and
variety of social relationships.

In summary, none of the views discussed above provides an adequate
account of moral standing. In looking for an alternative account, it will be
helpful to make two distinctions. First, we need to distinguish between two
senses of the term ‘personhood’. The Wrst sense is the one I mentioned above;
it is normative and refers to a moral status that we might call ‘full moral
standing’. The second sense is descriptive and refers to the possession of
self-consciousness, which typically is accompanied by other attributes in-
cluding use of language, capacity for rational thought and action, ability to
profess values and moral agency. Those who are self-conscious are persons in
both senses of the term. Steinbock (1992: pp. 52–3) has suggested the terms
normative and descriptive personhood, respectively, to refer to these two
senses, and I shall use these terms.

The second distinction is between intrinsic and conferred moral standing.
In the above discussion of the self-consciousness criterion, I pointed out that
self-conscious individuals have full moral standing because of their inherent
characteristics. In other words, self-conscious individuals have intrinsic
moral standing because of the characteristics they possess. By contrast, it is
conceivable that some individuals should be regarded as having moral status
not because they have intrinsic moral standing, but because it is justiWable to
confer moral status upon them. If embryos, fetuses, and infants have moral
standing, it cannot be on the basis of their inherent characteristics alone, for
they lack the characteristics needed for intrinsic moral standing; they are not
persons in the descriptive sense. It is necessary, therefore, to consider whether
it is justiWable to confer some degree of moral standing upon them. Should
fetuses and infants be regarded as persons in the normative sense, even
though they are not persons in the descriptive sense?

Let us consider how conferred moral standing for individuals who are not
descriptive persons can be justiWed. Several authors have suggested that
conferring moral standing on infants and at least some fetuses might be
justiWed by the consequences of doing so (Benn, 1984; Feinberg, 1984a;
Engelhardt, 1986; Warren, 1989). Treating infants with respect and tender-
ness can have good consequences for the persons they grow up to become. If
they are treated abusively, then when they are adults others might suVer for it
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too, at their hands (Benn, 1984). Regarding infants as persons in the norma-
tive sense promotes important virtues such as sympathy and concern for
others. Such concern oVers a protection from the uncertainties as to when
exactly humans become persons in the descriptive sense, and it helps protect
persons who lose self-consciousness due to disease or injury (Engelhardt,
1986: p. 117). Treating infants well also promotes the desires of many people,
since most of us care about infants and want them to be protected (Warren,
1989). Feinberg (1984a) has suggested that it is the infant’s similarity to
persons that makes the consequentialist arguments plausible.

This consequentialist approach to conferred moral standing seems prom-
ising. I suggest that what matters in the consequentialist argument is the
degree of similarity an individual has to the paradigm of descriptive persons –
to normal adult human beings. The reason is that the more similar individ-
uals are to the paradigm, the more likely our ways of treating them will have
the kinds of consequences identiWed by the authors discussed above. Not all
possible similarities are morally relevant, however. For example, normal
adult human beings have two eyes, as do most animals, but few would claim
that this similarity supports conferring normative personhood status on all
animals that have two eyes. It is necessary to identifymorally relevant ways in
which individuals can be similar to the paradigm. Advocates of the conse-
quentialist approach to conferred moral standing have generally overlooked
the relevance of the ‘criteria’ of personhood to their argument. Morally
relevant characteristics discussed above include viability, sentience, the po-
tential for self-consciousness and birth. Another similarity is physical resem-
blance to normal adult human beings. This similarity is relevant to the
consequentialist argument because, psychologically, we are more likely men-
tally to associate paradigmatic persons with individuals who look like the
paradigm than we are to associate themwith individuals who do not look like
the paradigm. Of course, similarity of physical appearance admits of degrees,
and to some extent it is in the eye of the beholder. Nevertheless, it is clear that
fetuses near term, for example, look more like paradigmatic persons than
embryos do.

To consider the implications of this consequentialist approach based on
degrees of similarity, let us begin with infants. The question is whether infants
are similar enough to the paradigm to give plausibility to the consequentialist
argument for conferred moral standing. Are they similar enough to make it
reasonable to claim that a failure to confer a right to life upon them would
result in adverse consequences of the sorts mentioned above? Normal infants
possess a number of morally relevant similarities with the paradigm: they are
viable; sentient; have the potential to become self-conscious; have been born;
and are similar in appearance to the paradigm of normal adult human beings.
Although some of these characteristics have been put forward as a suYcient
condition for normative personhood of fetuses or infants, none of them
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alone constitutes plausible grounds for personhood. What often is over-
looked is the signiWcance of the aggregate possession of these characteristics. I
suggest that the combination of these similarities is signiWcant enough to
justify conferring upon infants a right to life.

Let us apply these considerations to fetuses that are relatively advanced in
development – fetuses that are viable and sentient. Such fetuses, assuming
they are developmentally normal, possess a number of similarities to the
paradigm: they are viable; sentient; possess the potential to become self-
conscious; and to some extent have a physical appearance similar to the
paradigm. However, the similarities are slightly less for these advanced
fetuses than for infants because infants have been born and typically are more
involved in social roles. These considerations support the view that advanced
fetuses should have a conferred moral status that is close to, but not quite as
high as, that of infants.

What about pre-embryos and embryos? Here we obtain very diVerent
results. Here the argument for conferred moral standing is weak because
pre-embryos and embryos lack viability, sentience, a social role and any
physical resemblance to descriptive persons. They have very little similarity to
the paradigm. However, conferring a minor degree of moral status upon the
pre-embryo and embryo is justiWable because they have at least one morally
relevant characteristic, namely, their potentiality.

Finally, presentient fetuses occupy an intermediate position. They have the
potential to become self-conscious, and to some extent they can occupy a
social role. However, the degree of dissimilarity with the paradigm, together
with the fact that as nonsentient creatures they lack moral interests, suggests
that a conferred right to life would not be warranted. Nevertheless, some
degree of moral consideration would seem justiWable, based on their limited
similarity to the paradigm of self-conscious human beings.

As the reader can see, this view holds that moral standing increases as the
fetus develops. However, it is not what one might call a ‘gradualist’ view – it
does not claim that moral standing is continuously increasing with each day’s
development. A gradualist view makes distinctions that seem too Wne. For
example, it implies that an eight-cell pre-embryo has greater moral standing
than a four-cell pre-embryo – perhaps only slightly greater but nevertheless
greater. It implies that with each small increase in development of fetal organs
there is a corresponding increase in fetal moral status. However, it is not at all
clear that such small diVerences should count morally. By contrast, the view
proposed here holds that moral standing increases with the acquisition of an
increasing number of morally relevant similarities to the paradigm, as out-
lined above.4
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Assigning priorities

Ethical issues in reproductive medicine can be characterized as conXicts
between ethical values. The term ‘ethical values’ covers all the ethical rules,
principles and concerns relevant to reproductive ethics. These concerns
include role-related duties, virtues, rights, respect for persons and consider-
ation of the consequences of actions. Examples of more speciWc values that
often are relevant to ethical issues in reproductive medicine include the
following: reproductive freedom; the well-being of procreators and potential
procreators; the well-being of oVspring; the well-being of society; the well-
being and autonomy of women individually and as a group, respect for life;
and scientiWc freedom, among others.

In resolving value conXicts, one must choose from among several ap-
proaches to assigning priorities. To identify these approaches, we need to
consider the following question: at what level of generality should the assign-
ing of priorities to conXicting ethical values be made? When we attempt to
answer this question, we see that there are four main possibilities:
(1) The prioritization is considered to hold whenever the values in question

conXict.
(2) The prioritization is made in the context of a certain issue, or type of

case. The prioritization is considered to hold for all cases of that type.
The same prioritization would not necessarily hold in other types of cases
in which the values in question conXict.

(3) The prioritization is made in the context of individual cases and might
diVer in diVerent cases of a given type.

(4) For some issues or types of cases, the prioritization takes place in the
context of individual cases, as in approach (3), and for other issues or
types of cases the prioritization is considered to hold for all cases of that
type, as in approach (2).

The Wrst approach involves assigning a hierarchical ranking to values or
groups of values. Once the ranking is made, it is Wxed, and it is applied to all
cases and issues without exception. An example of this approach is an
ordering put forward by Robert Veatch (1981), in which a group of noncon-
sequentialist principles always takes priority over the principle of beneW-
cence. The diYculty with this approach is that it fails to deal adequately with
the complexity of morality. For any given value or set of values that suppos-
edly is ranked Wrst, we can always think of a situation in which that value or
set of values is overridden by other values. With regard to Veatch’s ordering,
for example, there are situations in which the principle of beneWcence – and
more speciWcally, the principle that we should prevent harm to others – takes
priority over the nonconsequentialist principle of autonomy. I have in mind
situations in which it is justiWable to prevent individuals from harming third
parties.
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In the second approach, a ranking of values is made that stays Wxed for all
cases in which a given issue arises. To illustrate, consider the issue of whether
to carry out requests by single women for artiWcial insemination, in which a
central conXict is between the reproductive freedomof the woman requesting
artiWcial insemination and, arguably, prevention of harm to the child who
would be brought into being. The view that this issue should be resolved by
always giving priority to prevention of supposed harms to the child – and that
requests for artiWcial insemination by single women should never be honour-
ed – is an example of the type of prioritization in question. Moreover, for
every issue, the approach in question identiWes a preferable value (or set of
values) and assigns priority to the chosen value(s) in every case in which the
issue arises. Although its inXexibility would seem to be a drawback, this
approach seems to be assumed by many authors in reproductive ethics. The
diYculty with this approach is similar to that of the Wrst approach. Even
when we focus on a particular issue, the view that a certain ethical value, or
set of values, should always have priority often reXects an oversimpliWcation
of the moral situation. For a given value or set of values that supposedly is
given priority for a certain issue, often we can think of a case of the type in
question in which that value or set of values is overridden by other moral
considerations.

According to the third approach, for each issue values are ranked in the
context of each speciWc case. This approach seeks a balancing or compromise
of the main conXicting ethical values involved in a given issue. This involves
giving priority to one value (or group of values) in some cases but assigning
priority to a diVerent value (or group of values) in other cases of the type in
question. This approach is referred to as case-based, or ‘casuistic’, reasoning
(Jonsen and Toulmin, 1988; Strong, 1988). Casuistry, as it is called, avoids
much of the oversimpliWcation of the Wrst two approaches. Also, it reXects
well how decision-making in bioethics usually does and should take place. It
does this by taking seriously a common characteristic of ethical issues in the
clinical setting – variation among cases. For a given type of ethical conXict,
there usually are a number of morally relevant ways in which it can vary from
one case to the next, and these variations can make a diVerence in the
decisions that ought to be made. On the other hand, although this approach
is more Xexible than the Wrst two, it falls short of the degree of Xexibility that
is needed to deal adequately with the complexities of bioethics. Although in
general, cases should be decided individually, for some issues there might be
compelling reasons to prioritize similarly in all cases. For example, based on
broad concerns about positive eugenics, it might be argued that physicians
should refuse all requests for prenatal genetic testing for nondisease charac-
teristics, such as intelligence, height or body build, rather than deciding on a
case-by-case basis. The third approach is not amenable to this type of broad
critical assessment of an issue (Arras, 1991).
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The fourth approach is preferable to the third because, although it recog-
nizes the validity of case-by-case decision-making generally, it also acknowl-
edges that for some issues there can be broad social considerations that
provide reasons for adopting a uniform policy across all cases. Thus, it allows
such broad considerations to be taken into account. Moreover, the fourth
approach does not require that some prioritizations be made at the level of
issues – it simply leaves open that possibility. It holds that there is a
presumption in favour of ranking values in the context of individual cases,
but that this presumption might sometimes be overridden. Thus, the fourth
approach allows us to grapple with the ‘big picture’ – to ask where we are
going and where we should be going in regard to human reproduction – and
to formulate policies that take into account the big picture. Because the
fourth approach includes the type of reasoning involved in the third ap-
proach, it too is casuistic. It is helpful to have terms to distinguish these two
versions of casuistry. Thus, I refer to the third approach as strict casuistry and
the preferred fourth approach as modiWed casuistry.

Application of the framework

The main components of an ethical framework have been presented. It
should be noted that an important test of an ethical framework is its
usefulness in resolving issues. The length of this chapter limits my ability to
elaborate on the implications of the framework and to give examples illustra-
ting its usefulness. However, a few brief examples will perhaps be suggestive.
Let us consider the cases mentioned at the beginning of the chapter.

One of the issues mentioned was maternal refusal of treatment needed for
the fetus. One of the reasons these cases cause consternation for the health
professionals involved in them is that doctors perceive the fetus as having a
relatively high moral status. Often these conXicts arise relatively late in
gestation, during a period when, based on our framework, the fetus has a
substantial moral standing. Nevertheless, according to the framework the
moral standing of the late gestation fetus is not quite as high as that of infants.
It is not quite equivalent to the status of full personhood. On the other hand,
the pregnant woman does have full personhood status. For this reason, it is
not easy to justify imposing an invasive treatment upon a mentally compet-
ent pregnant woman against her wishes. Her having a moral standing greater
than that of the fetus does not logically entail that forced treatment could
never be justiWable. However, it does support the idea that there should be a
very strong presumption in favour of respecting the woman’s wishes. In other
words, it would take very compelling reasons to justify overriding her wishes.
In practically all cases in which forced maternal treatment is contemplated,
the reasons are not suYciently compelling.5
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Another issue concerned whether it is ethical to create pre-embryos solely
for research purposes. Objections to such research are based on the view that
pre-embryos have substantial moral standing and that such use is disrespect-
ful toward them. On this view, creating pre-embryos for research and then
destroying them is a failure to treat them as ends in themselves. In reply, the
framework provides a reasonable defence of the view that pre-embryos have a
relatively small degree of moral standing. They are dissimilar to the paradigm
in so many morally relevant ways that it is implausible to maintain that they
ought to be treated as ends in themselves.

Because of their potentiality, pre-embryos can reasonably be claimed to
have some degree of moral standing. To say that they have some moral
standing implies that they should be treated with some degree of respect,
although the amount of respect called for is far less than that owed to
descriptive persons. But what is involved in giving ‘respect’ to pre-embryos?
Even though they have only a small degree of moral standing, it might be
asked whether respect for them requires that they not be created solely for
research purposes. This raises the question of how to decide what actions we
must perform to show adequate respect for pre-embryos. Our ethical frame-
work suggests an approach to answering this question. It holds that the
pre-embryo’s moral standing is based on consequentialist considerations. In
deciding whether certain actions should be carried out (or not carried out) in
order to be adequately respectful toward pre-embryos, we therefore should
consider the consequences of performing and not performing those actions.

When we apply this approach to the question of creating pre-embryos
solely for research purposes, our examination of consequences includes
consideration of the advancement of scientiWc knowledge. A main point is
that prohibiting the creation of pre-embryos solely for research purposes
prevents some types of important research. For example, research into
maturation of oocytes is desirable for the reasons discussed at the beginning
of the chapter. Another area of research involves cryopreservation of oocytes.
The ability to freezemature oocytes would be useful for several reasons. First,
oocyte freezing could replace pre-embryo freezing when couples use in vitro
fertilization (Dawson, 1990). Some couples would consider this desirable
because it would avoid the ethical issues associated with disposing of extra
pre-embryos. Second, some women diagnosed with cancer might want to
store their oocytes before chemotherapy or radiation treatment. Third,
freezing would facilitate ovum donation because it would no longer be
necessary to synchronize the cycles of donor and recipient. Given these
potential uses, questions about safety would need to be explored. For
example, would freezing oocytes damage their chromosomes? Research on
this question would require fertilizing thawed oocytes in vitro, allowing them
to develop, and testing the pre-embryos genetically (Trounsen, 1990). How-
ever, this would involve creating, testing and then discarding pre-embryos.
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In these and other areas of research, there are potential medical beneWts
that appear to outweigh any adverse consequences that might reasonably be
expected to result from creating pre-embryos solely for research purposes.
Thus, it can be argued that respect for pre-embryos does not require that we
refrain from creating them for research purposes, provided the research has
sound scientiWc design, is conducted with the informed consent of those
donating the gametes and promises to give valuable information.

A third issue concerned ovum donation for postmenopausal women.
Several arguments have been put forward against ovum donation in these
cases. First, it has been argued that there is an increased probability that one
or both parents would die before the child is raised, and thus there is a risk
that ovum donation to an older woman will be harmful to the child. In reply,
this objection overlooks the fact that the actions that supposedly harm the
child are the very actions that bring the child into being. Because the
objection overlooks this, it misuses the concept of ‘harm’. To see this, we
must consider what it means to be harmed. A key point is that individuals are
harmed only if they are caused to be worse oV than they otherwise would
have been (Feinberg, 1984b: pp. 31–64). Therefore, the claim that ovum
donation to postmenopausal women risks harming the child amounts to
saying that the children whose parents die are worse oV than they would have
been if they had not been conceived. However, it is unreasonable to make this
claim. Some will say that the claim fails to make sense because it tries to
compare nonexistence with something that exists. Others will claim that it
makes sense but is false. The latter claim is based on the view that sometimes
it can make sense to say that a child is worse oV than she/he would have been
if she/he had not been created, namely, when the life is Wlled with suVering to
such a degree as to overshadow any pleasurable or other positive experiences
the child might have. This claim might be made, for example, if an infant
were born with a debilitating, painful and fatal genetic disease. The view in
question goes on to point out that having a parent die is not equivalent to
having a life so terrible that one would have been better oV never having been
born. Although there would be psychological trauma associated with par-
ental death, one would expect the children’s lives also to contain positive
experiences, so that they would regard their lives as worth living. Thus,
whether incoherent or false, the claim that the children in question are
harmed by being brought into being should be rejected.

Second, it can be objected that such ovum donation should not be
permitted because pregnancy and childbirth involve increased risks to the
older woman. This objection draws from a body of literature dealing with the
eVects of advanced maternal age on pregnancy. In most of this literature, it is
worth noting, advanced maternal age is deWned as 35 or older. Although
there are conXicting reports within this literature, overall it supports the view
that advanced maternal age (�35) is associated with an increased incidence
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of complications of pregnancy, including diabetes, hypertension, abruptio
placenta, placenta previa and Caesarean section (Berkowitz et al., 1990;
Cunningham et al., 1997: pp. 572–7). In this literature, little data is available
concerning pregnancy complications for patients over the age of 45. Thus,
the degree of risk for women over 45 is unknown.

In response to this objection, several points can be made. First, maternal
risks can be reduced by screening potential ovum recipients for health
problems, including diabetes and cardiovascular problems, and by closely
monitoring the mother’s health status during pregnancy (Sauer et al., 1993).
Second, patients should be permitted to assume at least some degree of risk, if
that is their choice, provided they are mentally competent and adequately
informed of the risks. In this context, being adequately informed would
include being told that the degree of risk is unknown for older women who
are free of prenatal health problems.

In addition, positive arguments can be given supporting ovum donation
for older women, based on the reasons for valuing freedom to procreate
discussed in the framework. To begin, it is worth noting that some of those
reasons can be considered important to ‘older’ persons. A relatively older
couple might value procreation because it involves participation in the
creation of a person, because it can aYrm mutual love, or because it provides
a link to future persons.

These are reasons why having genetic oVspring can be important to
persons. Let us consider the extent to which these reasons have implications
for ovum donation, where the recipient will be the gestational but not the
genetic mother. First, the recipient’s male partner would be the genetic father
of any children who are created by the oocyte donation, and the reasons
identiWed could be important to him. He would participate in the creation of
a person and have a genetic link to future persons. Also, although his partner
is not the genetic mother, he might regard their mutual desire for her to
gestate his genetic oVspring to be an aYrmation of each other’s love. Second,
several of the identiWed reasons would be relevant to the oocyte recipient.
Through her gestational role, she would participate in the creation of a
person. She, too, might regard her procreative contribution as an aYrmation
of mutual love. Although she would not have a genetic link, she would have a
familial link to future persons, based on her role as gestational and social
mother. All things considered, ovum donation for older women can satisfy
reasonable desires, the fulWllment of which can promote the self-identity and
self-fulWllment of the individuals involved. These considerations support the
view that, at least in some cases, it is ethically justiWable for physicians to
provide ovum donation to older women.

These examples point out several main ways the framework can be helpful
in resolving cases and issues. A defensible view concerning the moral status of
pre-embryos, embryos, fetuses and infants is helpful in addressing many
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issues in reproductive ethics, including enforced treatment during pregnancy
and research using pre-embryos. The framework’s exploration of reasons for
valuing freedom to procreate is useful whenever new issues arise in which
freedom to procreate is implicated, including ovum donation for older
women. The exploration of reasons for valuing freedom not to procreate and
the framework’s approach to assigning priorities to conXicting values are also
useful in dealing with the variety of issues that arise.

Endnotes

1 The term ‘pre-embryo’ refers to the product of gametic union from fertilization
until the appearance of the embryonic axis (the primitive streak) at approximately
14 days after fertilization (Ethics Committee, 1990). ‘Embryo’ refers to the product
of gametic union from the beginning of the third week after fertilization until the
end of the seventh week after fertilization.

2 For a discussion of additional reasons that can help justify the desire for genetic
oVspring, see Strong (1997: pp. 18–22).

3 This scenario is similar to one suggested by Leonard Glantz and stated in Annas
(1989).

4 This view of moral standing based on morally relevant similarities was put forward
in Strong (1991a).

5 A more thorough defence of this view can be found in Strong (1991b; 1997:
pp. 177–93).
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Multicultural issues in maternal–fetal medicine

Sirkku Kristiina Hellsten
Department of Political Science/Philosophy Unit, University of Dar es Salaam, Tanzania

Introduction

This chapter sets the debate between universalization of ethical norms and
relativist demand for cultural autonomy in the matters of morals within the
practical context of maternal–fetal medicine and reproductive health care.
The debate between universalism and relativism is particularly central in the
Weld of maternal–fetal medicine, because the universal protection of individ-
ual’s rights and such values as equality and personal autonomy are usually the
very basis for the improvement of women’s and children’s health around the
world. Nevertheless, in many cultures, particularly in many traditional
(sometimes also called communitarian) communities, these values are rejec-
ted and individual rights are systematically denied to women and children –
often in the name of cultural integrity, customary values and the defence of
collective rights, all within the same human rights discourse. This chapter
attempts to give a theoretical background that can help health care profes-
sionals make diYcult ethical choices in multicultural environments. Most of
the practical examples mentioned in this article are from Tanzania, for the
simple reason that during my visiting lectureship at the University of Dar es
Salaam these local customs, the problems involved in them and attempts to
solve these problems are the ones that have become most familiar to me.

The thorny ethical dilemma for the health care professionals working in an
international or widely multicultural environment is the following. On the
one hand, it is evident that the promotion of women’s and children’s health
and well-being not only means Wnding the best possible medical cure avail-
able, but also indicates commitment to the promotion of the individual’s
social status in families, communities and in social order in general. On the
other hand, sometimes promoting individuals’ rights and autonomy, par-
ticularly women’s and children’s rights and autonomy, can lead into cul-
turally based ethical disagreement and value clashes which, for their part,
may turn the patients as well as their whole communities away from the help
and cure they need the most.

To deal with these multicultural issues and their relation to human rights
in medical care, we need agreement on ethical norms that can be applied
across national and cultural borders. Finding such norms is, however, not an
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easy task. After all, a global set of ethical norms not only needs to be
applicable everywhere, it also has to be sensitive to diVerences in cultural
traditions as well as diVerences in needs between individuals (and between
groups of individuals) in their social contexts. In other words, global bio-
ethics needs to try to get away from the misguided polarization between
universalism and relativism, on the one hand, and between individualism
and collectivism, on the other hand. Sometimes this same debate is discussed
within the framework of liberalism and communitarianism, that is, between
the protection of individual rights and the promotion of the common good
(Kuczewski, 1998; Etzioni, 1999).

If we are to Wnd any globally acceptable set of norms, we need to take
recent feminist bioethical challenges seriously and try to Wnd a way to
promote universal values in a manner that takes the particularity of cultures
as well as the special needs of individuals in diVerent situations seriously. This
presupposes that we, on the one hand, acknowledge that it is not only
collectivist cultures that fall into the trap of cultural relativism. Even liberal
pluralism based on the universal respect for individual rights can easily turn
into relativist subjectivism, which exaggerates an individual’s autonomy,
giving the illusion of free choice in a situation in which social pressure
directly aVects one’s decisions and actions. On the other hand, we need to
understand that universalism and individualism are not logically tied to-
gether. Instead, the demand for the respect of collectivist values is usually set
within international human rights standards and thus, must gain its plausi-
bility by universalization of collective rights. In other words, the culturally
relativist demand that we treat the ethical views of diVerent cultures as equals
is based on contradictory arguments – the relativity of cultural values and
ethical norms is defended by appealing to universal respect for tolerance,
equality and collective rights.

Finally, in order to Wnd a way to agree on the values that can be universally
promoted, we need to make a distinction between the prescriptive and
descriptive uses of terms that we use to denote particular cultural features. In
other words, when we talk about ‘collectivist’ culture we have to diVerentiate
between its universally acceptable, positive elements and its negative features
and practices. Thus, we cannot automatically presume a collective culture to
be ‘oppressive’ towards its individual members; it can as well be democrati-
cally supportive of them. Alternatively, when we talk about ‘individualist’
culture, we cannot presume support for individuals’ self-development and
realization of their moral autonomy. Instead we might face ‘egoism’, ‘social
alienation’, ‘moral indiVerence’ or even ‘moral incapacity’ within such a
culture.

All in all, I claim that the main problem in Wnding global bioethical norms
is not incompatibility between universalist and relativist reasoning or be-
tween individualist and collective ethical positions per se. First, within
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individualist societies, human rights lack universal protection; in particular,
women’s rights are easily ignored. Second, even if we can Wnd a set of values
and norms based on these values that can be globally accepted, we do not pay
enough attention to their promotion in practice – what are the most accept-
able means to promote the shared values and norms in particular cultural
contexts?

Liberalism and conflicting interests in medical
decision-making

Whenwe talk about multicultural issues in maternal–fetalmedicine, we often
start by setting up a polarization between two quite diVerent bioethical
frameworks. These approaches are, on the one hand, universalism, which
focuses on universal human rights, and on the other hand, relativism, which
emphasizes the relativity of cultural belief and value systems. As long as these
polarizations remain, there is a tendency to create two opposite bioethical
positions – that is, universalist liberal individualism and relativist com-
munitarian collectivism. Since these positions are also seen as incompatible, a
productive dialogue and ethical concurrence between them appears to be
logically impossible. In relation to human rights protection, however, it often
appears that both positions appeal to the universal request for rights protec-
tion. Individualists demand respect for the rights of individuals and relativ-
ists for the rights of social collectives and cultural entities. Thus, despite their
apparent incompatibility, they both claim to make plausible demands from
international law and universal human rights. What is the philosophical
justiWcation for these demands?

Bioethical thinking in Western pluralist and multicultural democracies is
typically based on liberal concepts of justice, demanding the universalization
of such individualist values as respect for individual autonomy, protection of
individual rights and the promotion of equality and tolerance. Liberal indi-
vidualism demands that we treat everybody equally, no matter what their
gender, race, lifestyle or cultural background is. It also presumes that we
consider individuals to be autonomous moral agents capable of choosing
their own values and ways of life. On the other hand, this means that we need
to let individuals decide on the way they want to live their lives and what kind
of cultural identity to maintain. In other words, neither the state nor another
individual is allowed to tell somebody what kind of life is ‘the good life’
(Rawls, 1971, 1993; Hellsten, 1999: pp. 69–83).

In a modern pluralist society, we are asked to tolerate diVerent lifestyles
and respect diversity in cultural backgrounds within the liberal universalist
ethical framework. Inmaternal–fetalmedicine and reproductive health issues
this means that we are expected to respect a patient’s autonomy and rights,
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including the right to maintain one’s cultural values and beliefs. Even within
a liberal framework there are limits to tolerance – diVerences in beliefs and
lifestyles can be accepted only if they do not harm someone else or violate
someone else’s rights. Sometimes, however, the actual harm is diYcult to
detect or prove (Kukathas, 1992: pp. 105–39) .

In modern pluralist society, the most diYcult ethical and multicultural
issues are usually those involving conXicting rights and interests of diVerent
individuals. There is also the question of the status of one’s autonomy. In
maternal–fetal medicine, for example, we may sometimes disagree about
whose rights have the priority – a mother’s rights or her future child’s rights.
For instance, whilst the proponent of abortion defends women’s auton-
omous choice as a moral agent and their right to control their own body, the
opponent may believe (on religious or other grounds) that the fetus is already
a moral person and thus has rights that have to be taken into consideration.

The choice medical professionals have to make is usually between conXict-
ing rights and interests of individuals in question. In most cases of maternal–
fetal medicine this would often be the choice between respecting a pregnant
woman’s right to decide what happens to her own body and protecting an
innocent child from avoidable harm and damage. Besides abortion issues,
rights and interest may also conXict when the woman’s actions and lifestyle
(drugs, tobacco smoking, alcohol, sexually risky behaviour or unprotected
sex) may directly or indirectly jeopardize the health of the fetus (Matthieu,
1996: p. 9). (See also chapters 7 and 17 for further discussion.)

In a pluralist society the diversity of our value and belief systemsmay make
it diYcult to Wnd an agreement on whose rights and interests should be
protected in any given case. Sometimes it may seem that a woman’s rights
and interests (in remaining free from outside interference and control)
should have priority. At other times the child’s rights and interests in having a
decent quality of life may seem to override the respect for a mother’s
autonomy. However, in general these disagreements can usually be debated –
if not always conclusively resolved – within a shared ethical framework that in
itself accepts that all individuals have some universal and equal rights.

From the universal protection of human rights to ‘laissez-faire
ethics’

When medical decisions are made within a Western liberal bioethical frame-
work, the Wrst ethical guideline is that individual rights should always be
protected, which takes priority over promotion of the common good. This
guideline is also at the core of international protection of universal human
rights. The universalist position also promotes equality. The core guideline in
the promotion of equality is that individuals are treated as equals despite
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their diVerences – whether we talk about random and natural diVerences
(diVerences that individuals cannot themselves choose but are born with)
such as gender, race and ethnicity, or we focus on the diVerences in people’s
choices concerning their values, ways of living or cultural identities. This also
means that scarce resources should be allocated justly and evenly.

In medical practice, the liberal concept of justice protects patients’ auton-
omy by means of informed consent in decision-making. Sometimes this
abstract demand for the equal protection of autonomymay turn into a fear of
paternalism. Any type of interference in someone else’s choices is in itself seen
as a violation of autonomy. The result, oddly enough, is a form of relativist
reasoning called subjectivism.

Particularly in this time and age, when tolerance is in general promoted
and the plurality of belief systems, value choices and cultural identities
appears to have some intrinsic moral value, there is plenty of room for
uncertainty about how best to respect autonomy within diVerent social
settings and cultural contexts. The problem is that the liberal concept of
justice, in its universal request for respect for individual autonomy, tends to
ignore social inXuences and community pressures. Subjectivist thinking
exaggerates individual autonomy and may regard even socially coerced
decisions as independent choices. Thus, while those of us who have been
socialized with the Western individualist ethical outlook are ready to reject
cultural relativism because of its tendency to give a community priority over
individual rights, we may still get trapped into relativist reasoning on the
individualist level, in the form of subjectivism. Subjectivism can be described
as a degenerate form of individualism which turns the universal demand for
tolerance and individual rights into a laissez-faire ethics and moral indiVer-
ence, leading in the end to incapacity to make moral judgements (Hellsten,
1999: pp. 69–83).

Let us take an example of how subjectivism works within a multicultural
environment – female circumcision, now more properly called female genital
mutilation (FGM). Despite its harmful physical eVects, this tradition is still
practised in various communities around the world; sometimes it still exists
even within modern, multicultural society, practised by members of tradi-
tional cultures who claim they are merely using their right to maintain their
particular cultural identity. The reasons given to defend this practice vary
from one culture to other. In some places it is believed that a girl who does
not go through it, will not be able to get married and have children. These
beliefs turn into reality in communities in which the tradition still lives
strongly. Some other cultures see FGM as a precondition for women’s Wdelity
and social harmony of the community. Elsewhere it might be protected by
religious beliefs (Hellsten, 1999: pp. 69–83).

From the point of view ofmaternal–fetalmedicine and reproductive health
care, FGM is, however, a harmful practice, which has nomedical justiWcation.
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Quite the contrary, it is an extremely painful and traumatic experience, which
causes serious health damage to women. Mothers and their unborn children
have to endure the consequences of this practice. For instance, while giving
birth the mother can suVer from rupture and excessive bleeding. Female
genital mutilation in its various forms (circumcision proper/sunna, excision,
inWbulation) has such immediate dangers to a woman’s health as haemor-
rhage and shock from acute pain, infection of the wounds, urine retention
and damage to the urethra or anus. Gynaecological and genitourinary eVects
include haematocolpos, keloid formation, implantation dermoid cysts, chro-
nic pelvic infection, calculus formation, dyspareunia, infertility, urinary tract
infection and diYculty of micturition. Obstetric eVects are perineal lacer-
ations, consequences of anterior episiotomy, for example blood loss, injury to
bladder, uretha or rectum, late urine prolapse, puerperal sepsis, delay in
labour and its consequences, for example vesicovaginal and rectovaginal
Wstulae or fetal loss. The baby, for its part, may suVer birth defects and brain
damage because of a diYcult labour (UNICEF, 1995: pp. 54–6; Hellsten,
1999: pp. 69–83).

However, what has made the interference in the practice of FGM so
controversial from the liberal, individualist point of view is that social
coercion disguises itself as individuals’ autonomous choice. In many cases it
is not only the community and/or parents who insist on maintaining the
practice; the young women and girls themselves may appear to accept it
willingly, even ask for it. In some rare cases, even when their parents have
understood the medical dangers of the practice and have decided not to put
their daughters through it, the girls themselves may still insist on having the
operation (UNICEF, 1995, pp. 54–6).

This apparent submission to FGM and the acceptance of other harmful
traditions has made it sometimes diYcult to decide which limits an individ-
ual’s autonomy more: her social context or the paternalism practiced by
health care professionals. In general, however, it is globally recognized that
this practice is maintained by social coercion and pressure – mothers are
afraid of social ridicule and rejection by their communities. Because of the
direct physical harm caused by FGM, this tradition is now considered a
violation of individual rights (particularly as a violation of women’s and
children’s rights) and hence taken to be a human rights issue. In other words,
it is considered justiWed to try to stop or change the practice of this cruel,
culturally tied tradition.

Traditional societies and cultural relativism

Subjectivist reasoning was a result of apparently conXicting demands within
the liberal concept of justice, which, on the one hand, demanded that we give
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the rights of individuals priority over any cultural claims, and on the other
hand, allowed individuals the freedom to choose their cultural identities.
After all, sometimes it is diYcult to know exactly when some lifestyles or
cultural identities are autonomously chosen, and when they are the result of
strict socialization and indoctrination. At least in a pluralist society, we can
plausibly argue that immigrants who choose to leave their country for
whatever reason and live within a liberal society, also have to be ready to
adopt the norms of their new home country. Particularly if they have left their
own country because of its political intolerance or disrespect for individuals’
lives and rights, they should be more than ready to do away with the
traditions which themselves violate individuals’ integrity.

Finding a framework for ethical agreements becomes more complicated,
however, when health care professionals themselves cross borders and work
in a country with diVerent value and belief systems from their own. In such a
situation relativism lurks behind every corner – in a curious way, the
degeneration of liberal individualism into subjectivism gets support from
collectivist relativism. First, as discussed above, the fear of paternalism easily
leads into subjectivist reasoning and disregard of the special needs and
particular social context of an individual. While universalization of values
may sound justiWed in theory, in practice Westerners have often been accused
of too easily disregarding the rationality of ‘primitive people’, their traditions
and their choices of values and norms. The fear of paternalism still makes
many liberals wonder whether interfering in an alien culture’s practices is in
itself a violation against the universal demand for tolerance and moral
autonomy. Second, since some communities protect traditional practices by
appealing to the relativity of the cultural norms and to the human rights
principles of freedom and non-interference, liberal individualism appears to
be merely one ethical outlook among many other ones. It then has no special
position within other cultural beliefs and no right to try to assimilate other
cultures to its values. Third, since the attempts to change particular practices
might actually end up harming rather than helping individual members
of the given community, some health care professionals may feel that it is
better not to get involved at all. It becomes tempting to let other cultures
Wnd their own way to deal with their social and health problems. If
the oVered health care is not welcomed on the given conditions, why even
bother?

Women’s health in a patriarchal society

When working in an international environment, health care professionals
may notice that the liberal framework of universalist individualism does not
appear to suYce in solving the ethical problems they face in their daily work.
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Particularly when Western medical knowledge and technology is applied in
developing countries with more collectivist cultural practices, there can often
be clashes between diVerent value and belief systems. This is especially
evident in maternal–fetal medicine and reproductive health care, which must
Wrst take into account the special needs of women, and secondly Wnd a way to
satisfy these needs appropriately in diverse circumstances.

Due to social inequality, discrimination and direct violence against women
in many parts of the world, mere medical care is not enough to advance
maternal–fetal care and reproductive health. In order to improve the overall
situation, health care professionals have to identify the symptomatic social
causes of the physical problems, such as women’s low position within their
society. Particularly in patriarchal societies the questions of individual rights
and gender equality become central, because in these societies the protection
of women’s health is not a high priority. In order to explicate the relation
between the issues of culture, the issues of human rights and the issues of
women’s health, I want to take a look at some concrete patriarchal cultural
traditions which eVectively hinder the advancement of women’s health care
in many traditional communities.

The main problem is that a patriarchal social system in general gives
women very low social status. The principal duty of a woman in such a
society has historically been to bear her husband’s children (particularly
sons) and to serve as the foundation of the family. The cost to women’s health
of discharging this duty is often unrecognized, and women’s and children’s ill
health is still often explained through fate, destiny and divine will, rather than
through the neglect of reproductive health services and social injustice
(Cook, 1995: p. 263; Howard, 1995: pp. 301–13).

In many patriarchal societies there is strict control of women’s sexual and
reproductive behaviour and denial of their special needs and rights. This
control results in unjust allocation of health care resources, as well as in
violent and harmful practices such as FGM. In addition to genital mutilation
there are many other traditions that are seen as necessary in order to suppress
and guide women’s sexual behaviour. Some of these traditions may be less
violent than FGM, but in the long run they may often be as harmful. For
instance, in the Tanzanian coastal region one such tradition is the ‘teaching of
life skills’, which requires that girls stay indoors (usually in small and dark
mud huts) for between three months and three years. These girls miss
education as well as proper health care during this time.

Such direct violence as wife-battering and rape directly risks the health of a
pregnant mother, as well as the development of a fetus, in every part of the
world. In many patriarchal communities, more generally, treatment of
women and girls as inferior to men and boys aVect women’s and children’s
health and development (e.g. Howard, 1995: p. 307). In some traditional
African communities, for instance, women get less food or food of lower
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nutritional value than men, despite the fact that their energy consumption is
as high or even higher than that of men due to the hard domestic and
agricultural work they do. This workload is seldom relieved even during
pregnancy. During their pregnancy women are also deprived of special types
of food because of traditional beliefs. In Tanzania, among the Maasai tribe,
pregnant women continue their normal workload, but are denied foods high
in fat and are made to vomit every morning. In some other African tribes
pregnant and/or lactating mothers are not allowed to eat eggs and chicken.
The purpose of these diets is to keep the mother’s weight low, as well as the
child’s birth weight, to avoid a diYcult labour that can lead to the death of
either mother or child. The solution itself, however, often contributes to the
problems, because the result of these nutritional practices is that in many
cases children are stillborn, or are born with a very low birth weight (UNI-
CEF, 1995: pp. 4–6).

All these traditions and attitudes are still strongly supported not only by
the men in these societies, but at least in public apparently also by the women
themselves. In many places mothers choose the best food for their husbands
and usually also for their sons. Mothers themselves and the daughters eat
what is left over. Many attempts to change these traditions have failed,
because it is seen as insensitivity to cultural preferences. Thence, because
many of the practices and forms of behaviour are so tightly interwoven in the
cultural structure of the society, women themselves may turn out to be also
their strongest proponents (UNICEF, 1995: pp. 4–54). For example, during a
conference on women’s rights and domestic violence, held in Dar es Salaam,
many Kenyan women agreed publicly that they needed to be periodically
beaten by their husbands to become better and more obedient wives (Daily
News (Tanzania), 19 April, 1999).

In such a situation, a health care professional with a diVerent cultural
background has a diYcult task in trying to improve women’s health and
position within her community while simultaneously remaining sensitive to
cultural diVerence. If medical and other interventions are seen as disrespect-
ing the tradition of a particular community, the result may be that the old
customs are even more strongly defended and the care needed is rejected as
‘foreign’ inXuence. In the end, again it is women and children who suVer
most.

In addition to the cruel practices and direct violence which are used to
prevent or punish suspected female sexual impropriety, women and children
are often the undeserving victims of the eVects of many sexually transmitted
diseases, particularly AIDS. Men’s inWdelity, and women’s inability to refuse
sexual contact with men because of their weak social position, contribute
alarmingly to the spread of AIDS. In Western health care practice, AIDS is
often excessively medicalized. While this medicalization may help avoid
stigmatization of patients in the West, seeing AIDS merely as a medical issue
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ignores the wider social–cultural aspects involved in its spread and treatment
in the developing world. First, focusing on AIDS merely from the medical
point of viewmay disregard the social structures that contribute to the spread
of AIDS. Culturally accepted rape, socially or physically pressured prostitu-
tion and widely practiced polygamy all deny women a Wghting chance against
AIDS. Ironically, seeing AIDS as merely a medical problem may actually
stigmatize women as victims of the disease, in a situation in which they often
could not have done anything to avoid getting the HIV virus. Since talking
about sex is still taboo in many communities, the information on the virus is
not passed on properly and the real causes of the disease are misunderstood
or merely disregarded (McFadden, 1992: pp. 157–69; Heise, 1995: pp. 238–
55; Jones, 1999: pp. 223–37).Medical practitioners coming from outside with
‘liberal’ ideas are easily shunned and their views rejected.

Other types of maternal–fetal problems include early and unwanted preg-
nancies as well as unsafe abortions. While it is often understood that too
early, too late and, in general, too frequent pregnancies can cause serious
health problems to mothers, many of whom often are children themselves
(under 18 years), old habits die hard. Family planning is often not accepted,
and may even be taboo. Medical professionals who have to work with these
issues may face a dilemma about how to approach the matter and how to
educate not only women but also their husbands and/or male partners. In
Musoma Rural District in Tanzania, for instance, 25 per cent of the young
girls admitted having been forced or raped in their Wrst sexual intercourse.
Globally, between 20 to 30 per cent of all women report having been
physically assaulted by an intimate partner at least once in their life, accord-
ing to the Washington-based Health and Development Policy Project. In
1993 the World Development Report of the World Bank estimated that
gender violence causes more deaths and disability among women aged 15 to
44 than cancer, malaria, heart disease, traYc accidents or even war. Many
abused women suVer in silence because of poverty, shame, ignorance or lack
of conWdentiality and appropriate health care.

In many traditional communities with very scarce health care resources,
better family planning is essential. However, in these same communities,
marriage and motherhood often deWne one’s womanhood. Women may take
unusual risks to become pregnant and to carry a child to term even if they are
infected by the HIV virus, and even if they know what serious medical
complications it may have for their children. These women may want to have
children and/or carry their pregnancies to term, regardless how short or
painful their own or their children’s lives might be. On the other hand, in
these same societies pregnant women who are not married are often stigma-
tized, shamed and shunned by their community. Thus having an abortion
may be the only way for these girls and women to protect their future. Since
in many cases they do not want others to know about their pregnancy, unsafe
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abortions and self-abortions are typical. This results in serious health prob-
lems (Cook, 1995: pp. 256–71; Heise, 1995: 238–55; Jones, 1999: 223–37; also
Yamin and Maine, 1999: pp. 563–607). A study conducted at the Muhimbili
Medical Center in Dar es Salaam, for instance, has shown that 50 per cent of
women between 15 and 24 years of age have been hospitalized because of
abortion related complications.

A further challenge for maternal–fetal medicine is the vicious circle that
follows when young girls with unplanned pregnancies drop out of school,
and thus miss out on the information they would need in order to improve
their own and their children’s health and to plan the size of their family. They
also miss the chance to get an education that would help them to take more
general control over their own lives. After all, those who have the least access
to information, to health services, to the right to make critical decisions and
choices, are the easiest victims of any serious disease. In order to advance
women’s and children’s health and well-being, it is necessary to try to educate
women and advance their social status. At the same time, however, we need
to acknowledge that the advice given or the methods of care suggested can
sometimes lead the patient and her family to reject essential medical help,
turning instead to self-help or the less professional and sometimes straight-
forwardly harmful advice and treatment of traditional healers. In Mara
Region in Tanzania, for instance, a high number of women seek help from
traditional healers rather than professionals with modern (often Western)
medical training. The result has been that many of them die annually from
complications, such as prolonged labour pains, excessive bleeding and burst-
ing of the womb when giving birth, because of the use of untested traditional
medicine during labour (Howard, 1995: pp. 301–13). Sometimes this rejec-
tion of modern medicine occurs because the patient and/or her family and
community feel oVended by the physician’s interference in their value or
belief systems. Sometimes the cause lies in the particular treatment (family
planning, abortion, Caesarean delivery, prenatal testing or blood transfusion)
which in itself oVends against particular cultural norms.

Feminist bioethics and respect for difference

From a universalist point of view in maternal–fetal medicine and reproduc-
tive health care, the immensity of women’s health problems in many socie-
ties, particularly in the developing world, is related to the social constraints
on women’s lives. In order to improve women’s health we not only need
more health care and medical resources, we also need to improve women’s
social position and promote women’s rights within their communities.
However, controversial as it may sound, attempts to respect an individual’s
rights and autonomy within some traditional and mainly patriarchal cultures
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may very easily provide further justiWcation for the suppression of women
and children within these cultures.

Let us take an example of how liberal promotion of the same standards
everywhere and insensitivity to social inXuence can reinforce existing struc-
tural discrimination and injustice. One attempt to promote maternal health
and women’s position in a society has been to establish a system of maternal
beneWts. The idea of maternal beneWt and child allowance is to secure women
an economically more independent position. However, in order for this
proposal to succeed, the society has to have already adopted the liberal
concept of justice and to be committed to enhancing women’s rights. While
the idea in itself promises more equality to women, importing it and applying
it directly to a male-dominated culture may create serious problems in
practice. In a society in which patriarchal attitudes remain, providing ma-
ternity beneWts can sometimes weaken rather than improve women’s posi-
tion. In order to get the beneWts, men pressure women to havemore children;
the money is controlled by the men, making women even more dependent.
The practical conclusion might easily be that it is better not to promote
women’s rights in these societies, but to take an alternative approach in order
to improve women’s health. This conclusion, however, is a set-back to
international human rights protection as well as for the quest for a global
bioethics.

In order to avoid this misguided logic, recent feminist bioethical ap-
proaches oVer some guidance. First of all, feminists point out that universal-
ism in prevalent Western bioethics is based on blindness to diVerence.
Feminists believe that diVerence-blindness may in practice disregard the
special needs of individuals and particularly women. Feminists point out that
‘womanhood’ in general is seen as a form of abnormality, deviance from the
ideal norm of a man. So-called universalism often fails to take into account
how much inXuence our personal diVerences as well as social circumstances
have on our health, health care and medical practices. In its attempt to treat
everybody equally, universalism may in reality disregard the diVerences
between people (whether we talk about race, ethnicity or gender) that should
be taken into account whenwe have to decide onmedical advice or treatment
for a particular person (Wolf, 1999: pp. 65–81). Since our concept of equality
is based on an illusionary, idealistic standard of normality, we may discrimi-
nate against those who do not Wt this norm.

In medicine, the idea of equality may then easily turn into an ideal of
similarity. Treating everybody exactly the same may mean failing to under-
stand the special problems which particular groups of people, for instance
African women, may encounter in their social circumstances and in their
medical care. In many cases individual patients beneWt more from medical
treatments in which the particularities in their personal situation are taken
into consideration.
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Second, the feminist criticism of the Western abstract form of liberalism
shows that the same is true when it comes to the promotion of universal
human rights standards. Despite the demand for universality, these standards
themselves are historically based on the experience of men. Thus they either
inadvertently or deliberately ignoremany human rights violations particular-
ly relevant to women (such as domestic violence, rape and other forms of
sexual and reproductive violence and coercion). In fact, such violations of
women’s rights have become to be considered to be in many parts of the
world as natural ‘privileges’ of men.

Since human rights standards were originally set by men and justiWed by
the idea of social contract which, even in the West, historically excluded
women from equal participation as less rational and less human, there still
appear to be problems in including womenwithin the scope of human rights.
As Catharine MacKinnon (1998) has pointed out, there is always a way to
Wnd jurisdictional, evidentiary, substantive, customary or habitual reasons to
overlook these violations and to disregard women’s special needs. Thus,
those human rights violations that are done to women are actually sometimes
defended by the very human rights standards that should be there to prevent
these violations. Appeals to cultural identities, autonomy and tolerance can
be used to justify women’s global subordination by men, not only by
traditional communities but also in apparently democratic societies which
claim to promote equality (MacKinnon, 1998: pp. 105–15).

Many human rights violations escape the human rights net, because
women in general as a group (and particularly not as individuals) are still not
seen as naturally meeting the standard of the ideal of humanity. Their special
needs make them more vulnerable, but the demand for equal treatment
justiWes overlooking this vulnerability. In other worlds, the demand that
everyone should be treated the same may eVectively ignore the special needs
of women and disregard sexually based violence towards women. When and
if women’s special needs are taken into account, the ideal of individual rights
turns into a discourse of women’s collective rights as women. Talking about
collective rights makes ‘women’s rights issues’ appear to be some kind of
deviation from ‘universal human rights issues’, as any minority or cultural
rights demand is. Womanhood then remains a deviation from the ideal of
our ‘common humanity’, and women cannot meet the traditional standards
for human rights (MacKinnon, 1998: pp. 101–15).

If we want to promote equality in practice and not merely as an abstract
ideal, particularly in maternal–fetal medicine, we need to pay attention not
only to diagnostic diVerences, but also to diVerences in socio-politico-
cultural circumstance. Equality may sometimes require that we do not try to
provide all the same services to everybody everywhere, but rather that we try
to Wnd the most appropriate way to promote health in particular situations.
This means that we must take seriously the feminist criticism of Western
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abstract universalism. Particularly, we need to pay attention to how the ideal
of equality is to be realized in everyday life. It cannot merely mean some
abstract ideal of common humanity, because such a concept of humanity is
often interpreted in social and medical practice as the fundamental similarity
of all human beings, without paying attention to the diVerences in their needs
and special circumstances.

It should be noted here also that while feminist bioethics provides import-
ant criticism of abstract universalism, its own focus on diVerence is often
questionable, again because of the danger of falling into relativist reasoning.
Particularly if it is mainly gender diVerence that is emphasized, there is an
evident danger that we may construct a distinct moral outlook, which cannot
provide the normative basis for globally acceptable ethical guidelines. Thus,
feminist bioethics should not give up on the ideals of common humanity for
fear of losing the notion of universal human rights altogether – leaving
instead only women’s rights, children’s rights, minority rights, disability
rights and so on ad inWnitum. If that happens, the demand to protect
women’s rights may plausibly be seen to conXict with a ‘competing’ demand
to protect patriarchal cultural practices, instead of being properly taken to be
a demand for protection of individual rights within not only a particular
community, but in all communities.

The contradiction of relativism

Relativism is usually considered to be an opposite view to the universalist
ethical outlook. Its normative emphasis is on the incompatibility of diVerent
value and belief systems – it claims that there are no universal principles of
justice that would apply to all cultures. In the form of relativism known as
subjectivism, this means that individuals may not interfere with each other’s
value choices. In cultural relativism it suggests that members of one society
cannot legitimately interfere with the social practices and traditions of other
societies (Hellsten, 1999: pp. 69–83). Conservative traditionalists who resist
cultural change and progress tend to appeal to cultural relativism; but
ironically, so do health care professionals from individualist and traditionally
liberal cultures, who may be tempted to justify inequality in the name of
tolerance for the individual’s autonomy and choice. Ethical relativism ap-
pears to be a strong and devious opponent in our quest for a global bioethics.
However, I argue next that it can be beaten by its own internal logical
contradictions.

The main logical problem of relativist reasoning is that if it is to be
considered as a plausible normative ethical stand, as Wrst pointed out by
Bernard Williams in his Morality (1972), it cannot altogether reject the ideal
of universal values. In a form of cultural relativism, social collectives have
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moral priority, but behind this priority there is a presumption of universal
respect for diVerence and choice. The whole idea of cultural or collective
rights is based on the very same universal and rather liberal ideals of tolerance
and autonomy in choices. In other words, while individualists demand
universal respect for individual rights, cultural relativists demand universal
respect for collective rights (Williams, 1972). Since, according to the relativist
argument, one set of values should not be considered superior to any other
one, relativism in itself cannot provide justiWcation for either the collectivist
or the individualist ethical order. In the end, relativism merely argues that
neither the individualist nor the collectivist ethical outlook can claim univer-
sal status, however simultaneously it defends the absolutist idea that there are
some type of moral rights that should be universally protected. Therefore, the
self-contradiction of relativism actually provides a productive starting point
for the quest for a global bioethics.

Individuals and social collectives

In international human rights declarations there is now wide agreement that
there exist universal rights. The dispute is about whether these rights are
individual rights or collective rights. The defence of cultural rights, however,
has proven to be problematic. First, they tend to conXict with individual
rights. Second, there is an evident problem in identifying the relevant social
unit whose rights are to be respected. However, cultures are social collectives,
and social collectives are always composed of individuals; they can only claim
their rights through their individual members. Thus, the whole concept of
collective rights is built on false premises, because the development of
cultures is also attained by the work, interaction and ideas of the individual
members of the culture, and in the end by cultures’ demands for the rights of
their members (or at least for some of them, if not always for all equally)
(Kukathas, 1992: 105–39; Hellsten, 1999: 69–83).

If individual rights truly were globally equally promoted and respected,
there would not be a need for special protection of minorities and other
disadvantaged social entities. Promotion of collective rights does not mend
the existing social injustices. Instead it opens the door to further suppression
of individual rights in the name of the common good and/or cultural
identity.

The logical and practical impossibility of collective rights, however, does
not mean that we have to reject all collectivist values. Nor does it mean that
all features of individualism are in themselves desirable. After all, while the
logical incoherence of relativism opens a door towards global bioethics, it
does not directly provide us with an indisputable set of norms. Instead,
it guides us towards shared values by showing that even supporters of
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relativism have to agree that there are some autonomy-based rights, whether
individual or collective, that we must see as universal – including the right to
tolerance for the diVering views to which relativism calls our attention. Now
that we have dissolved the ethical polarization between relativism and univer-
salism, the next step is to undermine the polarization between individualism
and collectivism.

If there is some agreement on the universality of rights, tolerance and
equality, we have a basis for evaluating practices within a particular culture
against those ethical standards we already share. In other words, while we
have no basis by which to condemn an entire culture for particular practices
which in themselves violate the shared ethical principles, we have the basis to
evaluate these practices themselves. All cultures have diVerent practices and
norms, some of which may be more compatible with the universal values of
tolerance, equality and rights than others. These practices do not necessarily
correspond to the distinction between individualism and collectivism. In
order to Wnd a way to global ethical agreement on what practices are to be
abandoned and which encouraged, we have Wrst to understand the funda-
mental diVerences as well as the similarities in ethical norms between indi-
vidualist and collectivist cultures. When we are comparing, for instance,
Western individualist conceptions of health and health care against those of
the more collectivist cultures of the East or South, we may appear to start
from profoundly diVerent ethical outlooks in medical practice.

In collectivist cultures, the starting point for health care choices and
medical treatment is not usually an individual, the patient herself, but rather
her close social environment and in particular her family. For instance, in
many Eastern countries such as Japan, China, Philippines and Indonesia, as
well as in many African communities, people do not usually practice self-
determination in the explicit fashion required in the individualist, Western
part of the world. The medical decision-making is rather based on family-
determination. A family member’s health problem is an issue and responsi-
bility for the whole family. Thus, special Wduciary obligations have to be
recognized – the family must take care of the sick. A family’s duty to help the
patient is not only to provide material and economic aid, but also to help her
to make decisions, and sometimes even to make the decisions for her. Thus,
social responsibility includes the burden of listening to medical information
from physicians, making diYcult choices or signing treatment authoriz-
ations. When the chosen representative of the family talks with the physician,
his or her duty is to make everything work smoothly in the best interest of the
patient. In this type of medical culture, the relationship between a mother
and her unborn child is seldom a matter to be discussed and dealt withmerely
by the physician and the potential mother. Instead it concerns the whole
family, often including not only both parents, but also the extended families
of both parents (Fan, 1999: p. 557; Nakata et al., 1998: pp. 601–15).
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When a community is based on respect for the common good and respect
for collectivist values, it is important that we try to make a distinction
between the positive and negative sides of collectivism. For instance, it should
be acknowledged that the promotion of social ties can serve either authoritar-
ian or liberal ends – to suppress certain members of a community or to
protect an individual within her community. In fact, without a commitment
to families, communities and the well-being of social collectives as a whole, it
is in the end impossible to guarantee individual rights. Instead, the result
would be the Hobbesian state of nature, the war of all against all. After all,
without any social context and social protection, individual rights lose their
meaning. Thus, while it is true that a collective society may suppress individ-
ual autonomy and disrespect equality, it can also promote democracy in
decision-making. The most important and the most diYcult task is to Wnd
the balance between individuals’ rights and social duties.

We need to distinguish between ‘collective’ and ‘oppressive’, as well as
between ‘individualist’ and ‘individual-respecting’ – much as either individ-
ualist liberals or collectivist traditionalists may distrust that contrast. If we
talk about collectivism within a patriarchal community which oppresses
women, the family-centred mode of health care smothers mothers’ chances
to make decisions for themselves and for their children. However, in a culture
in which families are democratic and caring units of social cooperation,
sharing responsibility in time of trouble may contribute to improvement in
the patient’s medical condition and provide great relief to the patient.
Although family-centred decision-making is oppressive in patriarchal socie-
ties, in societies that already respect equality, it may have positive eVects on
both public and individual health. By comparison, in an extremely individ-
ualist society, lack of social support may add to the health problems of
women (Cheng et al., 1998: pp. 616–27; Nakata et al., 1998: pp. 601–15) .

This collectivist, family-centred decision-making model is sometimes also
called ‘familism’ (Fan, 1999: pp. 549–62) or ‘communalism’ in Africa
(Wiredu, 1996: pp. 71–3, 114–9). Behind this family-centred decision-
making model can be found very diVerent cultural understandings of what
constitutes one’s moral personhood. In the individualist ethical framework,
the individual is seen as a moral agent who is at the centre of the decision-
making process, but in collective cultures an individual’s moral status de-
pends on her relation to others, her role (as a mother, wife, daughter, sister or
in-law of someone) in a larger community and her place in the universe. For
instance, in Chinese ethical thinking, based on a Buddhist world view,
medical decisions can take a diVerent turn because people have to follow
what is seen as the natural cause of things in the cosmos. In the Buddhist
thinking, nature means something like the power of spontaneous self-
development and what results from that power. Interfering in the cause of
nature is thought to have bad consequences. From the point of view of
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reproductive health care and maternal–fetal medicine, this belief might result
in the family’s unwillingness to allow physicians to conduct any testing or
other prenatal treatments which can aVect the development of the fetus and
thus change the fate of the child (Fan, 1999: pp. 555–9; for Japan, Nakata et
al., 1998: pp. 608–9).

In maternal–fetal medical practice, the positive side of collectivism would
mean,Wrst, that family involvement in decision-making is justiWed only when
the subject of the treatment welcomes it and is informed about the decisions
concerning her and her future child. Her duty to her family, community or
society as a whole cannot violate her rights in a way that would risk or harm
her health or the health of her child. Second, since social ties have such an
inXuence on our choices, physicians and nurses have to try to Wnd out what
are the choices which are truly desired by the patient herself and what is
socially pressured.

Cultural identity vs. moral identity

In the quest for a global bioethics and universal protection of human rights,
the main challenge is to avoid the relativist trap and to introduce modern
medicine and health care in a culturally sensitive manner which promotes
individuals’ rights without striving for cultural assimilation. Introducing new
treatments, attitudes or ideas may at Wrst be considered oVensive, but it does
not in itself show disrespect towards a particular tradition or way of life.
Cultures themselves are not stable entities, rather they develop (whether this
development is progress or decay) with the actions and choices of their
individual members. Absorbing new ideas and methods of care does not
mean that a community is giving up its cultural identity, rather, the new
means can empower and strengthen the community through the well-being
of its members.

When members of diVerent cultures and social collectives demand their
rights, their demands themselves need to be based on choice rather than
social coercion. In addition to such clearly collectivist values as solidarity,
caring, mutual cooperation and social responsibility, these values must also
include the universal acceptance of the demand for tolerance and equal
respect. If the members of these cultures cannot within their communities
live in accordance with these values they want to promote, the true nature of
saving cultural identity can be questioned. In other words, if a particular
community is not itself ready ‘to practice what it preaches’, its preaching loses
its authority.

When the universal demand for tolerance and equal respect for cultural
identity is taken seriously, cultural choices are seen as an essential part of the
development of one’s moral identity. This moral identity, however, can be
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fully realized only when an individual has a chance to make independent
ethical choices against her own cultural beliefs, and when she can judge her
cultural practices against those of other cultures. Evaluating one’s values does
not mean that one must choose between two entirely diVerent value systems
of dissimilar cultures. Instead, it should be a choice between particular values
within diverse systems.

A person’s moral identity cannot be equated with cultural identity, rather,
moral identity is a precondition in our choices of lifestyles, traditions and
cultural allegiances. In other words, when cultural diversity and respect is
emphasized, it needs to be recognized that a person’s moral identity is always
inXuenced by her cultural background. However, it should not be wholly
equatedwith her culture. The stronger our moral identity is, the better we can
change and develop our cultural practices without losing our cultural identi-
ties. In fact the more moral character we have developed, the more we learn
to appreciate the good in our cultural background.

In a global context this means that sometimes we need to interfere with
practices that we see as unjust, and to help both the victims of this oppression
and the oppressors to recognize the injustice practiced. Once the injustice is
brought out in the open, it is more diYcult to defend in public. This is the
case above all when these practices cause serious health risks to individuals.
After all, these individuals as members of particular communities (as is
particularly the case with women and children) themselves guarantee the
further existence and Xourishing of these communities and cultures (Ben-
habib, 1995: p. 238).

Towards a global bioethics

From the point of view of global bioethics, we have to Wnd the proper ways to
make a distinction between positive and negative cultural features. In order
to do this, we need to recognize the following points. First, we need to see
which ethically disturbing practices are genuinely due to cultural beliefs, and
which to ignorance or lack of education. Second, we need to acknowledge
which ethical issues are the result of fundamental cultural diVerences (e.g.
between respect for individual autonomy and collectivist decision-making
processes). Finally, we have to diVerentiate those ethical issues which appear
to be culturally bound but in fact are a consequence of invalid logic and/or
misinterpretations of the values that we may already share.

After we have identiWed the foundational cause for ethical disagreements,
we need to Wnd the right way to educate people with diVerent cultural and
social backgrounds. We need not only to understand the traditional roles of
diVerent groups in this society, but also to use these groups as our messen-
gers. We need to be sensitive to the diVerences in cultural attitudes and to
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give more emphasis to the role of the family and community in health care
and in social development in general. This can help to plan the education and
medical care accordingly. In many cultures, individuals and particularly
individual women, are powerless without the support of the rest of the
community. When communities as a whole understand that common good
can be achieved only through the well-being of their individual members,
they can develop grass-root level progressive forces. This means that in
addition to access to basic maternal health care and family planning services,
medical professionals have to make connections with the traditional leader-
ship (chiefs, religious leaders and elders) within a particular community.
Partnership between health services, formal political systems and traditional
social systems will be necessary in order to Wnd an inter-culturally acceptable
strategy for delivering the proper health services. Consultations with com-
munities and community-based service provision are needed to identify
community concerns and to design mutually satisfactory ways to promote
better health. In Ghana, for instance, a pioneering rural project on basic
health care (funded by USAID, the Rockefeller Foundation, and the Ministry
of Health of Ghana) has focused on community-based health care, resulting
in increased immunization coverage and greater use of family planning
methods. The community members themselves are involved in choosing the
health care methods as well as with the results (Guardian (Tanzania), July 9,
1999).

Conclusion

Many reproductive health problems are caused by women’s unequal access to
medical and other resources, as well as by oppressive sexual, health and birth
practices. Particularly in patriarchal cultures, the real reasons for women’s
chronic reproductive disabilities or premature death in labour/childbirth are
often heavy burdens of work, poor nutrition of women and girls, too early
and continual pregnancies and generally excessive childbearing, often accom-
panied by direct physical violence. But a patriarchal culture is not necessarily
collective. Even within individualist cultures there remain attitudes and
practices that treat women as less valuable than men. Women’s special needs
are often ignored, whether deliberately or inadvertently, either in the name of
universal respect for overestimated autonomy or in the name of cultural
rights. All in all, human rights standards themselves tend to ignore the
complexity of women’s social position and are used to justify practices and
behaviour which, if done to men, would be automatically considered as
human rights violation.

If we take seriously the feminist challenge to modern bioethics when we
deal with patients from diVerent cultural backgrounds, we can Wnd a proper
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way to promote the health and well-being of women and children without
ignoring diVerence, social ties and local cultures. In Tanzania, the Ministry
for Community, Development, Women’s AVairs and Children (led by a
woman minister) is itself, at least in principle, an example of an attempt to
pay more attention to the role that communal values, social ties and gender
play in development. In order to promote health as well as justice, we need to
take into account the local context and the particular physical, social and
cultural circumstances of the particular patient. This means that the delivery
of health services to individuals has to start by focusing on their characteristi-
cs and powers of their communities, instead of promoting standardized
benchmarks.

Sensitivity to diVerences between individuals and social collectives, and a
focus on the positive features of particular cultural systems, help us to turn
communities into progressive rather than regressive forces in the improve-
ment of maternal and fetal health. Strong communal and family values,
diVerent cultural beliefs and social practices should not be condemned,
rather they should be objectively considered as an integral part of develop-
ment. No culture is inherently unreasonably resistant to development and
change towards better living conditions as long as enough sensitivity and
respect is shown towards its particular, local characteristics.

To summarize, this chapter aims to show that it is not impossible to Wnd a
shared set of values that can be universally promoted in diVerent types of
cultures, without requiring cultural assimilation. Individuals’ rights can and
should be promoted even within collectivist cultures. While this means
abandoning repressive social structures, it does not have to mean turning
away from close social ties and solidarity. In the same way, collectivist values
such as social responsibility and caring can and should be promoted in
individualist cultures. This does not have to mean that we are returning to
traditionalism. While social collectives can oppress their individual mem-
bers, there is no reason why they could not also empower their members.
While individuals may disregard their communities, there is no logically valid
or morally legitimate reason why they should not work for the good of these
communities – as long as we treat the individual members as equally valuable.
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HIV in pregnancy: ethical issues in screening and
therapeutic research

Paquita de Zulueta
Department of Primary Healthcare and General Practice, Imperial College School of Medicine, London, UK

Introduction

Human immunodeWciency virus (HIV) infection in pregnancy creates com-
plex and challenging moral dilemmas, both for pregnant women and for
those involved in their care. A recent breakthrough in research has shown
that mother-to-child transmission (vertical transmission) can be reduced
with the use of anti-viral drugs (Connor et al., 1994), with obstetric interven-
tions – Caesarean section in particular (European Mode of Delivery Collab-
oration, 1999) – and with avoidance of breast-feeding. These Wndings have
made pregnant women the focus for preventative and therapeutic strategies,
and for public health policies. They have provided the impetus for further
research into cheaper and simpler ways to reduce vertical transmission in
resource-poor countries. They have also generated ethical challenges and
dilemmas at both the individual and the global level.

Setting the scene

HIV-related disease, AIDS, now kills more people worldwide than any other
disease. In 1998, two and a half million people died from AIDS. A report in
1999 from the United Nations AIDS program (UNAIDS, 1999) cited the
prevalence in 1998 as being 33.4 million, a rise of 10 per cent (nearly six
million new cases), from the year before. This shows a disturbing lack of
progress in prevention nearly 20 years into the epidemic. People living in
sub-Saharan Africa account for two-thirds of those infected with the virus.
The majority of these infections are acquired from heterosexual or vertical
transmission.

Females in sub-SaharanAfrica are particularly vulnerable to HIV infection.
Rates in girls are three to four times that of boys (Malloch Brown, 2000). This
is owing to a variety of socio-cultural factors, such as sexual behaviour,
poverty, migrant labour and gender inequality. Women account for 43 per
cent of all HIV-infected people over 15 years of age (UNAIDS, 1999). It was
predicted that by the year 2000, six million pregnant women would be
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infected with HIV (Scarlatti, 1996). HIV infection is transmitted to 15–25 per
cent of babies born to HIV-infected women in Europe and America, and to
25–35 per cent of those born in Africa, India and Thailand (Peckham and
Gibb, 1995; Newell et al., 1997).

The majority of children acquire HIV infection from their mothers, such
that the number of infected children parallels the number of infected women.
The United Nations reported that in 1997 there were approximately 600 000
babies infected annually with HIV-1 through vertical transmission – about
1600 daily – and that 90 per cent of these were born in Africa (UNAIDS,
1998a). In fact, according to Peter Piot, executive director of the UNAIDS
agency, half of all newborn babies in Africa carry the HIV virus (Anonymous,
1999a).

This exceedingly bleak outlook is relieved in part by the discovery that the
following measures can reduce vertical transmission:
∑ Avoidance of breast-feeding decreases transmission after birth by about 14

per cent (Dunn et al., 1992).
∑ More importantly, the large randomized controlled trial conducted by the

Paediatric AIDS Clinical Trial Group (PACTG) in 1994 showed unequivo-
cally that perinatal treatment with an anti-viral drug, zidovudine (AZT),
signiWcantly reduced vertical transmission of the HIV virus by about two-
thirds in more developed countries – from around 25 per cent to 8 per cent
(Connor et al., 1994).

∑ Furthermore, reWning anti-viral therapy and selectively performing plan-
ned Caesarean section has given even better results (European Mode of
Delivery Collaboration, 1999).

∑ Vitamin supplements have not been clearly shown to reduce transmission,
but have improved the adverse pregnancy outcomes associated with HIV
infection in resource-poor countries (Fawzi et al., 1998).

In fact, provided that the resources are available, vertical transmission rates
can now be reduced to less than two per cent (Tudor-Williams and Lyall,
1999). In other words, vertically acquired HIV is a near-preventable condi-
tion.

In the aZuent, developed countries, up to 1994, HIV-positive womenwere
faced with the grim choice of either continuing with a pregnancy that carried
a 1:5–6 risk of their oVspring being infected (if bottle-fed), or of having a
termination. In addition, until the advent of highly active retroviral treat-
ment (HAART) in the mid-1990s, the prognosis for anHIV-infected individ-
ual was bleak. Women found to be HIV- positive faced the prospect of a fatal
progressive illness. (The time taken for AIDS to develop can vary greatly – the
average is around nine years.) But now HIV-infected individuals in these
countries can hope for an increased longevity, with the maintenance of an
independent, reasonable quality of life for several years (Cohn, 1997). Never-
theless, they need to take complex regimes of three or more anti-viral drugs

62 P. de Zulueta



(de Cock, 1997), with many adverse eVects. Some people have diYculty
tolerating the treatment physically or psychologically. The disease, albeit
more controllable, remains incurable. This has important ethical implica-
tions – sometimes overlooked in the discussion of perinatal HIV. Neverthe-
less, pregnant women in these countries can at least be conWdent that their
oVspring can escape infection, and, that if they accept treatment, they
themselves may beneWt from earlier diagnosis (de Cock and Johnson, 1998).

It is a tragic irony, however, that the countries with the highest prevalence
tend to be those with the fewest resources to combat the disease – 19 out of 20
people infected with HIV cannot beneWt from HAART. The majority of
pregnant women cannot beneWt from these modern, evidence-based treat-
ments and interventions.

For those living in developing countries, the new treatments are virtually
unobtainable owing to prohibitive costs (Anonymous, 1998; UNAIDS,
1998a; Bayley, 2000; Cochrane, 2000). For example, the 076 regime costs
$1000 in the United States. Many countries in sub-Saharan Africa spend as
little as $6 a year for health care per person per year (Bayley, 2000; Cochrane,
2000).

In resource-poor countries, antenatal care itself may be minimal or non-
existent (Graham and Newell, 1999; Marseille et al., 1999; Mofenson, 1999).
The cost and complexity of AZT treatment, according to the PACTG 076
protocol, makes it unobtainable for countries that may only be able to spend
a very small percentage of their gross national product (GNP) on health care.
It is only those who participate in trials (or the very privileged) who stand a
chance of receiving prophylactic therapy.

Hence the majority of HIV- positive women living in poor countries face
the prospect of bringing into the world children who may be infected, or
orphaned at an early age.

Even reproductive choices may be limited. In some countries, women are
expected to bear children, and fecundity is associated with high status.
Partners do not often collaborate in reducing risks and conceptions (Schott
and Henley, 1996).

Studies in the early 1990s in Kenya and other African countries have shown
that the epidemic has had little impact on attitudes and subsequent child-
bearing (Ryder et al., 1991; Temmerman et al., 1995). Political-will to
confront the problem has also been slow to manifest itself in many African
countries. But there are signs of change (Altman, 1999). It is disappointing
that at the time of writing, President Mbeki of South Africa appears to be
reversing this positive trend. Rather than endorsing a programme of national
funding for perinatal zidovudine (prevalence in pregnant women is around
one in Wve), he is exploring the evidence for AIDS not being caused by HIV –
a very unorthodox view (Anonymous, 2000a).

In conclusion, the gross inequity in resources, particularly in health care
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provision, that exist today between the aZuent and the poor countries is
brought into sharp focus by the contrasting fates of those with HIV. There
are, however, some hopeful signs of progress. The UN Security Council,
chaired by the vice-president of the USA, convened in January 2000 to
discuss actions to tackle the problem of AIDS – the Wrst time that a health-
related issue has ever been discussed. Pharmaceutical countries have agreed
to reduce the costs of their drugs for distribution in some poorer countries
(Anonymous, 1999b). The World Bank has pledged its support (Anony-
mous, 1999c; Cochrane, 2000). In addition, some countries, such as Uganda
and Senegal, have managed to reduce transmission by vigorous public health
education programmes (Anonymous, 2000b).

HIV testing and screening in pregnancy

The discovery that vertical transmission can be reduced has had a major
impact on named-testing policies in countries where resources are available
to implement preventative measures. Before 1994, anonymized antenatal
unlinked HIV screening, or surveillance, had already been widely adopted by
public health and political institutions in several countries, in order to
monitor the prevalence of HIV in the antenatal community (Heath, Grint
and Hardiman, 1988; Peckham et al., 1990; Hudson et al., 1999). For
example, in the UK, it began in 1990, as part of the Department of Health’s
Unlinked Anonymous HIV Prevalence Monitoring Programme, and con-
tinues until the present day. Pregnant women are considered an ‘epi-
demiological useful’ group because they represent a stable sub-group of the
heterosexually active population at ‘normal risk’. They are usually in regular
contact with health professionals, and have blood tests taken routinely.

I shall now consider the potential implications of a positive result, the
nature of the relationship between the health professional and the pregnant
woman, and the process of consent, as these are all relevant to a discussion
about the ethics of anonymized and named testing.

The implications of a positive result

A pregnant woman is likely to experience considerable distress on discovery
of her positive status (Manuel, 1999), particularly as she may feel more
vulnerable and dependent on others, and she has the added responsibility of
motherhood ahead of her. She may contemplate real risks of rejection from
her partner, family and friends.

For those working, employment may be put into jeopardy. Life or medical
insurance may be diYcult to obtain.

In a resource-rich country, if a pregnant woman does agree to HIV testing,
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the assumption is that if she proves to be HIV-positive, she will comply with
the treatments to prevent vertical transmission. This assumption has been
borne out by empirical research (Gibb et al., 1997; Lyall et al., 1998). A
woman, however, may not be aware of the chain of events that will proceed
from the discovery of a positive status in pregnancy. In addition to taking
anti-viral treatment, she may be advised to have a planned Caesarean section.
Some women may object. In English law, the competent woman’s right to
refuse treatment is absolute, even if her fetus is put at risk from her decision.
Once born, however, the interests of the child are paramount, and parental
views may be overridden if they are seen to conXict with the child’s welfare.
Babies can still gain protection from infection if given antiviral treatment
within 48 hours of birth, even if the mother has refused to take medication or
have a Caesarean section (Wade et al., 1998).

If a woman is known to be HIV-positive, health professionals may recom-
mend that her recently born child is tested for HIV, arguing that it is in the
best interests of the child. Diagnosis can now be made as early as one to three
months of age (Corbitt, 1999), and early diagnosis leads to improved progno-
sis (Evans et al., 1995; Richardson and Sharland, 1998). The infected child,
without treatment, usually survives only Wve years or less in developing
countries. With treatment, survival may be until the age of 15, or beyond.
Parents might not wish for their child to be tested. Knowledge of their child’s
positive status could have a profoundly negative impact on their relationship
with him or her. It is beyond the scope of this discussion to consider the
poignant dilemma for parents of whether or not to disclose to their child his
or her incurable infection and uncertain life expectancy, or to explore the
burden of imposing life-long unpleasant treatment on a child, and of protect-
ing him or her from stigma.

A British legal case in September 1999 highlighted the diYculties (Anony-
mous, 1999d; Verkaik, 1999). A woman, known to be HIV- positive, gave
birth. She had not taken anti-retroviral treatment in pregnancy and had
breast-fed from birth. There was therefore a signiWcant risk (20–25 per cent)
that the child would be infected. Health professionals were alarmed. The
couple refused to have their child tested for HIV. They did not believe that
HIV was an infection that responded to antiviral treatment. Social Services
made an application under the 1989 Children Act. The child (now four
months old) was made a ward of court, and the court overruled parental
refusal and ordered the test. If the child tested positive, treatment was to be
instituted. The woman, however, was not ordered to stop breast-feeding. The
couple Xed the country with their child. Had the child been found to be
HIV-positive, one can speculate on the diYculties in implementing a com-
plex anti-viral regime with non-compliant parents.

HIV-positive mothers in developed countries are advised to abstain from
breast-feeding, but guidelines for women respect their right to make a choice
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(Department of Health, 1999). It is evident from the case above, however,
that women may Wnd that breast-feeding causes disapprobation, and may
even result in their infants being considered ‘at risk’. Decisions regarding
their child’s welfare may then be taken out of their hands. Abstention from
breast-feeding creates particular diYculties in countries and cultures where
breast-feeding is the norm, and bottle-feeding stigmatizes a woman (Graham
and Newell, 1999). In addition, bottle-feeding may be risky in areas where
hygiene is low and may be prohibitively expensive (UNAIDS, 1998b).

Voluntary named testing poses particular ethical problems in poorer
countries (Temmerman et al., 1995; Karim et al., 1998). HIV prevalence may
be considerably higher in some of these countries, such that in theory the
cost-eVectiveness of screening is correspondingly much greater than in the
aZuent countries (Marseille et al., 1999; Postma et al., 1999; Soderlund et al.,
1999). But without the resources for treatment, as is often the case, the
beneWts to women are less clear. Knowledge of HIV status may be particularly
burdensome to those living in some countries, creating not only stigma and
social isolation, but also abandonment or violence from partners and/or
family (Temmerman et al., 1995; Duke, 1999; McGreal, 1999; Wiktor et al.,
1999). HIV testing in this context should not be undertaken without provid-
ing counselling and support. The women can be given strategies to help cope
with the disease, prepare for the future, reduce risk behaviour and make
reproductive choices. But as one researcher expressed it: ‘There is not much
that we can oVer African women once we have told them the bad news’
(Temmerman et al., 1995: p. 970).

Even if women accept testing, they do not necessarily wish to receive the
result. Presumably this is owing to the risk of stigma and social discrimina-
tion. Temmerman et al. (1995) found that most of the women participating
in a research trial in Kenya did not actively request their test result. One-
quarter dropped out of a research study once they learnt they were test-
positive. This has been a common Wnding in research studies in Africa (Dabis
et al., 1999; Guay et al., 1999; Wiktor et al., 1999).

The relationship between the health professional and the patient

As I have discussed elsewhere (de Zulueta, 2000a), the relationship between a
health professional and a patient can be characterized as a Wduciary one.
Respect for a patient’s autonomy cannot be divorced from acting in her best
interests, as it is usually the patient who knows what is best for her. Others
share this view. For example, Pellegrino and Thomasma (1988: p. 55),
both professors of medical humanities, say: ‘Respecting wishes of patients
is an essential feature of acting in their best interests’. Margaret Brazier, a
professor of law, and Dr Mary Lobjoit (Brazier and Lobjoit, 1999) also
endorse the notion of the Wduciary relationship between the health profes-
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sional and the patient, and describe it as a therapeutic alliance or partnership.
The health professional is therefore entrusted to put the patient’s interests

Wrst, and to hold certain things (such as conWdential information) ‘in trust’.
As Brazier succinctly expresses this: ‘It is trite to describe the health profes-
sional’s relationship with his or her patient as a relationship of trust, yet the
description encapsulates the very heart of the relationship’ (Brazier and
Lobjoit, 1999: p. 187). The health professional has a duty to promote the
well-being of both the mother and the unborn child, but should only provide
care that the mother agrees to. The woman, as an autonomous agent, confers
on the fetus the status of being a patient (McCullough and Chervenak, 1994).

If we believe that respect for autonomy is a fundamental principle in health
care, then we should give pregnant women the opportunity to know their
HIV status. ‘The information is material to making informed choices about
her own and her baby’s future’ (Boyd, 1990: p. 176). Pregnant women are not
typical patients. They are not ill, but are undergoing a normal physiological
process. They voluntarily seek help from health professionals to maximize
their own and their baby’s welfare. Arguably it is even more of an imperative
to respect their autonomy.

Consent

The importance accorded to patient consent reXects the respect with which
health professionals regard their patients. Consent can be deWned as both a
legal and an ethical requirement. Failure to seek the patient’s consent is not
only a moral failure, but, in English law, also leaves the doctor liable to the
tort or crime of battery or to the tort of negligence. For consent to be legally
valid, it must be competent, informed and voluntary. The information
required is such that the patient understands in broad terms the nature and
purpose of the procedure, and the principal risks, beneWts and alternatives
(Chatterton v Gerson, 1981). Voluntariness implies freedom from coercion.

Consent is a process, not an event, and involves a continuing dialogue
between the health care professional and the patient, such that there is
genuine shared decision-making. Patients should control the amount and
timing of information. I submit that in the case of anonymized testing, and in
the case of ‘routine’ voluntary named testing, consent is often vitiated by a
lack of understanding and information, and sometimes by coercion.

The ethics of anonymised unlinked screening for HIV in
pregnancy

With anonymized testing, there is a tension between the perceived interests of
society (the public good) and those of the individual. The conclusion taken
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by the working party of the UK Institute of Medical Ethics (IME), that the
beneWt to the public from anonymized testing outweighs any individual
harm (Boyd, 1990), is no longer tenable.

Despite the fundamental therapeutic change for pregnant women (at least
in resource-rich countries) since 1994, anonymous antenatal testing inexor-
ably continues in the UK and in several other developed countries (Nicoll et
al., 1998). This may be justiWed in countries where the resources are not
available to oVer counselling or treatment, and where the data may be used to
galvanize the developed world into providing aid. It seems harder to justify in
wealthy countries. In fact, anonymized testing has been abandoned in some
places, as it is considered unethical (Richards, 1999). So what are the current
justiWcations?

Anonymized testing provides accurate prevalenceWgures relatively cheaply
and easily. These Wgures, it is argued, can then be used to provide the
justiWcation for allocating more resources to the treatment and prevention of
the disease, particularly in areas of high prevalence. They can also provide
information as to the cost-eVectiveness, or desirability, of oVering voluntary
named testing. They provide valuable information for health educators and
health professionals. Public health physicians and HIV specialists argue that
there is a continuing need to monitor prevalence and trends, as these may
change (Pinching, 2000; Nicoll and Peckham, 1999), and that the data can be
used to audit the success of a voluntary named testing programme. These
arguments are persuasive, but they fail to take into account the professional’s
duty of care.

Another justiWcation that appears in the literature is the proposal that
consent to having a blood test implies consent to having it tested for HIV,
and that the patient has given her blood away and has no property rights over
it. This is dismissed by Brazier as a red herring. She points out that the when
the blood is taken, the intention is always to test it for HIV, and that the
patient should be informed of this. It could be argued that it is up to women
to decide whether they wish to have an HIV test done anonymously. But I
would counter-argue that it is unprofessional and unethical to encourage
individuals to relinquish beneWts that may aVect third parties (human
fetuses), even if these are not ‘legal persons’. Grubb and Pearl (1990) take the
view that public policy should deny women this opportunity.

Finally, it could be argued that if an informed mother agrees to anony-
mized testing, she does not intend to deprive the fetus of beneWt, as she does
not know if she harbours the virus. This argument is also used to justify the
health professional’s behaviour – no harm is intended, and there is no
responsibility to act upon the result since it is unobtainable. But a profes-
sional cannot abrogate his or her duty to inform the mother of the beneWts of
diagnostic testing. If we consider other instances of screening, such as cervical
screening, or, more appropriately, genetic screening for susceptibility to a
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treatable cancer, it would seem bizarre and immoral if professionals sugges-
ted to patients that they should not receive the results of such tests.

Anonymized testing may represent an abuse of trust in the health profes-
sional. A woman attending an antenatal clinic carries the reasonable expecta-
tion that all tests and procedures are done either directly to beneWt her or her
unborn child (de Zulueta, 2000a). This assumption is reinforced if the test is
done by a health professional, precisely because the relationship is one of
trust. As one mother poignantly expressed it: ‘But surely if they found
something wrong they’d tell you, wouldn’t they?’ (Kahtan, 1993). Policy-
makers exploit this trust in obtaining blood for anonymized testing.

All babies in the UK and several other countries have blood taken for the
Guthrie test at around six days after birth (the heel prick test). Some of this
blood is used for anonymized testing of maternal antibodies to HIV. The
baby is used as a vehicle for testing the mother. It is accepted practice not to
seek parental consent. The case for abuse of trust is even stronger than with
anonymized testing of pregnant women, as the mothers are even more likely
to assume that all tests are for the baby’s beneWt. Since the baby relies entirely
on others to protect his interests, it is arguably even more unethical to use the
baby ‘merely as a means, rather than as an end in himself ’, to paraphrase
Kant.

In order to make an informed choice, the woman needs to understand the
nature of the test itself, as well as the advantages and disadvantages of not
receiving the result should it be positive. Kennedy and Grubb (1994) take the
view that the doctor’s duty to inform may extend to informing a patient of
the risks of non-treatment. They cite a case when a doctor was found in
breach of duty for failing to inform a woman of the potential consequences of
not agreeing to a cervical smear.

Are antenatal women adequately informed to give valid consent to anony-
mized testing? The IME took the view that the widespread distribution of a
leaXet published by the Department of Health and Central OYce of Informa-
tion (1989) ‘largely satisWed’ their recommendations that it gave patients
adequate information and allowed them the option to refuse (Boyd, 1990:
p. 176). But this assumes that women read the leaXets, and that they are in a
language which they can understand. In addition, the leaXet issued by the
Department of Health, in circulation after 1994, does not refer to treatments
available for reducing vertical transmission. Nor does it refer to the risks of
breast-feeding. In any case, the notion of passive consent, that is to say that
consent is implied unless there is a verbal refusal, is ethically unsound and ‘a
concept quite alien in English law’ (Brazier and Lobjoit, 1999: p. 183).

Some statements make it clear that policy-makers actually do not wish for
informed consent (Department of Health, 1997: p. 73). In clinics that pro-
vide universal testing (see later), the women should have received the
relevant information from a pre-test discussion with the midwife, and the
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opportunity to have a named test. But the contradiction in undertaking both
named and anonymized tests is striking. ‘On the one hand she is receiving the
strong message that she should accept testing ‘‘for the good of her baby’’. Yet
on the other hand she is being asked to accept testing whereby she and her
baby cannot beneWt!’ (de Zulueta, 2000b: p. 25).

Do women understand the nature and purpose of antenatal testing?
Anecdotal and empirical evidence (Kahtan, 1993; Chrystie et al., 1995) shows
that the majority of women do not understand anonymized testing. In
addition, it is doubtful that all women know that their blood is being tested
anonymously for HIV. In one study only Wve per cent fully understood the
nature of the testing, and a signiWcant proportion believed that they would be
informed should the result be positive (Chrystie et al., 1995).

The standards committee of the GeneralMedical Council in 1988 took the
view that unlinked anonymous HIV testing breached no fundamental ethical
principle (Anonymous, 1988). In the light of my arguments, this statement
can no longer be upheld. The principle of autonomy is frequently infringed
by the process of anonymized testing, and, as Brazier says, ‘Consent truly is a
myth’ (Brazier and Lobjoit, 1999: p. 179). The moral justiWcations for violat-
ing autonomy are considerably weakened by the knowledge that there are
methods to prevent vertical transmission. Women must be made aware that
by relinquishing the opportunity to receive the result of the HIV test, they are
depriving themselves and their future children of potential beneWt.

The ethics of named testing

The Department of Health’s Unlinked Anonymous Surveys Steering Group
in 1989 rejected mass voluntary testing as an alternative to anonymized
testing. The harms of voluntary named testing – social discrimination, stigma
and the lack of a curative treatment if found to be HIV-positive – were
considered to outweigh the beneWts. Gill, a consultant epidemiologist, and
colleagues, summarized the position against voluntary testing in 1989: ‘If the
necessary HIV surveys use the universal named case Wnding method they will
be complex, expensive, and subject to participation bias. They may cause
considerable and avoidable distress in populations with very low preva-
lence’(Gill et al., 1989: p. 1296). This statement appears to be borne out by
empirical evidence. The uptake for anonymized testing in the UK in 1996 was
99.9 per cent, but below 25 per cent for voluntary named testing (Gibb et al.,
1998). This paternalistic practice of withholding the truth is now viewed as an
infringement of patient autonomy. Furthermore, empirical evidence shows it
to be contrary to the wishes of most patients (Novack et al., 1979; Buckman,
1996). As argued above, the beneWts of named testing, and the arguments in
favour of truth-telling are further strengthened, particularly as third parties
are placed at risk by non-disclosure.
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The diVerent methods of implementing named testing are as follows.
‘Opting out’ is the practice whereby the HIV test is oVered as one of the
normal routine antenatal tests, and the woman is given the option to refuse
after pre-test brieWng or discussion (which I shall describe below). This is also
referred to as universal or routine testing. ‘Opting in’, by contrast, makes the
test available to all, but places the burden on the woman to request it. The
latter system was rejected by the IME on the grounds that women who were
unaware of being at risk would not beneWt, and that those who did consider
themselves at risk could expose themselves to discrimination and stigmatiz-
ation. In addition, this ‘request policy’ has been shown to be ineYcient in
identifying those at risk (Gill et al., 1989). The IME, even in 1990, recommen-
ded ‘opting out’ testing. Targeting women who are considered to be at risk, a
‘selective policy’, has been perceived as discriminatory (Mercey, 1998; Sherr
et al., 1998/9) and ineYcient (Hawken et al., 1995; Noone and Goldberg,
1997).

Following 1994, there was a shift in policy, and antenatal women in
resource-rich countries were targeted by policy makers and public health
institutions for strategies to reduce the transmission of HIV to infants. The
majority of industrialized countries adopted a universal testing policy
(whereby all women were oVered the test), and developed their own guide-
lines. The European Collaborative study collected and collated data on
antenatal testing from 15 members of the European community (Thorne et
al., 1996). Policies ranged from mandatory or near-mandatory testing, to no
policy at all (Hudson et al., 1999).

Governments decide, according to resources and priorities, at what level of
prevalence a universal policy will be introduced. This will vary greatly
between poor and rich countries. Women at high risk in ‘low-prevalence
areas’ may well miss out; this resource allocation dilemma is one well known
to all screening programmes, and diYcult to resolve. This merits further
discussion, but suYce to say that if resources are available, there is a strong
argument for recommending a universal policy for all pregnant women
(Hudson et al., 1999). In 1994, the UK Department of Health endorsed a
policy of universal voluntary testing in ‘areas of high prevalence’ (deWned as
HIV prevalence of one in Wve hundred or less), and issued guidelines
(Department of Health, 1994). The Centres for Disease Control and Preven-
tion (CDC) recommended this testing policy in the US for all pregnant
women, and published inter-professional guidelines (CDC, 1995). In the US,
doctors are advised to oVer the test to women and to obtain written consent
or refusal in order to avoid litigation. The reasons for refusal must be
carefully documented, and the woman advised to have the test on each
subsequent visit (Grimes et al., 1999). Some countries, such as France and the
Netherlands, have made it mandatory for health professionals to oVer the
HIV test. Unsurprisingly, uptake in these countries is high (as well as in
Sweden and the US). In the UK it is much lower but rising (de Cock and
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Johnson, 1998; Nicoll et al., 1998). High uptakes have been followed by a
decline in paediatric AIDS (Nicoll et al., 1998; Nicoll and Peckham, 1999).

The latter observation has fuelled the impetus for increasing uptake. In
fact, in some places, mandatory testing is favoured in order to guarantee a
maximum uptake, and therefore to ensure beneWt to the greatest number of
babies born from women with HIV. The American Medical Association
recently voted in favour of mandatory testing of pregnant women, although
mandatory testing is a legal requirement in only a few states such as Texas and
New York (Phillips et al., 1997; Sherr, 1999). Phillips et al. (1997) found that
in San Francisco the majority of health professionals favoured mandatory
antenatal testing. Testing without consent is common (Sherr, 1999). Even
some pregnant women favour routine testing without consent, as found, for
example in Kenya (Marjan and Ruminjo, 1996). It would appear that these
women may prefer not to have the burden of choice.

The requirement to provide pre-test counselling has been identiWed as an
obstacle to implementing named testing and to obtaining high uptakes.
Counselling implies a client- or patient-centred, non-directive approach, and
a specialist counsellor. The counsellor allows the patient to express her
beliefs, concerns and expectations. She helps her to identify the priorities and
issues, to consider the risks and beneWts of testing, and to explore the options
available. The patient can then make an informed decision. This process can
be time-consuming, expensive, and may not always yield a high acceptance
rate from women (Gill et al., 1989; Simpson et al., 1998).

In response to these drawbacks, institutions have recommended a modi-
Wed approach to pre-test discussion. For example, the UK Intercollegiate
Working Party for enhancing voluntary conWdential HIV testing in preg-
nancy (1998) recommends universal pre-test discussion by general staV, and
a directive rather than non-directive approach. The health professional rec-
ommends, rather than simply oVers, the test. This approach is favoured, as it
is believed to save time and resources, and yield a higher uptake. It is more
‘cost-eVective’. ‘Recently a more pragmatic approach has been advocated, in
which a focused testing regime – taking less than a third of the time – is used
to encourage normalization of the test’ (Madge and Singh, 1998).

But can consent remain truly ‘voluntary’ in the context of universal
‘routine’ testing? Although the guidelines state that the woman must give her
explicit consent, this may be hard to achieve in practice. The reasons for this
include the following:
∑ ‘high status coercion’ by professionals (see below);
∑ imposed targets, placing health professionals under duress to maximize

uptake;
∑ multiple tests, creating confusion;
∑ lack of time and resources to allow a discussion suYciently detailed for

women to understand the nature and purpose of the test.
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Health professionals set the agenda with universal or routine testing. Pre-
natal testing for HIV (and for that matter, other infections and conditions)
might well be low down on the list of priorities for women attending the
booking clinic.

A health professional occupies a position of authority, and if he or she
recommends a test, many women would feel that it is not within their rights
to refuse. This is particularly true of women from some ethnic groups (Sherr
et al., 1998/99). Sherr (1999: p. 47) deWnes this as ‘high status coercion’ which
may ‘persuade women to accept any number of tests in the belief that her [sic]
care may be jeopardised if she refuses’. Brody (1992) highlights the import-
ance of power in the health professional–patient relationship. It is not what
the midwives tell the women, but how they tell them. The strongest factor
inXuencing uptake, excluding the direct oVer of a test, has generally been the
individual midwife interviewing the woman (Jones et al., 1998; Simpson et
al., 1998). Paradoxically, there may be an inverse association with women’s
knowledge of HIV and transmission (DuVy et al., 1998a; Sherr et al., 1998/
99). Studies in South Africa (Karim et al., 1998) showed that many women
being recruited for therapeutic trials believed that if they refused testing, they
would be deprived of antenatal care, or receive substandard care.

These Wndings reinforce the hypothesis that consent is driven by the health
professional’s agenda, and that routine testing may not always be fully
voluntary. Women most at risk (aside from intravenous drug users) are from
high-prevalence areas, particularly from sub-Saharan Africa, and their Wrst
language is not English or any other Western language. They are likely to
encounter diYculties with language and communication in western coun-
tries.

Schott and Henley (1996) quote studies that show that women who speak
little or no English are given fewer choices and less information, and that
health professionals tend to be paternalistic and insensitive towards them,
concluding that: ‘They cannot give genuinely informed consent’ (Schott and
Henley, 1996: p. 78). Sherr et al. (1998/99) showed that ethnic minority
women in London, who were suYciently Xuent in English to answer a
questionnaire, were signiWcantly less likely to feel that they could refuse the
test or to be able to cope with a positive result. Instead they were more likely
to feel overwhelmed by the number of tests.

Health professionals should also take into account that individual auton-
omy is an unknown concept in some cultures. The individual is seen as an
integral part of the family or community and a woman has to consult her
spouse, or other members of the family, and even elders, before consenting to
medical or surgical procedures (Schott and Henley, 1996; NuYeld Council
on Bioethics, 1999; de Zulueta, 2001).

The drive to achieve a high uptake places a considerable burden on the
midwives to gain consent for testing from the pregnant women. Some health
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authorities will not provide funding unless speciWc uptake targets are met
(Phillips et al., 1997). In the UK, an uptake of 90 per cent by the year 2002
has been set as a target. But some clinics have had diYculty achieving up-
takes of greater than 40 per cent, despite a robust universal policy (DuVy et al.,
1998b).

Cost-eVectiveness studies recommend or rely on short times for pre-test
discussion. For example, Ades et al. (1999) suggest an allocation of two to
three minutes. Sherr (1999) and Simpson et al. (1999) describe studies in
which the time taken for pre-test discussion was less than three minutes.
There are no clear guidelines for how long pre-test discussion should take,
but it seems unlikely that all the issues referred to can be discussed in such a
short time span. For example, the UK guidelines recommend that the
following are included in the pre-test discussion: ‘This discussion should
ensure that the woman understands the purpose of the test, what it deter-
mines, the beneWts and problems for herself, her partner and her unborn
child of having a test, when the results will be available and that these results
are conWdential’ (Department of Health, 1994: p. 2). The CDC guidelines
recommend discussion of these and other issues (CDC, 1995). American
authors (e.g. Phillips et al., 1997) also question the likelihood of all the
relevant issues being adequately discussed in less than Wve minutes. They
point out the conXicts for the health professionals in providing an ‘ideal’
pre-test counselling practice with ‘the time and cost constraints of busy
practices and managed care plans’. These constraints provide the underlying
rationale for shorter and shorter time allowed for pre-test brieWng or coun-
selling.

In the UK, and elsewhere, HIV testing is done in the booking clinic
alongside several other prenatal tests, such as testing for syphilis, indicators
for Down’s syndrome, and early ultrasound scans. The sheer volume of issues
to consider is likely to cause confusion. Some tests, for example, for Down’s
syndrome, are done with the implicit understanding that if they prove
positive, the mother is expected to have an abortion. Women who are against
abortion may decide against HIV testing for this reason, not realizing that the
option of treatment is available (Schott and Henley, 1996).

Macquart-Moulin et al. (1995) point out how testing only women for HIV
diverges from the approach usually taken in clinical genetics, where testing
for a genetic condition is requested by a couple, both of whom are present
during the consultation. They suggest following the latter practice, as the
fetus is also placed at risk if the mother’s partner is infected.

The greatest ethical diYculty with a routine universal testing policy is that
women may believe that they have not got the choice to refuse. The empirical
studies highlight the diYculty for the health professionals in delivering a
culturally sensitive policy, whilst not depriving an at-risk group of advice
which may be of particular value and relevance. Voluntary testing can easily

74 P. de Zulueta



slide into mandatory or near-mandatory testing. Translating policy into
practice may distort the process of consent and disempower patients. Indeed
Bennett believes that ‘routine testing clearly involves a certain amount of
coercion’ (Bennett, 1999: p. 230).

Some would question how much the individual’s right to make a choice
should be respected if this autonomy jeopardizes the future of the next
generation. It can be argued that the women are hiding their heads in the
sand, for sooner or later the disease will manifest itself, and they will have lost
opportunities for themselves and their oVspring. But, as I have shown, for
some women at high risk, the immediate threats may be more compelling,
and for some women at low risk, HIV testing may be a fraught domain that
they do not wish to enter. ‘Doctors give medical guidance as to the optimal
course of action but must also recognise that patients’ responses will not be
formed solely on the basis of clinical data but by their circumstances, needs,
rational conclusions and irrational emotions’ (British Medical Association,
Ethics, Science and Information Division, 1993: p. 3). Women should be
allowed to balance the harms and beneWts, and not be steamrollered into
accepting. A balance needs to be struck (de Zulueta and Sheikh, 1999).

Confidentiality and disclosure to third parties

The UK guidelines strongly recommend that conWdentiality issues ‘must be
strictly maintained’ (UK Intercollegiate Working Party, 1998) and that ante-
natal clinics must have in place a conWdentiality policy, particularly as
obstetric notes are hand-held and may be accessible to other family members.
Respecting conWdentiality Xows from the principle of respecting autonomy –
allowing individuals to control disclosure of personal information.

The guidelines, however, do not address the dilemma for the health
professional if the woman refuses to inform her partner. For some women,
disclosure may have very unfortunate consequences, and they may be very
reluctant to inform their partners (Temmerman et al., 1995; Schott and
Henley, 1996). Men rarely attend for testing (Ryder et al., 1991). Some
women have little control over their husbands’ behaviour, and indeed over
many aspects of their own lives. To respect autonomy is of little relevance –
protection from undue harm may be of greater importance.

If a partner is not already HIV-positive, he may be at a signiWcant risk of
being infected, particularly as the couple are highly unlikely to be using
barrier contraceptives. It can be argued that his autonomy is not being
respected, as he is being deprived of information material to his future
welfare. A simple measure such as the use of condoms could save him from
premature death. It may be diYcult to hide the secret information from a
partner when a woman and her infant are being given antiviral treatment. If
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he asks why they are receiving it, should the health professionals maintain the
deception?

The UK Central Council on Nursing, Health Visiting and Midwifery
(UKCC, 1996) and the General Medical Council (GMC) guidelines (GMC,
1997) permit disclosure, but leave it to the health professional’s discretion.
The health professional may oVer conWdentiality, but should point out the
diYculties in maintaining it, and the risks to the partner. Sometimes he or
she will have to choose between duty to the woman or duty to the partner
(Boyd, 1992). The woman should be advised if disclosure is planned.

Therapeutic research in pregnancy: ethical issues in
placebo-controlled trials

The 1994 ACTG 076 trial was followed by a number of randomized placebo-
controlled trials with pregnant women from developing countries. This
research initiative has engendered a major controversy and a deep division in
the research community. Angry accusations have been rebutted by equally
vehement justiWcations. Both sides have been accused of ‘ethical imperial-
ism’. Perhaps the most disturbing outcome has been the proposal to revise
the international codes and guidelines for research.

The randomized controlled trial (RCT) is still considered to be the gold
standard for the assessment of eVectiveness of a drug or an intervention
(Chalmers, 1998), although it has been recognized that other statistical
methods, for example that of Bayes, may sometimes be used (Sox et al.,
1988). The ethical problems associated with the methodology of the RCT
have been extensively discussed (Schafer, 1982; Charlton 1991; Sarah et al.,
1998). For a trial to be ethical the researchers must be in a position of
equipoise: they do not know which therapy will be the most eVective (Freed-
man, 1987). There must also be valid consent. The patient must not only
understand the process of randomization, but also the risks and beneWts of
treatment and non-treatment, and the treatments currently available.

The ACTG 076 regimen is expensive and relatively cumbersome to use. It
is a three-part prophylactic regimen that involves giving oral AZT to the
pregnant woman several weeks prior to birth, intravenousAZT during labour
and delivery, and an AZT syrup to the infant daily for six weeks after delivery.
The regime was developed in France and the USA. It is clearly impractical for
use in developing countries, where many women may not present for care
until late in pregnancy or even in labour. Birth often does not take place in a
medical setting, or even in the presence of trained medical staV. Advanced
medical technology is often absent (Graham and Newell, 1999; Mofenson,
1999). In addition, if the treatment is only given to HIV-positive women,
then a full-scale HIV testing programme is entailed. This also has serious
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resource implications. There is clearly a strong rationale to Wnd a shorter,
simpler and cheaper (and safe) regimen for universal use in resource-poor
countries. Hence the impetus for the controversial placebo-controlled trials.

Lurie andWolf (1997) identiWed 15 placebo-controlled trials in developing
countries, nine of them sponsored by the US government. They claim that
these trials are unethical as they ‘seriously disturb the equipoise’ (1997:
p. 854) and knowingly deprive many infants of potentially life-saving pro-
phylaxis. Lurie and Wolf also argue that the trials contravene existing guide-
lines – in particular, the Declaration of Helsinki (World Medical Association,
1996) and the international ethical guidelines for biomedical research involv-
ing human subjects of the Council for International Organizations of Medi-
cal Sciences (1993). They also question the scientiWc rationale for placebo
controls, and suggest equivalency trials, using the best known regimen
compared against another: ‘We believe that such equivalency studies of
alternative antiretroviral regimens will provide even more useful results than
placebo-controlled trials, without the deaths of hundreds of newborns that
are inevitable if placebo groups are used’ (Lurie and Wolf, 1997: p. 854).

Marcia Angell (1997) takes an even more critical stance, comparing some
of the placebo-controlled trials to the infamous Tuskegee syphilis experiment
(Anonymous, 1992). She maintains, as do Lurie and Wolf, that researchers
have an obligation to provide the controls with the best current treatment,
rather than the best locally available one. In some countries, the latter may be
no treatment at all. To do otherwise, she argues, is to adopt a double standard
in research, or an ethical relativism that ‘could result in widespread exploita-
tion of vulnerable third world populations for research programmes that
could not be carried out in the sponsoring countries’ (Angell, 1997: p. 848).
She and others challenge the ‘slavish adherence to the tenets of clinical trials’
(ibid.), whereby subjects are treated merely as a means for the sake of research
goals. Even informed consent is insuYcient protection, she argues, ‘because
of the asymmetry of knowledge and authority between researchers and their
subjects’ (Angell, 1997: p. 847).

The justiWcations for providing placebo have included the following:
∑ Firstly, if all the research subjects were treated according to the best

standards of care of the USA, this would act as a powerful and coercive
incentive for women from poor countries to participate in the trial.

∑ Secondly, the lack of infrastructure in these countries would prevent the
full implementation of the 076 regimen.

∑ Thirdly, if the criteria are too stringent, those countries in the greatest need
are deprived of the beneWt – aVordable and feasible regimes – arising from
the research Wndings.

∑ Fourthly, the PACTG 076 trial was undertaken with subjects who did not
breast-feed. It is clearly essential to Wnd regimes that are of beneWt to
women who have to breast-feed for cultural, economic and health-related
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reasons (Benatar, 1998; Guay et al., 1999;Wilkinson, Karim and Coovadia,
1999).

∑ Other more complex arguments centre on the validity and reliability of
equivalency studies. (Halsey, 1997; Perinatal HIV Intervention Research in
Developing Countries Workshop Participants, 1999), and the risk of
anaemia (Halsey, 1997).

In a consensus statement (Perinatal HIV Intervention Research in Develop-
ing Countries Workshop, 1999) several researchers – the vast majority from
the US – stated: ‘Most of us . . . believe that a no-antiretroviral comparison
may be ethically justiWed’, in the context where no treatment is available in
the country where the research is taking place.

The NuYeld Council on Bioethics, in their discussion paper, proposed an
interpretation of principle 11–3 of the Helsinki Declaration (World Medical
Association, 1996) such that ‘the best proven diagnostic and therapeutic
method’ is interpreted as meaning ‘the best locally available diagnostic and
therapeutic method’ (NuYeld Council on Bioethics, 1999: p. 21). The latter
may mean literally nothing in many cases. This proposed interpretation
represents more than a mere tinkering at the edges, but a fundamental
change.

Yet again we see an abrogation of the duty of care of the physician to the
patient. This sits uncomfortably with Article One of the Declaration, which
deWnes the researcher’s duty ‘to remain the protector of the life and health of
that person on whom biomedical research is being carried out’. Permitting
subjects to be deprived of beneWt may sometimes be justiWed if the harm is
minimal and the beneWts commensurably great. But it is hard to extend this
justiWcation to the prevention of AIDS in infants, particularly as we are
dealing with ‘third parties’ who cannot consent or protect their own interests.
ScientiWc rigour must always be matched by ethical rigour.

In conclusion, research into the prevention of vertical transmission has
engendered a public and acrimonious debate and a schism in the medical
profession. Perhaps we are witnessing the clash between an ethic of science
Wrmly rooted in the mechanistic-reductionist or modernist paradigm, and an
ethic based on a more humanistic, postmodern worldview. The RCT strives
to create order and predictability in a world of chaos and complexity. It can
provide us with useful evidence for the beneWt of interventions, but, in order
to achieve this, it eschews individual concerns, needs and relationships. In
other words, it eliminates the ‘variables’ that make us act as moral agents to
one another. The postmodern ethic, on the other hand, allows for the
individual voice to be heard and tolerates uncertainty (Bauman, 1993;
Hodgkin, 1996; Laugharne, 1999).

The research debate has certainly highlighted the gross inequity in income
and health care provision between diVerent countries – ‘for reasons not
insigniWcantly related to the exploitative and political policies of powerful
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nations’ (Benatar, 1998: p. 222). Bayer (1994) also makes this point, and
speculates whether scientiWc progress will be matched by compassion from
the developed nations. One response to the criticisms – a revision of the
research guidelines – may lead to a dangerous shift in the ethical require-
ments for research, such that research subjects from poor countries could be
more readily exploited.

Conclusion

In the process of testing for, researching and treating HIV in pregnancy, a
fundamental ethical conXict may arise for professionals between the laudable
aim of beneWting the future generation, and the duty to respect women’s
autonomy and to beneWt them as individuals. The violation of this duty may
sometimes be justiWable, but at other times it clearly is not. Furthermore, the
justiWcations do not satisfactorily address the importance of trust, intrinsic to
the relationship between the health professional and the woman seeking
antenatal care.
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Genetic screening: should parents seek to
perfect their children genetically?

Rosemarie Tong
Department of Philosophy. University of North Carolina at Charlotte, Charlotte, USA

As the Human Genome Project nears completion, our knowledge about
genes linked to human diseases and defects is growing at a dramatic rate. It is
already possible to test embryos for several conditions at the pre-implanta-
tion stage (through pre-embryo biopsy) and to test fetuses for even more
conditions during the course of their gestation (through amniocentesis,
chorionic villus sampling and umbilical cord blood sampling) (Robertson,
1994: pp. 155–60). At present, pre-implantation and prenatal screenings
focus on severe genetic diseases (Strong, 1997: p. 137). In the near future,
however, there will be increased ability to test for mild diseases, late-onset
diseases, treatable diseases, propensities for common diseases, and even
non-disease characteristics such as longevity, height and body-build (Strong,
1997: p. 137).

Although genetic knowledge of this type may strike us as an unalloyed
blessing, ethicists worry that such information might fuel parents’ increasing
desire for perfect progeny. Up until very recently, parents could not do much
to guarantee for themselves the child of their dreams. At most, if their moral
views permitted, they could discard a pre-embryo or abort a fetus that tested
positive for a relatively small range of genetic maladies, such as Tay–Sachs
disease, Down’s syndrome and Fragile X (Robertson, 1996). However, as
soon as safe, eVective and beneWcial genetic therapies for embryos and fetuses
are developed, parents will have the option of repairing or changing rather
than destroying their progeny, an option bound to please those who believe
that human life should be protected from the moment of conception on-
wards (Mehlman and Botkin, 1998: pp. 55–87). But the availability of gene
therapy will produce in its wake a new set of ethical issues, no less serious
than the ones currently preoccupying us. Some people will not want to use
gene therapy for any reason whatsoever, claiming it is too risky, unpredict-
able or ‘unnatural’. Others will argue that gene therapy should be used, but
for therapeutic purposes only (i.e. for the elimination of genetic diseases and
defects). Still others will insist that provided it works well, gene therapy
should be available for non-therapeutic or enhancement purposes (i.e. for the
‘engineering’ of a better-than-normal child) as well as for therapeutic pur-
poses (Parens, 1998).
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Since it is the position of this last group of people that most concerns us,
the question I wish to pose is this. Assuming the successful development of a
wide range of safe and eYcacious genetic therapies, should parents be
encouraged to perfect their children through genetic means – as well as
traditional environmental means such as education? To this query many
people will, I suppose, answer with an immediate ‘yes’. They will reason that
parents should do everything in their power to enhance their children.
SpeciWcally, parents should begin by striving to create the best possible
uterine environment for their progeny. In particular, pregnant women
should refrain from drinking alcohol, smoking tobacco and ingesting a wide
range of illicit and licit drugs during pregnancy (Matthieu, 1996: pp. 9–11).
As prenatal gene therapies develop, pregnant women should also permit
physicians to penetrate their bodies, more or less invasively, in order to treat
their fetuses’ genetic maladies or simply to improve upon their genetic
endowments. Finally, parents should provide their children with as many
safe, eVective and beneWcial postnatal genetic and environmental enhance-
ment therapies as they can reasonably aVord. After all, isn’t it only right for
parents to provide their children with such opportunities?

Conceding that the above line of reasoning sounds level-headed and
enlightened, I none the less fear its darker side. Do parents really have a right
and duty to ‘perfect’ their children genetically, including their already normal
children? For that matter, do parents really have a right and duty to ‘perfect’
their children environmentally? In this chapter, I will argue that although
parents have a limited right to enhance their already normal children geneti-
cally, and, conceivably, also a limited duty to do so, they should not be
encouraged to do so. Indeed, society should actively discourage parents’
quests to ‘make’ perfect babies (Kass, 1985). It should do so, however, not
through legal bans or prohibitions on the development of genetic therapies,
but through: (1) the development of practice guidelines for health care
researchers and practitioners specializing in genetic screening, testing, diag-
nosis, counselling and therapy; and, even more importantly, (2) the creation
of democratic fora designed to achieve some sort of public consensus about
the extent of parents’ procreative and rearing rights.

Do parents have a right to enhance their children
genetically?

The US lawyer John A. Robertson has analysed in great detail parents’ rights
to select their oVspring’s characteristics (Robertson, 1994: p. 152). As Rober-
tson sees it, the speciWc right to select oVspring characteristics is linked to two
more general rights: (1) a parent’s right not to procreate children because of
the more or less burdensome aspects (physical, psychological and social) of
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reproduction; and (2) a parent’s right to procreate a child with particular
characteristics (e.g., a child who will resemble his or her parents, or a ‘normal’
child). This second right derives from ‘the great importance to individuals of
having biologic oVspring – personal meaning in one’s life, connection with
future generations, and the pleasures of child rearing’ (Robertson, 1994:
p. 153). Since negative selection activities (carrier screening, pre-implanta-
tion screening, prenatal screening and abortion) and positive selection activ-
ities (therapeutic ex utero or in utero genetic manipulation) enable parents to
select oVspring traits, Robert-son views these activities as protected by a
person’s procreative liberty.

Robertson notes, however, that like all rights, procreative rights are
limited. They protect ‘only actions designed to enable a couple to have
normal, healthy oVspring whom they intend to rear’ (Robertson, 1994:
p. 166). Actions that aim to produce oVspring who are supernormal (enhan-
cement), subnormal (intentional diminution) or clones, says Robertson,
‘deviate too far from the experiences that make reproduction a valued
experience’ to be protected by procreation liberty rights. However, some of
these non-therapeutic actions – those aimed at enhancement – might be
viewed as part of ‘parental discretion in rearing oVspring’ (Robertson, 1994:
p. 167). Parents presently seek to improve their children in a variety of ways.
For example, many parents send their children to the best schools, give them
music, art and drama lessons, have their teeth straightened, and so on. Some
parents go much farther than this, however. In the name of ‘bettering’ their
children, parents submit their children to sex-alignment operations, certain
cosmetic surgeries, growth-hormone treatments, Ritalin therapy and
multiple doses of Prozac. So long as parents can show that such interventions
are safe, eVective and beneWcial, state authorities will not interfere with
parents’ child-rearing activities. Given that this is the case, Robertson reasons
that state authorities are not likely to interfere with genetic enhancement
interventions, although they would be likely to interfere with genetic dimin-
ution interventions.

Implicit in Robertson’s view is the idea that, ordinarily, enhancement of a
fetus is beneWcial, but that diminution of a fetus is harmful. Robertson’s ideas
about what constitutes a harm seem to be roughly equivalent to those of
Norman Daniels, who views as harmful any actions that detract from so-
called species-typical functioning (Daniels, 1986: p. 28). If it is typical for the
human species that its members be able to hear and see, for example,
deliberately deafening or blinding a fetus is harmful to the fetus. But the
question remains whether, according to Daniels’s view, actions that add to
species-typical functioning are also harmful. My reading of Daniels’s argu-
ments suggests that, on the contrary, he would view such actions as beneWcial.
So long as every member of the species can do what is typical for the species
reasonably well, it matters not that some members of the species can do it

89Genetic screening



exceptionally well. In fact, it might be a good thing if every member of the
species could be a ‘peak performer’.

Given the reasonability of Robertson’s and Daniels’s implied positions on
enhancement, it is diYcult to identify what might, in the end, be harmful
about enhancing one’s progeny. Interestingly, in the course of explaining why
it would be wrong for deaf parents, who view deafness as a valuable culture
rather than a disability, to use genetic therapy prenatally to ensure deaf
children for themselves, the lawyer Dena Davis (1997) provides some clues.
Davis concedes that since people have diVerent ideas about what counts as an
enhancement and what counts as a diminution, deaf parents, wishing to
ensure deaf children for themselves, might reasonably argue that the lifestyle
in the deaf community is a good one for children – indeed, according to
Lennard Davis (1995), a better one than the lifestyle for children in the
non-deaf community. In essence, deaf parents might argue in the manner
Amish parents argue when they defend their practice of limiting their
children to an elementary school education on the grounds that further
formal education interferes with the Amish system of home-based vocational
training – i.e. learning from your parents how to live a simple, ‘God-fearing,
agrarian life’ (Wisconsin v. Yoder, 1972).

Although the majority of US society believes that it is the prerogative of
parents to shape the values and lives of their children, comments DenaDavis,
they still think that it is wrong for Amish parents, for example, to conWne
their children to the Amish community before these children are mature
enough to decide for themselves whether such a small world is the best world
for themselves. Davis notes that by depriving their children of the opportun-
ity to secure a high-school diploma, Amish parents virtually ensure ‘that their
children will remain housewives and agricultural laborers’ (Davis, D., 1997:
p. 565). An Amish child who rebels against the Amish way of life for one
reason or another will Wnd himself or herself without the basic education he
or she needs to be anything other than an agricultural labourer or housewife.
In Davis’s estimation, the parents of this child will have harmed him or her by
substantially limiting their child’s presumed right to control the course of his
or her own destiny. Davis then reasons that if Amish parents harm their
children by denying them educational opportunities, the lack of which will
set them back considerably in the larger, non-Amish community should they
decide to enter it, deaf parents would even more egregiously harm their
children by using genetic diminution therapies to deprive them permanently
of their ability to hear. Davis (1997: pp. 569–70) comments:

[D]eliberately creating a child who will be forced irreversibly into the parents’ notion
of ‘the good life’ violates the Kantian principle of treating each person as an end in
herself and never as a means only. All parenthood exists as a balance between
fulWlment of parental hopes and values and the individual Xowering of the actual child
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in his or her own direction . . . Parental practices which close exits virtually forever are
insuYciently attentive to the child as an end in herself. By closing oV the child’s right
to an open future, they deprive the child as an entity who exists to fulWll parental
hopes and dreams, not his own.

Although Davis’s arguments are directed against the practice of genetic
diminution, the crucial question to ask for our purposes is whether geneti-
cally enhancing a child ‘closes’ or ‘opens’ doors for him or her. On the one
hand, it seems that an enhanced child might have a more open future than a
‘normal’ child. For example, a person with exceptional intellectual capabili-
ties has the opportunity to pursue a much wider range of career options than
a person with minimal intellectual capabilities. On the other hand, an
enhanced child might have a future more closed than a ‘normal’ child if, for
example, his parents enhanced his intellectual and rational capacities to such
a degree that his physical and emotional capacities shrivelled. There is
historical precedent for such a concern. Using simply environmental means
(education), John Stuart Mill’s father, for example, overdeveloped his son’s
rational and philosophical talents, and underdeveloped his son’s emotional
and poetic talents. As a result, John Stuart Mill suVered a mental breakdown
as a young adult (Mill, 1956). Clearly, as in the case of parents who argue that
they have a right to discipline, educate and medically treat their children as
they see Wt, parents who argue that they have a right to alter their children
genetically as they see Wt are subject to state interference if their actions prove
harmful to their oVspring. Parents do not have a right to harm their children,
whether this harm consists in physical or psychological abuse, or in using
genetic therapy to determine their children’s future.

Do parents have a duty to enhance their children genetically?

The fact that parents have a limited right to enhance their children genetically
does not mean they have a duty to do so, unless the term ‘enhancement’ is
interpreted to include not only instances of making normal children better
than normal, but also instances of making less-than-normal children normal
(Juengst, 1998). SpeciWcally, if the necessary gene therapies were available,
parents might have a limited duty to provide their oVspring with what LeRoy
Walters and Julie Gage Palmer term ‘health-related’ physical, intellectual and
moral genetic enhancements, but not also with ‘non-health-related’ ones
(Walters and Palmer, 1997: pp. 109–11). Among those health-related enhan-
cements listed by Walters and Palmer are eliminating the genes associated
with deleterious physical, intellectual and psychiatric conditions. Since
health-related enhancements are calculated to bring abnormal individuals up
to species-typical functioning only, they are, according to Walters and
Palmer, to be distinguished from non-health-related genetic enhancements
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intended to improve normal individuals who already meet the criteria for
species-typical physical, intellectual and psychiatric functioning. Among
these non-health-related enhancements, Walters and Palmer include gene-
mediated growth hormone treatment for short-statured children who are not
growth hormone deWcient, increasing the eYciency of long-term memory
and otherwise improving the cognitive functioning of people who already fall
in normal intelligence ranges, and, as a matter of speculation, stimulation of
‘friendliness’ genes in non-sociopathic persons.Whether Walters and Palmer
have drawn the line between health-related and non-health-related enhance-
ments correctly is not the issue here, since some such division is plausible
enough (Frankford, 1998). Here, the issue is whether parents really have a
duty to use gene therapy to make their less-than-normal children normal.
One way to approach this issue is to reXect on the debate between those who
think that parents have a duty to use contraceptives, sterilization procedures
or abortion to prevent the birth of a so-called defective child and those who
do not.

Proponents of not procreating persons who fall substantially short of
‘species-typical functioning’ argue that it can be emotionally and economi-
cally draining to raise less-than-normal children, especially if they have a
serious genetic disease. Furthermore, they argue it is not in the best interests
of such children that they should be brought into existence. In this connec-
tion, the feminist philosopher Laura Purdy (1996: p. 58) has stated:

When I look into my heart to see what it says about this matter, I see, I admit,
emotions I would rather not feel – reluctance to face the burdens society must bear,
unease in the presence of some disabled persons. But most of all, what I see there are
demands of love: to love someone is to care desperately about their welfare and to
want for them only good things. The thought that I might bring to life a child with
serious mental problems when I could, by doing something diVerent, bring forth one
without them, is utterly incomprehensible to me.

Purdy believes it can be wrong to bring into the world a child with a serious
genetic disease or defect. She would prefer, however, that this type of child
should never be conceived rather than it should be aborted subsequent to
conception. Purdy argues, Wrst, that since a non-existent entity can neither be
harmed nor deprived of the kind of rights only existent entities have, it is not
wrong to prevent its conception. Second, she argues that people ought to
have children only if they can provide them with a normal opportunity for a
good life. Thus, Purdy concludes that because of what most people presum-
ably desire – namely, to nurture and love children who will Xourish and live
so-called good lives – carriers for genetic disorders which preclude a normal
opportunity for a good life should not procreate with their own gametes.

Critics of Purdy’s statement express concern that her view reinforces the
view of those who long for a society in which only perfect or nearly perfect
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people are tolerated, precisely the kind of society which the ‘imperfects’
among us should fear. The fact that our society is routinizing and normaliz-
ing genetic screening is, according to these critics, a sign that our society
might have eugenic aspirations after all. Although in the past, clinicians
recommended prenatal screening only for women over 35 years of age,
women or couples carrying genes for genetic disorders, and women or
couples who had previously procreated a child with a genetic disorder, they
now oVer amniocentesis to women under 35 upon request (Asch, 1995:
p. 387). Increasingly, pregnant women feel that they have not simply a right
to this kind of information, but a duty to get it and seriously to consider
aborting their fetus in the event of serious genetic disease.

The bioethicist Adrienne Asch is worried about society’s growing tendency
to view not only genetic disabilities such as anencephaly, Tay–Sachs disease,
Hunter’s syndrome and certain other conditions that cause degeneration and
death within the Wrst months or years of life (Asch, 1995: p. 386), but also
non-fatal genetic maladies such as Down’s syndrome, spina biWda, cystic
Wbrosis and muscular dystrophy, as reasons to terminate a pregnancy. Asch
believes that women should think long and hard before deciding to abort
their less-than-normal fetuses. She claims that there is no signiWcant moral
diVerence between a woman deciding to abort her fetus because the manwith
whom she planned to rear the child has suddenly decided to divorce her, and
a woman deciding to abort her fetus because it has a limb deformity. In other
words, as Asch sees it, it is one thing to abort one’s fetus because of something
‘wrong’ with one’s own life circumstances, and quite another to abort one’s
fetus because of something ‘wrong’ about it. Asch also claims that if it is
unacceptable to abort a normal fetus simply because it is the ‘wrong’ sex, for
example, it is also unacceptable to abort a less-than-normal fetus simply
because it has a genetic malady. Asch insists if it is wrong to abort a normal
fetus solely because it is female, because doing so sends to women and girls
the message that they are not valued as highly as males, then it is also wrong
to abort a fetus solely on account of its genetic malady, because doing so
sends to persons with geneticmaladies themessage that they are not valued as
highly as persons without genetic maladies. Ableism, says Asch, is no less
harmful than sexism.

Since it is all too easy to cross the line that supposedly separates the ‘bad’
eugenics of the past from the ‘good’ genomics of the present (Pernick, 1996:
pp. 159–66), I am inclined to agree with the view that parents have no moral
duty to abort their less-than-normal fetuses unless their fetuses’ genetic
maladies are incompatible with leading a meaningful life – i.e. a reasonably
happy and productive life. Nevertheless, I am also inclined to think that
should gene therapies be developed for conditions such as Down’s syndrome,
for example, parents would have a moral duty to use them to treat a fetus or
child aVected with Down’s. Parents who would not avail themselves of such
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an opportunity would have a diYcult time justifying their omission as being
in the best interests of their progeny. Disability is not a good in itself. Rather,
it is something with which all human beings, to a greater or lesser degree,
must cope, so that they can discover or shape meaning for themselves within
its limitations.

But even if it is reasonable to argue that parents might have a duty to
provide their less-than-normal fetuses and children with genetic therapies
intended to make them normal, I do not think it is also reasonable to argue
that parents have an equivalent duty to provide their already normal fetuses
and children with genetic therapies intended to make them supernormal or
extraordinary. Although society praises parents who take care of their
children, it does not believe that parents have an obligation to lavish all of
their resources on their children to the extent of ‘spoiling’ their children with
too many of society’s goods and services. On the contrary, society believes
that parents have a right to spend or not spend their resources on their
children, so long as they do not abuse or neglect their children. Thus, it is not
wrong for a mother to spend money on dancing lessons for herself instead of
for her child, so long as she does not, for example, spend the family’s entire
food, clothing, rent and health care budget at the Arthur Murray Dance
Studio. It is wrong for a mother to spend money on luxuries for herself, if by
doing so, she deprives her children of basic necessities. A similar line of
reasoning would Wt the case of genetic therapies intended to make one’s
already normal children somehow ‘perfect’. Parents would not be obligated
to use their resources to improve on their already normal children, if the
parents wished to use these resources for other purposes

Should parents genetically enhance their children?

Assuming, as concluded in the two previous sections, that although parents
do not have a duty to use genetic therapy to improve their already normal
children, they have a limited right to do so – should parents be encouraged to
exercise this right? To this query the lawyer John Robertson answers that if
parents are bent on improving their children, it might be preferable to allow
them to do so at the genetic rather than the environmental level. He com-
ments (Robertson, 1994: p. 167) that:

If special tutors and camps, training programs, even the administration of growth
hormone to add a few inches to height are within parental rearing discretion, why
should genetic interventions to enhance normal oVspring traits be any less legitimate?
As long as they are safe, eVective, and likely to beneWt oVspring, they would no more
impermissibly objectify or commodify oVspring than postnatal enhancement eVorts
do. Indeed, prenatal enhancementmight turn out to be preferable because an existing
child will not be the immediate object of the eVort.
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Rather than subjecting an existing child to cosmetic surgery to straighten his
or her ‘ugly’ nose, why not make sure instead that the child is born with an
appropriately-shaped nose so that he or she never has to feel badly about his
or her ‘ugly’ nose?

Robertson’s point is not to equate all prenatal and postnatal enhance-
ments, nor to imply, for example, that since using Prozac to enhance a child’s
personality is morally acceptable, then using gene therapy to stimulate a
hypothetical ‘friendliness’ or ‘liveliness’ gene would also be morally accept-
able. Rather, Robertson’s point is that pre- and post-birth enhancements
should be judged by the same criteria. It remains an open question for
Robertson whether parents should try to enhance their children at all, be it at
the prenatal or postnatal stage. The crucial issue is the nature and function of
the proposed intervention and not its timing. It may be just as wrong or right
to use Prozac as a postnatal personality pill as it is to alter a gene for shyness
or unfriendliness prenatally.

Among the bioethicists who agree with Robertson that prenatal and
postnatal enhancements aimed at one’s oVspring need to be scrutinized with
the same lens is the philosopher Glenn McGee. He makes the case (McGee,
1997: p. 117):

that reproductive genetic enhancement can best be understood within a wider range
of other, more mundane parental decisions. The basic choices parents make about
schools and nutrition and our ambitions for our oVspring are inevitable and appro-
priate enhancement decisions. The question is not whether but how to enhance the
lives and character of our children. All parental enhancements . . . are subject to some
dangers common to our cultural experiences of parenting. Paying attention to these
takes us half the way to understanding why many genetic enhancementsmay turn out
to be a mixed blessing indeed.

McGee (1997: pp. 123–33) claims that parents intent on enhancing their
children are prone to sins such as ‘calculativeness’, ‘being overbearing’,
‘short-sightedness’ and ‘hasty judgement’. Parents might, for example,
choose to enhance traits in their children which society suddenly views as
undesirable instead of desirable; or they might become so systematic and
rational about improving their children that they deprive themselves and
their children of a genuinely human parent–child relationship; or they might
put so much faith in the power of genetics that they forget the strong role
which environment plays in human development; or they might Wnd them-
selves with a child who, despite all their interventions, still falls short of their
expectations. Although such sins are ‘not-so-deadly’, says McGee, they
should nonetheless be avoided by an ‘intelligent’ and ‘cautious’ approach to
genetic enhancement. Society should, he insists, ‘work toward developing
protocols and therapies [for genetic enhancement] experimentally and grad-
ually’ (McGee, 1997: p. 132).
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Some of McGee’s points are reinforced by feminists, such as the philos-
opherMaggie Little. She worries that parents might be tempted to use genetic
therapies as well as environmental therapies, like cosmetic surgery, in order
to shape their oVspring to Wt societal standards of perfection, a largely media-
driven set of criteria for human value, and one which reXects some of the
worst features of a society that remains racist, sexist, homophobic, ableist,
and so on. For example, in a worst-case scenario, African–American parents
might request lighter skin for their children, or parents of any race might
request thin bodies and blond hair for their daughters. Little views such
requests as morally disturbing because ‘the norms of appearance at issue are
grounded in or get life from a broader system of attitudes and actions that are
in fact unjust’ (Little, 1998: p. 166). For African–Americans to want their
children to look more white than black is probably not ‘some aesthetic
whimsical preference’ (Little, 1998). It is more likely a function of a racist
history in which being black is devalued and being white is valorized.
Similarly, for parents to want their daughters to look like fashion models or
movie stars is probably not some aesthetic whimsical preference either, but
more likely, a function of a sexist history in which being an obese woman is
penalized economically and emotionally, and being a thin woman is re-
warded. Rather than welcoming and encouraging diversity and change, many
genetic enhancement activities would, in Little’s estimation, aim instead for
homogeneity and the further ossiWcation of the unjust status quo.

Concerns about justice also occupy Maxwell Mehlman and JeVrey Botkin
in their analyses of genetic technologies, including those aimed at enhance-
ment. As they see it, most of these technologies, but particularly enhance-
ment therapies, will be accessible only to those parents who have insurance
coverage, or who can aVord to pay for them out-of-pocket. Mehlman and
Botkin (1998: p. 99) speculate that, as a result of this situation, society will be
divided into two classes: a ‘genetic aristocracy’ and a ‘genetic underclass.’
They comment that the former group ‘would be virtually free of inherited
disorders, would receive powerful genetic therapies for acquired diseases, and
would be engineered with superior physical and mental abilities’ and that the
latter group ‘would continue to suVer from genetic illnesses and would have
to content itself with less eVective, conventional medical treatments. Its
members would be able to improve their mental and physical traits only
through comparatively laborious traditional methods of self-improvement’
(Mehlman and Botkin, 1998).

As bad as the consequences of this divide would be for the individuals in
the genetic underclass, Mehlman and Botkin think that the worst conse-
quence of this state of aVairs would be the destruction of democratic society.
As they see it, a genetically stratiWed society would undermine social equality
in three ways. First, it would increase actual inequality by enabling the genetic
aristocracy to secure greater genetic health and talent than the genetic
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underclass. Second, it would erode the belief in equality of opportunity by
enabling the genetic aristocracy to make themselves ‘the best and the
brightest,’ and then to pass on their genetic advantages to succeeding gener-
ations. Finally, it would destroy the hope for social mobility in the genetic
underclass, who would become increasingly resentful about their lot in life
(Mehlman and Botkin, 1998: p. 102).

Mehlman and Botkin consider the possibility of banning genetic therapies,
particularly non-therapeutic enhancement interventions, but come to the
conclusion that legal bans, and even health care practitioners’ treatment
refusals, will not work in the long run. Convinced that most people will want
to use as much safe, eVective and arguably beneWcial gene therapy as they can
aVord, Mehlman and Botkin predict that legislators and judges will succumb
to citizens’ pressures and that physicians and researchers will meet their
patients’ demands. As the demand for therapeutic and non-therapeutic
genetic intervention increases, claim Mehlman and Botkin, there will only be
two possible ways to save democracy: (1) creation of a system of genetic
handicapping for the genetically non-enhanced; or (2) a genetic lottery, open
to all citizens for no cost, in which the prize is a complete package of genetic
services. The latter option is the remedy Mehlman and Botkin favour, on the
grounds that the former option will not work for several reasons (Mehlman
and Botkin, 1998: pp. 124–8).

In particular, creation of a system of genetic handicapping ‘would require
us to ignore actual performance diVerences between individuals’ (Mehlman
and Botkin, 1998: p. 122). Unlike standard aYrmative action, which is based
on the claim that there are no relevant performance diVerences between the
person who is given a preference and the person who is not, genetic handi-
capping is based on the understanding that there are relevant performance
diVerences between persons with genetic disabilities and persons without
genetic disabilities. When something ‘important is at stake’, like airline
passengers’ safety, ask Mehlman and Botkin, would we really want ‘a pilot
who had been hired over someone with better eyesight, or stamina, or
quicker reXexes, simply in order to level the social playing Weld?’(Mehlman
and Botkin, 1998: pp. 122–3).

Whatever the ultimate merits of a genetic lottery, for now it strikes me as
better to resist the tide of demand for genetic enhancement, and to ask health
care practitioners to take the lead in doing so. Mehlman and Botkin imply
that the major reason health care practitioners cannot resist their patients’
demands for intellectually, physically and even morally enhanced oVspring
for long is that there is no end or aim of medicine with which to counter these
demands.Medicine, it has been argued, is simply a set of techniques and tools
that can be used to attain whatever ends people have; and physicians and
other health care practitioners are simply technicians who exist to please their
customers or clients, and to take from them whatever they can aVord to pay
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(Kass, 1985: pp. 157–86). Such an abdication of meaning as well as responsi-
bility on the part of themedical community strikesme as premature. Caution
suggests that, until it becomes untenable, physicians and other health care
practitioners should struggle to distinguish between health-related and non-
health-related genetic therapies, and that they should provide to their pa-
tients only health-related genetic therapies, including safe, eVective and
beneWcial health-related enhancement interventions such as genetically en-
gineered immunizations against infectious diseases (Walters and Palmer:
1997, p. 110).

Rather than arguing that it should also be permissible for health care
practitioners to provide non-health-related genetic therapies to patients
because it is already permissible, for example, for them to provide elective
cosmetic surgery to patients, perhaps we should argue instead that both these
kinds of interventions fall outside the scope of the moral practice of medi-
cine. Admittedly, just because members of the US medical community refuse
to provide non-health-related genetic therapies does not mean that some
other group of persons won’t. For example, the philosopher James Lindeman
Nelson describes a group of persons who may not rely on insurance re-
imbursement for compensation, but provide direct services to paying cus-
tomers who seek any and all enhancements; these ‘professionals’ may not be
interested in the goals of medicine, only in their own proWts (Lindeman
Nelson, in Parens, 1998: s14). However, such rivals to the expertise of
physicians and other health care practitioners are not likely to succeed unless
large numbers of physicians and health care practitioners break ranks and
join their company, a defection not likely in the immediate future.

Assuming that the medical community will remain loyal to its best ideals, it
will be important for doctors to try to make health-related genetic therapies
available to as many people as possible. Listening to concerns such as those
raised by Mehlman and Botkin, the American Medical Association has
already stated that health-related genetic therapies should be permitted only
if there is equal access to them, ‘irrespective of income or other socio-
economic considerations’ (American Medical Association, 1994: pp. 633,
640–1). To be sure, if citizen and patient demands for non-health-related
genetic therapies, particularly therapies that promise to parents not simply
normal children but the best, brightest and most beautiful oVspring, increase
to the point that they can no longer be resisted by physicians, perhaps it will
be time to distribute the dice for a genetic lottery.

For now, I hope the public has the courage to answer honestly the question
of why so many parents want to have ‘perfect’ babies. It strikes me that the
quest for the ‘perfect’ child is, at root, not a quest to make sure that all
children have an equal opportunity to lead a normal and meaningful life, but
a quest to guarantee that one’s own child will have what it takes to get more
pieces of the pie than one’s neighbour’s child. In other words, the quest for
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the perfect child aims to increase the gap between the ‘haves’ and the
‘have-nots’, and as such should be abandoned by anyone who claims to
embrace democratic values. Rather than spending our limited health care
resources on designing gene therapies to provide wealthyWesterners with the
means to have children designed to suit their whims, we should spend our
money instead on developing aVordable treatments for the innumerable
diseases – some of them genetic, but most of them environmental – which kill
hundreds of thousands of children and infants annually throughout the
world.

Children’s genes are not their entire destiny. Much depends on how much
and what kind of health care, education, housing, food and love they are
provided. After all, no matter how genetically perfect a child is born, if that
supernormal child is put into an uncaring environment, she or he will
probably not develop nearly as well as a normal or even less-than-normal
child reared in a caring environment. Our task is to create a just society in
which imperfect children can thrive, for if we succeed in this task, we may no
longer feel a need for perfect children – so satisWed will we be with our world
and the opportunities it oVers to all human beings equally.

References

AmericanMedical Association, Council on Ethical and Judicial AVairs (1994). Ethical
issues related to prenatal genetic testing. Archives of Family Medicine 3: 633–41.

Asch, A. (1995). Can aborting ‘imperfect’ children be immoral? In Ethical Issues in
ModernMedicine, ed. J.D. Arras and B. Steinbock, pp. 385–92.Mountain View, CA:
MayWeld Publishing Company.

Daniels, N. (1986). Just Health Care. New York: Cambridge University Press.
Davis, D.S. (1997). Genetic dilemmas and the child’s right to an open future. Rutgers
Law Journal 28: 549–92.

Davis, L.J. (1995). Enforcing Normalcy: Disability, Deafness and the Body. New York:
Verso.

Frankford, D.M. (1998). The treatment/enhancement distinction as an armament in
the policy wars. In Enhancing Human Traits: Ethical and Social Implications, ed. E.
Parens, pp. 70–94. Washington, DC: Georgetown University Press.

Juengst, E.T. (1998). What does enhancement mean? In Enhancing Human Traits:
Ethical and Social Implications, ed. E. Parens, pp. 29–47. Washington, DC: George-
town University Press.

Kass, L.R. (1985). Toward a More Natural Science: Biology and Human AVairs,
pp. 80–99. New York: The Free Press.

Little, M.O. (1998). Cosmetic surgery, suspect norms, and the ethics of complicity. In
Enhancing Human Traits: Ethical and Social Implications, ed. E. Parens, pp. 162–76.
Washington, DC: Georgetown University Press.

Matthieu, D. (1996). Preventing Prenatal Harm: Should the State Intervene? Wash-
ington, DC: Georgetown University Press.

99Genetic screening



McGee, G. (1997). The Perfect Child: A Pragmatic Approach to Genetics. Lanham, MD:
Rowman and LittleWeld Publishers, Inc.

Mehlman, M.J. and Botkin J.R. (1998). Access to the Genome: The Challenge to
Equality. Washington, DC: Georgetown University Press.

Mill, J.S. (1956). On Liberty. Indianapolis: Bobbs-Merrill.
Parens, E. (1998). Is better always good? Hastings Center Report 28(1): S1–S17.
Pernick, M.S. (1996). The Black Stork: Eugenics and the Death of ‘Defective’ Babies in
American Medicine and Motion Pictures Since 1935. New York: Oxford University
Press.

Purdy, L.M. (1996). Loving future people. In Reproducing Persons: Issues in Feminist
Bioethics, ed. L. M. Purdy, pp. 50–74. Ithaca: Cornell University Press.

Robertson, J.A. (1994). Children of Choice: Freedom and the New Reproductive Tech-
nologies. Princeton: Princeton University Press.

Robertson, J.A. (1996). Genetic selection of oVspring characteristics.BostonUniversity
Law Review 76(3): 444–8.

Strong, C. (1997). Ethics in Reproductive and Prenatal Medicine. New Haven: Yale
University Press.

Walters, L. and Palmer, J.G. (1997). The Ethics of Human Gene Therapy. New York:
Oxford University Press.

Wisconsin v. Yoder, 406 U.S. 205, 207 (1972).

100 R. Tong



6

Is there a duty not to reproduce?

Jean McHale
Faculty of Law, University of Leicester, Leicester, UK

Much of the language used in the debates concerning reproduction sur-
rounds the concepts of rights and of choice: the woman’s right to reproduce;
her right to choose; her right to marry and found a family. Yet there is
another rhetoric, one which has arisen again in recent years, that of respon-
sible parenting, controlled choice. The argument has been advanced that
individuals are not entitled to reproduce in all situations. In fact, that there
may rather be certain situations in which they should not reproduce, and
even that they may be required not to reproduce. It is an uncomfortable
language for many in that it harks back to the eugenics debates. This paper
explores the extent to which persons can ever be regarded as being under a
duty not to reproduce and whether such a duty can be legally enforced. First,
whenmight such a ‘duty’ arise? Secondly, what considerations would militate
against the recognition of such a duty? Thirdly, if such a duty were recog-
nized, then how could it actually be enforced in law? As we shall see in a
moment, these are very uncomfortable questions, but new technological
developments suggest that increasingly they will have to be addressed.

New reproductive technologies provide a means of controlling access to
reproductive services. The clinicians act as gatekeepers in the selection of
those who will have access to services. In such a situation individuals may be
limited in the reproductive choices they make already through state-imposed
criteria. In the UK, for example, in the context of the Human Fertilisation
and Embryology Authority (HFEA) Revised Code of Practice (1998), which
provides that:

Para 3.17. Where people seek licensed treatment, centres should bear in mind the
following factors:
(a) their commitment to having and bringing up a child or children;
(b) their ability to provide a stable and supportive environment for any child

produced as a result of treatment;
(c) their medical histories and the medical histories of their families;
(d) their health and consequent future ability to look after or provide for a child’s

needs;
(e) their ages and likely future ability to look after or provide for a child’s needs;
(f) their ability to meet the needs of any child or children who may be born as a result

of treatment, including the implications of any possible multiple births;
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(g) any risk of harm to the child or children who may be born, including the risk of
inherited disorders or transmissible diseases, problems during pregnancy and of
neglect or abuse; and

(h) the eVect of a new baby or babies upon any existing child of the family.

In many respects, Codes of Practice such as that of the HFEA itself and
guidelines issued by individual infertility clinics can be regarded as rationing
tools in relation to National Health Service (NHS) resources. They reXect
also the background to treatment services provided under the legislation,
which may take several years and ultimately still be unsuccessful. It is also a
controlled reproductive situation. Conception outside the walls of the infer-
tility clinic in the UK is not presently subject to such limitations. Using such
criteria in a general regulation of potential parents in this mannermust surely
be ludicrous in practice? None the less, with the technological developments
such as screening during pregnancy that we have today, far more information
is now available as to the health/viability of the fetus. It is inevitably the case
that the volume of such information will increase in the future. But is it and
can it be rightly said that prospective parents are under a duty not to
reproduce?

The ‘harms’ of reproduction

Why talk of a duty not to reproduce? An obvious explanation is that such a
duty should be imposed in a situation in which, were reproduction to take
place, the resultant child would suVer some form of demonstrable harm after
birth, and that such a ‘harm’ should be avoided. What, though, do we mean
in this type of situation by a ‘harm’? One possibility is that the ‘harm’ here is
that the child will have some form of physical or mental disorder. The direct
‘harm’ in the form of a disability which falls upon the child may also be
accompanied by further harms, for example, the parents may be aVected
by the birth of the child. The couple may not be able to cope with the strain
of a severely handicapped child, and relationship breakdown may be the
result.

Take the example of a couple who discover that they are at a very high risk
of passing on a degenerative incurable disorder but whowant to go ahead and
try to conceive a child. They may have the option of the use of pre-
implantation genetic screening, enabling them to select a healthy embryo for
implantation. This option is likely to be increasingly available in the future, as
evidenced in the report on prenatal genetic testing of the Advisory Commit-
tee on Genetic Testing (2000).

But the couple may object to this – for example, they may have ethical/
religious objections to the destruction of the embryo or they may want to
simply take the risk of going ahead in the hope that in their particular case
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this risk does not materialize. Should they be told that they are wrong both
morally and legally to reproduce without having screening? What of a
situation in which they are aware of the risk that ‘harm’ may arise, but they
argue that the disorder is a late-onset disorder, as a consequence not mani-
festing itself formany years. Again, should they be held to be under a duty not
to reproduce?

Laura Purdy has strongly argued that it is wrong to reproduce when we
know that there is a high risk of transmitting a genetic disease/defect. She
argues that persons who develop a condition such as Huntington’s disease are
unlikely to have what she terms ‘minimally satisfying lives’. As a result, if
someone is at risk of passing on the condition, they should not have
genetically related children. She admits that there are diYculties in attempt-
ing to deWne a ‘minimally satisfying life’:

Conceptions of a minimally satisfying life vary tremendously among societies and
within them. De rigueur in some circles are private music lessons and trips to Europe,
whereas in others providing eight years of schooling is a major accomplishment.
But there is no need to consider this complication at length here because we are
concerned only with health as a prerequisite for a minimally satisfying life.

(Purdy, 1996: p. 43.)

A more limited claim may be that parents should try to secure something
like normal health for their children. While this may be regarded as an
unsatisfactory criterion in that in some cultures debilitating conditions may
be the norm, Purdy suggests that this objection can be circumvented by
saying that parents ought to try to provide for their children health that is
normal for that culture, even though it may be inadequate if judged by some
outside standard. She states that such a position would still justify eVorts to
avoid the birth of children at risk for Huntington’s disease and other serious
genetic diseases in all societies (Purdy, 1996: p. 46). (See also chapters 13, 19,
and 20.)

The ‘costs’ of reproduction

Another reason why some may seek to impose a duty not to reproduce is that
of the resultant ‘costs’ which may result from that reproduction. If the couple
at risk of bearing a severely handicapped child make the decision to go ahead,
then who precisely will bear the cost of care and of medical treatment if the
risks attendant upon handicap materialize? The ‘welfare’ mother may decide
to go ahead and have a child, but the consequent costs of bringing the child
into the world are likely to fall upon the State in such a situation – housing,
medical treatment and the fact that the woman may be unable to enter the
workforce, at least for some time, due to child-care commitments. There has
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been considerable criticism of such women by governments in the UK, both
past and present; in the US, this group has been subject to the targeting of the
use of the injectable contraceptive Norplant (Robertson, 1994).

Does harm/cost= duty not to reproduce?

While some ‘harms’ and some ‘costs’ may be identiWed, does this lead us
inexorably to the conclusion that persons should be held to be under a duty
not to reproduce? Some may think that conception and birth where there is a
risk of those harms/costs arising may be undesirable, but does this ever really
equate with imposing a duty not to reproduce, and in particular, backing that
duty up through some recognition of legal liability?

Robertson (1994) has argued that many of these harms/costs do not
legitimate limiting reproductive choices. First, he suggests that few of those
conditions would make the life of a child so horrible that its interests would
have been better served had that child never been born. Secondly, Robertson
argues that because a woman’s reproductive interest is generally very strong,
there would need to be compelling criteria to override it, and factors such as
savingmoney would not generally be adequate. He takes as examples whether
there is a case for compulsory contraception (e.g. Norplant implants) to
prevent the birth of oVspring with congenital disease or persons who are
HIV-positive. Robertson says that both groups have substantial interests in
reproduction.

The risk of a handicapped child will ordinarily be one in four. Preventing the birth of a
handicapped child would also prevent the greater likelihood that the oVspring would
not have the disease in question. Avoiding the birth of a handicapped child may also
require pre-natal testing and abortion to which the parents are opposed. Similarly
women with HIV may still Wnd procreation immensely meaningful, both because it is
a prime source of meaning and validation in their social-cultural context and because
it meets their need for continuity after the death looming over them.

(Robertson, 1994: p. 84.)

Others, such as Purdy, are less convinced by arguments derived from
procreative liberty. She suggests that there are other ways in which reproduc-
tive desires may be satisWed, including adoption and the use of new reproduc-
tive technologies. She comments that other arguments for having children,
such as wanting the genetic line to be continued, are not particularly rational
when it brings a sinister legacy of illness and death. She also states that while a
desire to bear children who physically resemble oneself is understandable
although basically narcissistic, its fulWlment cannot be guaranteed even by
normal reproduction. Children also do not necessarily either prove adult-
hood or cement marriages. Having children on economic grounds as the
cushion for old age may not, she argues, provide the expected economic
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beneWt if they are ill; indeed, ‘expected economic beneWt is, in many cases, a
morally questionable reason for having children’ (Purdy, 1996: p. 48).

A qualified reproductive right?

A ‘duty’ not to reproduce may be seen as being in conXict with other
recognized ‘rights’. It could be argued, however, that some of those persons
whose opportunity to conceive naturally was, prima facie, limited by a duty
not to reproduce, could still conceive through the use of artiWcial reproduc-
tive technologies. Consider the couple, discussed above, who do not want to
avail themselves of the new screening technologies. One alternative is to say
to such a couple, ‘You will be penalized if you reproduce naturally and the
‘‘harm’’ in the form of the disability materializes. However, you do have the
option of pre-implantation genetic diagnosis, and this oVers you an alterna-
tive; therefore we are not limiting your reproductive choices, your pro-
creative liberty, to any great extent at all. Take the screening which is oVered
and set your mind at rest.’

But the initial attractions of such an approach pall considerably on further
consideration. Before we go down this road we need to address serious and
fundamental questions, not simply about an individual’s choice, but also
about society’s attitude to the disabled members of our community. As the
NuYeld Council on Bioethics (1995: p. 77, para 8.11) noted,

[i]t has been argued that the availability of prenatal screening and diagnosis, together
with the termination of seriously aVected pregnancies, both reXect and reinforce the
negative attitudes of our society towards those with disabilities. Indeed medical
genetics may add a new dimension if genetic disorder came to be seen as a matter of
choice rather than fate.

There is also the prospect of the ‘slippery slope’ to eugenics looming into view
(Glover, 1998). Furthermore, the recognition of a duty not to reproduce may
be regarded as unacceptable because it may mean that a person will in eVect
be virtually forced to discover their genetic status should they want to
reproduce. This may itself have other consequences with regards to the use of
that genetic information – for example, with regards to insurance and
employment prospects in years to come. It may also infringe an individual’s
‘right not to know’ (Chadwick et al., 1997). It is worth noting that the
Council of Europe (1996), in the Convention for the Protection of Human
Rights and Dignity of the Human Being with Regard to the Application of
Biology and Medicine, provides that:

Everyone is entitled to know any information collected about his or her health.
However, the wishes of individuals not to be so informed shall be observed.
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Enforcing a duty not to reproduce – the role of the law?

Just for argument’s sake, however, consider what would happen if the
objections stated above could be satisfactorily overcome. Say that there are
certain, perhaps very limited, situations in which individuals may be wrong
in seeking to reproduce – so wrong that they should actually be held to be
under a duty. In the context of a discussion of the use of Norplant for
compulsory contraception, even Robertson (1994: p. 86) goes on to say that
his conclusions may diVer in certain situations:

If they [the women] lack capacity or interest in rearing, will institutionalise the child
at birth, or face a short life span due to their own illness, required contraception
would not violate as signiWcant a reproductive interest as if they intended to rear for
long periods. If the bodily intrusion associated with compulsory contraception is
relatively minor, it may be that compelled contraception in rare cases could be
justiWed, though such policies would be highly controversial.

But this, of course, brings us on to another important issue – namely, to what
extent is recognition of such a duty at all practical in law? Some would argue
that the a moral duty may be recognizable, but as Robertson has noted, that
‘does not mean that those duties should have legal standing’ (Robertson,
1994: p. 177).

The Wrst point is whether such a duty would be legally sustainable. To hold
a woman or a couple liable for their decision to have a child, despite what are
substantial warnings regarding the risks of such a course of action, might also
constitute a breach of the European Convention on Human Rights – for
example, of Article 12, the right to marry and found a family. There are
fundamental questions regarding the privacy of the individual in relation to
their home and family life under Article 8 which would arise in such a
situation. It should also be noted that the Council of Europe Convention on
Human Rights and Biomedicine provides in Article 11 that ‘Any form of
non-discrimination against a person on grounds of his or her genetic heritage
is prohibited’. We need of course to bear this in mind, particularly in view of
the fact that those provisions of the European Convention of Human Rights
are now justiciable in the English courts since the Human Rights Act 1988
came into force in October 2000. In fact it is likely that there will be challenges
brought in the future by those who have been refused access to IVF treatment
under just these provisions in the English courts.

Secondly, would this be a duty involving state sanctions, enforceable, for
example, through the criminal law or will it be limited to civil liability,
perhaps in the form of an action brought by the child consequent upon birth?
Take Wrst the State-imposed ‘duty’. How do you inform people that they are
under such a legal duty, and that if they reproduce without Wnding out their
genetic status, there may be legal consequences? They will need to know that
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the law has changed in this area. Should there be a nationwide television
campaign? Do we have to put up notices in railway stations, general medical
practitioners’ surgeries and night clubs warning people that if they conceive
unwittingly, some form of legal liability may result?

Secondly, how should such a duty be practically enforced in the courts
without bringing the whole concept into disrepute? The Wrst possibility is
that I might be held liable in criminal law in such a situation. But on what
basis? Could there be a special oVence of intentionally conceiving, or would
this extend to reckless/negligent conception? Would the sanctions be im-
posed to avert the harm prior to conception itself occurring? Thus in the case
of the ‘welfare mother’ we have already the examples in the US of the use of
compulsory contraception – but then presumably the only way in which this
could be achieved would be through compulsory testing for the whole
population. Would the eVect of this be that people would have to have
regular tests throughout their lives?

There are very few certainties in the world. In the case of genetic diseases
we are talking about probabilities. I may pass on a genetic disease, but also I
may not. The probability level obviously diVers with regard to the disease in
question. Do I then have to simply take the risk, knowing that I may be
branded a criminal? It may be possible for certain medical conditions to be
cured or at the very least alleviated thanks to developments in medical
technology. Could, and indeed should, individuals be allowed to ‘wait and
see’? After all, with the pace of technological developments such as gene
therapy, the serious degenerative late-onset disorder may be curable by the
time that infant reaches adulthood. When then would the prosecution take
place – 25 years after the event perhaps? If I am prosecuted, just what
sanctions will be imposed on me? A prison sentence? I may be told that I
could have avoided any legal liability, because I had the opportunity to abort,
but what if I am violently opposed to abortion? Or it is the case that I would
be told if this condition emerged?

It is also the case that the practical diYculties of recognizing such a duty
may also collide with another set of legal principles, namely, membership of
the EuropeanUnion. The imposition of a duty not to reproducewould surely
oVend against the notion of freemovement principles in the EuropeanUnion
(Hervey, 1998). The ability to travel to another nation to bear a child –
something which older mothers who have been denied NHS infertility
treatment have done, and something which Diane Blood did to enable her to
be inseminated with her deceased husband’s sperm – would undoubtedly
come into play in such a situation (R v. Human Fertilisation and Embryology
Authority ex parte Blood, 1997). Cases such as that of Blood send out a
powerful message – European regulation is changing the face of health care
today, and single jurisdiction regulation may indeed be inadequate in health
care law.
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Repaying the state

An alternative is to say to the individual/couple: ‘Yes, you may reproduce in a
‘‘risky’’ situation, but if the ‘‘harm’’ does arise and, as a consequence, the state
incurs costs, then you will be liable to pay that cost’. This solution, however,
can be seen as undesirable, in that at the very least it is discriminatory
between those with Wnancial resources and those without. Those with such
resourcesmay decide to go ahead and know that whatever happens, they have
the resources to care for the children. Disabled children may thus be born,
but only to the wealthier members of society. Such a discriminatory provi-
sion is not only divisive but again would almost certainly be the subject of
challenge on human rights grounds.

Civil law liability

Another option would be to hold the parent/parents accountable in civil law.
But by whom? Firstly, there could be a state action in relation to the recovery
of costs incidental to NHS treatment for the care of a disabled child.
Secondly, an action could be brought by the child, for example, claiming that
the parents’ actions resulted in their birth in a disadvantaged or disabled
condition.

There are a number of diYculties in such a course of action. First, would
the parents be worth suing? Are they insured against legal costs? At present
the potential for such actions in civil law is limited. The Congenital Disabili-
ties Civil Liability Act 1976 provides that an action may be brought by a child
born with a disability as a result of an occurrence which aVects either of its
parents in their ability to have a normal healthy child, or an occurrencewhich
aVects the mother during pregnancy and either mother and child during
birth. The child’s claim under this statute, however, is limited because it
derives from breaches of duty owed to the parent of the child. While there is
the possibility that fathers may be sued under the Congenital Disabilities
Civil Liability Act 1976, the mother is excluded from liability with the
exception of the situation where she has been involved in a road traYc
accident. Limiting actions under the 1976 Act could be seen in terms of
limited notions of paternal misconduct. However, as Brazier (1998: p. 268)
notes, today medical science makes everything so much more complex:

Some of the practical grounds for exempting mothers from liability for parental
liability for prenatal injury need to re-examined in relation to fathers too. Questions
as to what constitutes reasonable parental conduct, what good suing a parent does the
disabled child, may apply with equal force to both parent.

Alternatively a child may seek to bring an action at common law, claiming
that they should have never been born. This is known as a ‘wrongful life’
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action. The existence of such an action in English law was rejected inMcKay v
Essex AHA (1982). Mary McKay was born in 1975. She had been infected,
whilst in the womb, with rubella and as a consequencewas partially blind and
deaf. The allegation was made that one doctor had acted negligently in failing
to treat rubella infection. Also it was claimed that another doctor had either
negligently mislaid a blood sample or had failed to interpret the results of
such tests. The real issue in the case was, however, the claim by Mary McKay
that the doctor owed her a duty of care when she was in utero, which involved
advising her mother as to the desirability of having an abortion, which advice
the mother said she would have accepted.

In the Court of Appeal the claim was rejected on a number of grounds.
First, if the duty of care to the fetus involved imposing a duty on the doctor –
albeit indirectly – to prevent the child’s birth, the child would have a cause of
action against her mother if she refused to have an abortion. The fact that a
doctor can lawfully terminate life did not mean that the child had a right to
die. To recognize such a right would be contrary to public policy. Secondly,
the Law Commission in their Report on Injuries to Unborn Children (1974),
which had rejected the wrongful life claim, had been of the view that such a
claim would impose intolerable burdens on the medical profession, because
of subconscious pressure to advise abortion in doubtful cases through fear of
action for damages. Interestingly one of the members of the Court of Appeal,
GriYth LJ, did not see this as a tenable ground. He was of the view that
provided that the defendants gave a balanced explanation of risks involved in
alleged pregnancy, including risk of injury to the fetus, the doctor could not
be expected to do more. But that may only exonerate the doctor; what of the
mother?

Thirdly, the Court of Appeal was unhappy regarding the evaluation of
damages. How could a court attempt to evaluate non-existence – to compare
non-existence and the value of existence in a disabled state? The only duty of
care which can be recognized was one that could be assessed in monetary
terms. Stephenson LJ, for example, noted the rejection of a wrongful life
claim in the 1967 US case of Gleitman v Cosgrave, where the court had said
that in assessing damages the problem was the question of whether X would
have been better oV not being born at all, ‘A man who knows nothing of
death or nothingness cannot possibly know whether that is so’ (227 A 2d 689
at 711).

Finally, the Court of Appeal held that section 4(5) of the Congenital
Disabilities (Civil Liability) Act 1976 excluded liability in wrongful life
claims, a point on which all the members of the Court of Appeal in this case
agreed. Section 4(5) of the 1975 Act provides that the Act applies to all births
after its passing, and in respect of any such birth, it replaces any law in force
before its passage whereby a person could be held liable to a child in respect of
disabilities with which it might be born.

The rejection of wrongful life actions is itself a controversial area, one
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which goes considerably beyond the scope of this chapter, and much has been
written on the issue (Harris, 1998). The policy arguments against their
acceptance, as outlined in relation to the judgments of the Court of Appeal in
this case, have been echoed by academic commentators (Lee, 1989; Fortin,
1987). An alternative approach which has been suggested is to change the
terminology used. For example, Mason and McCall Smith have suggested
that ‘we favour abandoning the principle of ‘‘wrongful life’’ in favour of
diminished life; we can then look not at a comparison, whether it be between
the neonate’s current existence and non-existence or with normality, but
rather at the actual suVering that has been caused’ (Mason andMcCall Smith,
1999: p. 165). They comment further that, ‘This carries the practical advan-
tage that the courts can understand and accommodate this form of damage,
which allows for a distinction to be made between the serious and slight
defect’ (Mason and McCall Smith, 1999: p. 165–6), although presumably the
diYculty with this approach is to ascertain what precisely constitutes the
actual suVering caused. At the present time, however, recognition of such an
action appears unlikely in English civil law.

Even if such an action were recognized in principle, establishing it could
prove diYcult. What of fathers? Should civil law liability apply only where the
individual is in an established relationship? What of the woman who be-
comes accidentally pregnant? Does this mean that the concept of parental
liability extends beyond the scope of the Child Support Agency to civil law
liability? What if genetic tests are undertaken which, while they appear clear,
are actually faulty? Presumably in this situation the couple would not be
liable, but here an action may then be brought against the clinician, precisely
the type of action rejected in McKay. What happens if it is some time since
the couple was tested, but they conceive and then discover that the fetus is
handicapped? Are they held to be not liable in law as long as they have taken
‘reasonable steps’ to discover their risk of transmitting disease/defect?

The diYculties that arise in the context of the competent adult are
magniWed still further when we consider mentally incompetent persons and
the teenage pregnancy. Do we penalize teenagers whether or not they know of
the risk which theymay be under with regards to conception?What about the
overlap with abortion once a woman discovers, during pregnancy, that she is
carrying a handicapped fetus?

The consequences of a duty not to reproduce are such that it is unlikely
that the courts would be willing to impose such a duty, at present, upon the
parents. None the less the possibility does remain, given the enhanced
availability of genetic knowledge, that this situation may change. Attitudes
regarding individuals taking responsibility for their own health and that of
others may indeed have a bearing here.
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Concluding thoughts

Enforcing a duty not to reproduce may seem unrealistic and even perhaps
ludicrous at present, but as technology develops and the increasing emphasis
in our society on the birth of the ‘perfect child’ continues, this is a matter that
will undoubtedly arise in the future. Comparisons can be drawn with the way
in which pregnancy over the last decade has become policed by those who
advocate responsible motherhood. This has on occasions, as we have seen in
relation to enforced Caesarean sections, led to an area of private life being
increasingly subject to regulation. While the English courts have now af-
Wrmed, for example, the right of the pregnant woman to refuse a Caesarean
section, this debate is still ongoing (Re MB, 1997; St George’s NHS Trust v S,
1998; Bailey Harris, 1998; Wells, 1998). (See Chapter 17.) Again, while
behaviour during pregnancy is not explicitly regulated in English law (Re F,
1988) in the way in which it has been in many US states, leading to criminal
sanctions being placed upon women whose behaviour may place the fetus at
risk of harm, the pressure placed upon pregnant women to behave ‘respon-
sibly’ has deWnitely heightened (Roth, 1999). (See Chapter 7.) As more
widespread genetic information becomes available, it is likely to render us
increasingly critical of those who make what we regard as being the ‘wrong’
decision in relation to reproduction. What that wrong decision is remains of
course to be seen. Choosing to avert a handicap may be one such decision,
but acting on preferences about height/eye colour and indeed intelligence
may be others.

Any restrictions are likely to meet challenges on human rights grounds and
the Human Rights Act 1998 would undoubtedly be used in this context. The
rights of the fetus, and of the woman, are likely to lead to heated debates.
None the less, while these are uncomfortable arguments, and while there are
considerable problems in the legal enforcement of such duties, there is no
doubt that the changing face of genetics will force us to address them.What is
important is that such arguments should be addressed in advance by clini-
cians, lawyers and philosophers alike, rather than allowing ourselves to be
precipitated into dealing with them in the courtroom.
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7

Between fathers and fetuses: the social
construction of male reproduction and the
politics of fetal harm

Cynthia R. Daniels
Political Science Department, Rutger University, New Brunswick, USA

In contemporary American political discourse ‘crack babies’ have been
treated as Wlius nullius – as if they had no biological fathers. With no link
between fathers and fetuses, no inheritance of harm could be attributed to the
father’s use of drugs. The absence of fathers in debates over drug addiction
and fetal harm has had profound consequences for women, for it has dictated
that women alone bear the burden and blame for the production of ‘crack
babies’.

Since at least the late 1980s, and in some cases far earlier, studies have
shown a clear link between paternal exposures to drugs, alcohol, smoking,
environmental and occupational toxins, and fetal health problems. Yet men
have been spared the retribution aimed at women. In fact, while women are
targeted as the primary source of fetal health problems, reports of male
reproductive harm often place sperm at the centre of discourse as the ‘littlest
ones’ victimized by reproductive toxins, somehow without involving their
male makers as responsible agents.

ScientiWc research linking reproductive toxins to fetal health problems
reXects deeply embedded assumptions about men and women’s relation to
reproductive biology. Critical analysis of the nature of fetal risks thus requires
not only examination of the biology of risk, but also assessment of what
Evelyn Fox Keller has called the ‘collective consciousness’ that fundamentally
shapes scientiWc inquiry on gender diVerence – a consciousness that is
constituted by ‘a set of beliefs given existence by language rather than by
bodies’ (Keller, 1992: p. 25).

In debates over fetal harm, the production of this collective consciousness
takes place in many social locations: in science laboratories, where the
priorities of research are deWned; in editorial rooms, where reporters decide
which news warrants coverage and what slant to take on stories; and in courts
and legislatures, where decisions are made regarding the deWnition of and
culpability for social problems.

This chapter examines the cultural characterizations of sperm and male
reproduction in science, news stories and public policy, all of which have
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shielded men from culpability for fetal health problems. (A more detailed
discussion of the rise of the concept of fetal rights and fetal protectionism can
be found in Daniels, 1993.) After a brief discussion of the social construction
of maternity and paternity, I analyse the symbols of the ‘crack baby’, ‘preg-
nant addict’ and ‘absent father’ as central to public discourse on fetal harm,
particularly in the US. Finally, I explore the range of complex questions about
biological gender diVerence generated by the politics of fetal risks, and the
problematic nature of the idea of individual causality in discussions of fetal
harm.

Social constructions of maternity and paternity

In Western industrial cultures, notions of masculinity have been historically
associated with the denial of men’s physical vulnerabilities and bodily needs,
which are instead projected onto the maternal body. Debates over fetal harm
have been constituted by the analytically distinct and antithetical categories
of male virility and vulnerability. Menwere assumed either to be invulnerable
to harm from the toxicity of drugs, alcohol and environmental and occupa-
tional hazards, or to be rendered completely infertile by any vulnerability to
risk. In particular, sperm that crossed the line from virile to vulnerable by
being damaged by reproductive toxins were assumed to be incapable of
fertilization. And the converse operated as well – men not rendered infertile
by their toxic exposures were assumed to be immune from any other form of
reproductive risk (such as genetic damage).

Social constructions of maternity, by contrast, have been Wrmly aligned
with assumptions of women’s vulnerability. The science of reproductive risks
historically developed in response to women’s occupational exposures, where
it was assumed that the physical stress and toxic exposures of the workplace
would result in the degeneration of women’s reproductive systems. Protec-
tive labour law selectively exaggerated the vulnerabilities of white women to
occupational hazards and virtually ignored risks to working women of colour
(Baer, 1978; Kessler-Harris, 1982; Lehrer, 1987; Daniels, 1991, 1993). Until
well into the twentieth century, science, policy and law deeply reXected the
association of maternity with vulnerability.

The cultural associations of paternity with virility and maternity with
vulnerability formed the context within which the symbols of the ‘crack
baby’, ‘pregnant addict’ and ‘absent father’ emerged at the center of debate
over fetal hazards. (A more detailed analysis of the social and political
construction of these concepts can be found in my longer treatment of this
issue in Daniels, 1993, where I analyse the science, media, policy and law
discourses surrounding the emergence of the ideas of fetal protectionism and
fetal rights.)
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‘Crack babies’ and ‘pregnant addicts’

By now, the images of the crack baby and addicted mother are familiar to
anyone who has read news reports of pregnancy and addiction. In the US,
media attention began to focus in 1988 on babies aVected by maternal drug
use, with the release of a study by Dr. Ira ChasnoV, director of the National
Association for Perinatal Addiction Research and Education (NAPARE),
which reported that 375 000 babies were born every year ‘exposed to illicit
drugs in the womb’ (ChasnoV, 1989: pp. 208–10). The study was fundamen-
tally Xawed in a number of ways. ChasnoV’s sample was biased by the fact
that 34 of the 36 hospitals surveyed were public inner-city hospitals. The
study made no distinction between a single use of illegal drugs and chronic
drug addiction during pregnancy; nor did it document the actual eVects of
drug use on newborn infants.

The limitations of the study were never reported. Instead, the press picked
up and exaggerated ChasnoV’s Wndings, often reporting that 375 000 babies
were born every year ‘addicted to cocaine’ (Brody, 1988: p. 1; Stone, 1989:
p. 3). As the distinctions between drug use and abuse collapsed, the reported
numbers of crack babies exploded. By 1990, news stories reported that one
out of every ten children was born ‘addicted to crack cocaine’ or damaged by
women’s use of drugs (Daniels, 1993). By 1993, nine inXuential national daily
newspapers in the United States had run more than 197 stories on pregnancy
and cocaine addiction alone (including the New York Times, Wall Street
Journal, Washington Post, Christian Science Monitor, Los Angeles Times,
Chicago Tribune, Boston Globe,Atlanta Constitution/Atlanta Journal andUSA
Today).

The mindset created by this public discourse encouraged physicians,
nurses and social workers to attribute many serious problems experienced by
infants at birth to the use of drugs or alcohol by the child’s mother, particu-
larly in low-income inner-city neighbourhoods.

Symptoms associated with ‘crack babies’ ranged from very speciWc condi-
tions that could, in fact, be tied to maternal drug use (such as drug with-
drawal symptoms) to low birth weight, small head circumference, irritability,
respiratory problems, gastrointestinal problems and diarrhoea – conditions
that could easily be caused by poor nutrition or a host of environmental
factors. (For a complete discussion of the symptoms associated with fetal
cocaine exposure, see Zuckerman, 1991: pp. 26–35.) More highly controlled
studies estimated that approximately 41 000 babies were born annually in the
US with clear symptoms of drug-related health problems (such as drug
withdrawal symptoms), a far cry from the 375 000, presented by NAPARE, as
exposed to drugs in the womb (Dicker and Leighton, 1990). The results of
these studies were never reported by the national press, just as the press rarely
reports research showing little or no association between moderate drug and
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alcohol use and fetal health problems (Koren and Klein, 1991). There are two
stages to the ‘screening’ process by which research makes it into the press.
First, science journals review, accept or reject reports of Wndings. Koren at el.
(1989) found that professional scientiWc journals were predisposed against
reporting negative or ‘null’ associations between drug use and fetal risks.
Once scientiWc reports did begin to appear in journals, Koren and Klein
(1991) found a similar predisposition in the press against reporting negative
Wndings.

The sense of social distress created by images of addicted babies wired to
tubes in hospital incubators fed a profound need to blame. Public concern
over crack babies contains all of the characteristics of a response to plague –
fuelling the impulse of privileged populations to locate, target and contain
one group as the primary source of contamination and risk (Mack, 1991). As
Linda Singer has observed in relation to the spread of AIDS, the epidemic
‘provides an occasion and rationale for multiplying points of intervention
into the lives and bodies of populations’ (Singer, 1993: p. 117). The policy
response to the plague narrative was to Wnd a target population to blame, and
poor inner-city women were the most obvious targets. Newspaper stories
contributed to this impulse by presenting images of African–American
women as virtual monsters, snorting cocaine on the way to the delivery room
and abandoning horribly damaged babies in hospitals. In some instances,
drug use was characterized as a form of child abuse in utero, where cocaine
‘literally batters the developing child’ (see Brody, 1988: p. 1; Stone, 1989:
p. 3).

Criminal prosecutors responded to the sense of crisis by targeting pregnant
women for prosecution. By 1993, between 200 and 400 women had been
charged with fetal drug delivery, fetal abuse or manslaughter (in cases where
the pregnancy had ended in a stillbirth). Despite the fact that nearly every
case challenged in the courts has resulted in the dismissal or acquittal of
charges against women, prosecutors continue to bring criminal charges
against women they suspect of drug or alcohol use during pregnancy. To
date, almost all of these cases have been brought against African–American
women (Paltrow, 1992). (However, it is diYcult to calculate total numbers,
since so many women are charged by local prosecutors who do not report
their cases to any central national source.)

What has been the response of state and federal public health agencies to
women and fetal health? Public health departments have produced warning
labels on wine, beer, and liquor bottles and cigarette packages, together with
an avalanche of public notices about pregnancy and alcohol consumption in
restaurants and bars. Such labels stigmatize women by perpetuating assump-
tions that only women are vulnerable to risk and that women, therefore, are
the primary source of fetal harm. Men are left entirely out of the frame as
social attention focuses exclusively on the maternal–fetal nexus.
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By implying women’s ignorance or ill intentions, public health warnings
aimed at pregnant women legitimate an atmosphere that encourages public
retribution against women, by focusing exclusively on individual behaviour
and not on the social and political causes of low birth weight, fetal birth
defects or other health problems. Retribution is invited by the fact that public
health warnings aimed at men (e.g. for heart disease, high blood pressure,
cigarette smoking and steroid use) focus on behaviours that cause harm to
self, whereas messages aimed at women focus exclusively on women’s harm
to others (the fetus).

One New Jersey public health advertisement displays an image of a preg-
nant woman holding a drink and warns, ‘A pregnant woman never drinks
alone’ (N.J. Perinatal Cooperative, 1993). Yet a pregnant woman also never
drinks in isolation from the eVects of her home, her job and her physical,
social and political environment. Even symptoms speciWc to drug or alcohol
abuse, such as drug withdrawal symptoms or fetal alcohol syndrome, are
complicated by simple factors such as poor nutrition. For instance, one study
of pregnancy and alcohol use (controlling for age, smoking, drug abuse,
reproductive history, medical problems, socio-economic status and race)
found that women who consumed at least three drinks a day but ate balanced
diets experienced a rate of fetal alcohol syndrome (FAS) of only 4.5 per cent,
while women who drank the same amount and were malnourished had an
FAS rate of 71 per cent (Bingol et al., 1987). The study showed that poor
nutrition is tied directly to income – FAS is a measure not only of maternal
alcoholism but also of economic class. There has been no press coverage of
this study.

Public campaigns to ‘stem the tide of crack babies’ are clearly racialized,
primarily targeting women of colour in low-income communities. ScientiWc
research has supported the racialized nature of debate by focusing research
heavily on drugs used most commonly in poor inner cities (such as crack)
and not on substances most often abused by higher-income women (such as
prescription drugs). Public health warnings typically silhouette African–
American or Latina women; they are often produced in Spanish and directed
at inner-city neighbourhoods.

Counteracting the symbol of the pregnant addict requires breaking the
exclusive connection between pregnant women and ‘crack babies’. The circle
of causality has widened since feminist advocates started inXuencing media
coverage of the issue, and since news stories began suggesting the relation on
fetal health of the combined eVects of poverty, addiction and exposures to
workplace and environmental toxins. The precise causes of fetal health
problems are immensely complicated. A woman living in the inner city is
likely to have had little health care before she became pregnant, and also poor
antenatal care. If she is employed in a hospital, she might be exposed to
radiation, chemotherapeutic drugs, viruses or sterilizants such as ethylene
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oxide. If she works in a laundrette or dry cleaners, she might be exposed to
solvents, cleaners or excessive heat. If she works in a factory, she might be
required to do heavy lifting, or she might be exposed to toxic chemicals and
the dust of heavy metals. If she lives in a low-income neighbourhood, she is
likely to be exposed to lead from outdated plumbing or in the dust from old
paint (Massachusetts Coalition for Occupational Safety and Health, 1992).

But drawing fathers into the circle of causality, essential to a deconstruc-
tion of the symbol of the pregnant addict, has proved more diYcult.
Both metaphorically and literally, fathers were absent from virtually all of the
news stories on fetal health and addiction. The absence of fathers in news
reports of crack babies was made easier to believe by the racial subtext of the
story: African–Americanwomen are often characterized as abandoned, single
mothers – women dangerously unconstrained by nuclear family relations.
The absent father came to represent not only men’s physical distance from
the out-of-wedlock child but also men’s distance from fetal harm.

Virile fathers and the ‘all or nothing’ sperm theory

Embedded in scientiWc research and newspaper and magazine stories were
further assumptions about male reproduction that posed serious barriers to
the father/fetal connection. ScientiWc literature on reproductive toxicity has
traditionally dismissed the links between paternal use of drugs and alcohol
(or exposure to occupational or environmental toxins) and harm to fetal
health, because it was assumed that damaged sperm were incapable of
fertilizing eggs. Indeed, male reproductive success was deWned as the ability to
penetrate an egg. Because penetration was the measure of normality, those
sperm that succeeded were assumed to be healthy. By deWning male repro-
ductive health along the principles of this ‘all or nothing’ theory, most
scientiWc studies until the late 1980s dismissed the possibility that defective
sperm could contribute to fetal health problems. The ‘all or nothing’ theory
was based on certain culturally imbued assumptions about the reproductive
process. As EmilyMartin has so well documented, scientists characterized the
egg as the passive recipient and the sperm as conqueror in the process of
fertilization (Martin, 1991).

The assumption that men harmed by toxic exposures would be rendered
infertile deXected research away from the connections between fathers and
fetal harm. As a result of the ‘virile sperm’ theory of conception, scientiWc
studies, until the late 1980s, focused almost exclusively on infertility as the
primary outcome of hazardous exposures and the main source of reproduc-
tive problems for men. Male reproductive health was deWned by ‘total sperm
ejaculate’, and healthy reproductive function was measured by ‘ejaculatory
performance’ – measures of volume, sperm concentration and number,
sperm velocity and motility, sperm swimming characteristics, and sperm
morphology, shape and size (Burger et al., 1989).
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Scientists who did try to pursue the father–fetal connection, such as Gladys
Friedler at Boston University – who was the Wrst to document a link in mice
between paternal exposure to morphine and birth defects in their oVspring in
the 1970s – had diYculty funding their research or publishing their work.
The signiWcance of Friedler’s work is that she found mutagenic eVects from
paternal exposures not only in the progeny of male mice exposed to mor-
phine and alcohol, but also in the second generation or ‘grandchildren’ of
exposed mice. In all cases, she controlled for maternal exposures so that
causality could be more clearly linked to paternal exposures (Friedler and
Wheeling, 1979; Friedler, 1985, Friedler, 1987–8).

A number of social and political events generated the Wrst studies linking
environmental exposures to male reproductive harm. The cultural construc-
tion of male reproduction was particularly evident in these early studies.

In 1979, scientiWc concern was raised by a study in Florida that docu-
mented a 40 per cent overall drop in sperm count for men over the past 50
years. Scientists responded with ‘a Xurry of sperm-count studies’ about ‘the
big drop’ (Castleman, 1993). By 1990, researchers at the University of
Copenhagen had examined 61 sperm-count studies and determined that
there had, in fact, been a 42 per cent decline in sperm count over the past 50
years, from 113 to 66 million per millilitre of semen (Carlsen et al., 1992).
While this was far from the 20 million generally assumed to be the minimum
for male fertility, it raised concern lest the downward trend should continue.
Remarkably, in searching for a cause, scientists Wrst focused on the fashion
shift from boxer shorts to jockey shorts. Heat kills sperm, and because jockey
shorts hold the testicles close to the body, they might decrease sperm
production. The researchers also suspected increased sexual activity. Men
who engage in frequent sex have lower sperm counts than men who wait a
number of days between sexual encounters. After controlling for both prom-
iscuity levels and discounting the ‘jockey shorts’ thesis, the Copenhagen
researchers found an association between the increase in testicular cancer in
key countries and substantial sperm-count declines. They speculated that the
aetiology of both could be found in exposures to environmental toxins
(Carlsen et al., 1992). Although still concentrating on male fertility, rather
than on potential links between paternal exposure and fetal harm, the
Copenhagen study did suggest that sperm might be more vulnerable to
hazards than previously assumed, and that more research was needed on the
potential links between toxic exposures and male reproductive health prob-
lems. But the links between paternal exposures and fetal health problems
would not fully emerge until the assumption that damaged sperm were
incapable of fertilization was thrown into question by a larger shift in the
dominant paradigm of fertility and reproduction, a shift generated by the
development of the ‘seductive egg’ theory.
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The ‘seductive egg’ theory

The ‘seductive egg’ theory originated from research on sea urchins. Unlike
mammalian reproduction, sea urchins engage in ‘external fertilization’ –
sperm are released into the ocean, where they must locate eggs Xoating free in
the sea. Scientists explained sperm’s ability to Wnd eggs of the same species by
postulating that eggs release a substance or ‘chemical signal’ that attracts
sperm (Shapiro, 1997: p. 293). This process of sperm ‘chemotaxis’ was then
extended to research on human reproduction.

In 1991, research conWrmed that sperm swam toward the Xuid surround-
ing the egg when isolated in test tubes (Ralt et al., 1991). Major science
magazines reported the news with titles such as ‘Does Egg Beckon Sperm
When Time Is Right?’ (Science, April 1991), ‘Eggs Urge Sperm to Swim Up
and See Them’ (New Scientist, April 1991) and ‘Do Sperm Find Eggs Attract-
ive?’ (Nature, May 1991). As Science News recharacterized the process of
fertilization, ‘A human egg cell does not idle languidly in the female repro-
ductive tract, like some Sleeping Beauty waiting for a sperm Prince Charming
to come along and awaken it for fertilization. Instead, new research indicates
that most eggs actively beckon to would-be partners, releasing an as-yet-
unidentiWed chemical to lure sperm cells’ (Ezzell, 1991: p. 214).

Emily Martin has noted that scientists confronted with this new evidence
in the late 1980s vacillated between a model that emphasized the egg as
seductress and the more mutual paradigm of sperm–egg fusion (Martin,
1991). In either case, the sperm takes on a less aggressive role in the process of
fertilization. The fusion model is devoid of (most of) the human agency
imparted to eggs and sperm in traditional descriptions, opting instead for a
characterization that relies on a simple chemical process.

Changing characterizations of the process of fertilization thus created a
new context (valid or not) for research supporting the link between paternal
exposures and fetal harm. Yet a mutual picture of procreation did not
necessarily lessen women’s culpability for fetal harm. In the ‘aggressive egg’
model, women were once again at fault for seducing if not ‘bad men’, then at
least ‘bad sperm.’ While potentially drawing men into the circle of causality
with women, cultural constructions embedded in scientiWc magazines and
newspaper stories continued to lay the blame at women’s door. Yet by 1991,
growing evidence had clearly implicated men in fetal health problems.

The evidence of male-mediated developmental toxicology

Male reproductive exposures are now strongly suspected of causing not only
infertility but also miscarriage, low birth weight, congenital abnormalities,
cancer, neurological illness and other childhood health problems (Davis et
al., 1992: p. 289). Studies of male reproductive health and toxicity have
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concentrated primarily on the eVects of occupational and environmental
exposures of men and less on the eVects of what scientists refer to as men’s
‘lifestyle factors’, such as drinking, smoking, or drug use (Davis et al., 1992;
Colie, 1993; Friedler, 1993; Olshan and Faustman, 1993).

Because adult males continuously produce sperm throughout their lives,
the germ cells from which sperm originate are continuously dividing and
developing. Sperm take approximately 72 days to develop to maturity, and
then move for another 12 days through the duct called the epididymis, where
they acquire the ability to fertilize an egg. During this developmental process,
sperm may be particularly susceptible to damage from toxins because cells
that are dividing are more vulnerable to toxicity than cells that are fully
developed and at rest, as are eggs in the female reproductive system. Abnor-
mal sperm may still be capable of fertilizing an egg because speed may be
more important than size or shape, as was suggested in the earliest article on
this subject (Moore, 1989).

Some of the earliest epidemiological research studied the eVects of radi-
ation exposures on the children born to men who survived the atomic bombs
at Nagasaki and Hiroshima. However, few associations were found between
paternal exposures and childhood health problems, possibly due to the fact
that so few men conceived children in the six months after the bombing,
when the exposure eVects of radiation were at their strongest (Yoshimoto,
1990; Olshan and Faustman, 1993). A number of events triggered studies of
male reproduction during the 1970s and 1980s. Vietnam veterans concerned
about the eVects of the herbicide Agent Orange called for studies on links
between male exposures during the war and childhood diseases of their
oVspring. A 1980 study of more than 500 men indicated that men who
showed signs of toxic exposure to dioxin (TCDD) in Agent Orange had twice
the incidence of children with congenital anomalies than men without
symptoms (Stellman and Stellman, 1980: p. 444). Other studies also showed
increased rates of spinal malformation, spina biWda, congenital heart defects
and facial clefting in the children of Vietnam veterans. Later studies, however,
failed to conWrm these Wndings. Controversy persists over the paternal–fetal
eVects of the herbicide, no doubt fuelled in part by the legitimacy and liability
implications of positive associations for the US government (Colie, 1993:
p. 6).

In 1977,menworking at anOccidental Chemical plant in Lathrop, Califor-
nia noticed a pattern of sterility among their co-workers. In the 1950s, the
company had actually funded research on the carcinogenicity and reproduc-
tive eVects of the pesticide produced there, DBCP (dibromochloropropane),
but had quietly shelved the research after Wndings demonstrated associations
between DBCP exposures and reproductive eVects in laboratory animals
(Robinson, 1991: pp. xiii–xv). Later studies conWrmed that the men’s sterility
was linked to their DBCP exposure, and the chemical was banned from
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further use in the US. By 1980, researchers had documented not only sterility
but also increases in spontaneous abortion resulting from paternal exposure
to DBCP (Kharrazi, Patashnik, and Goldsmith, 1980). Seventeen studies have
now evaluated the impact of pesticides and herbicides on male reproduction
and paternal–fetal health (Olshan and Faustman, 1993: p. 195).

Other studies have analysed the eVects of occupational exposures on
paternal–fetal health, with many Wnding signiWcant associations between
paternal exposures and fetal health problems. Toluene, xylene, benzene, TCE,
vinyl chloride, lead, and mercury have all been associated with spontaneous
abortion. Paints, solvents, metals, dyes and hydrocarbons have been asso-
ciated with childhood leukaemia and childhood brain tumours (summarized
in Olshan and Faustman, 1993: p. 196). In analyses by occupation, janitors,
mechanics, farm workers and metal workers have been reported to have an
excess number of children with Down’s syndrome (Olshan and Faustman,
1993: p. 196). One study of 727 children born with anencephaly found
correlations for paternal employment as painters (Colie, 1993: p. 7). Painters
and workers exposed to hydrocarbons have also been shown to have higher
rates of children with childhood leukaemia and brain tumours (Savitz and
Chen, 1990). More than 30 studies have examined the relationship between
paternal occupation and childhood cancer (Olshan and Faustman 1993:
p. 197).

There are problems with many of these studies, although the diYculties
apply to both men and women. It is diYcult, for instance, to specify the
nature of exposures to toxic substances at work. It is also diYcult to get a
sample size large enough to provide conclusive results, especially for condi-
tions that are typically rare in children. And, as in all epidemiological studies,
it is diYcult to control for confounding factors, such as the eVects of multiple
chemical exposures and alcohol or drug use. However, whilst the problem of
confounding variables is common to all epidemiological studies of reproduc-
tive toxicity, for cultural reasons scientists are more acutely aware of method-
ological caveats when studying men. For instance, studies of paternal eVects
are routinely criticized for not controlling for maternal exposures, while
studies on women virtually never control for the exposures of fathers. Studies
on men’s occupational and environmental exposures rarely control for men’s
use of drugs or alcohol. Studies that do focus on the eVects of lifestyle factors
on men’s reproduction are criticized for not controlling for men’s workplace
exposures, while studies of women and drug use do not control for women’s
occupational exposures.

The biological processes of male-mediated teratogenicity have also been
examined through clinical studies on animals and studies of the eVect of toxic
exposures directly on sperm. All of the problems of confounding variables
associated with epidemiological research can be avoided by conducting
animal studies. The earliest studies of the eVects of illicit drugs, for instance,
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were conducted on mice. Even given the limitations of scientiWc knowledge,
it is clear that men can pass on genetic defects to children. Down’s syndrome
and PraderWilli syndrome have been passed to children through the paternal
germ cell. The question is whether similar processes can occur when environ-
mental exposures cause genetic mutations in sperm (Colie, 1993). What is
the evidence of paternal–fetal eVects of drugs, alcohol and cigarette smoking?

In a study of more than 14 000 birth records in San Francisco, researchers
found associations between paternal smoking and various birth defects,
including cleft lip, cleft palate and hydrocephalus (Savitz, Schwingle and
Keels, 1991). SigniWcant associations have also been found between paternal
smoking and brain cancer in children, and between paternal smoking and
low birth weight – a diVerence of up to 238 grams (c. 8.4 ounces) if a father
smoked two packs of cigarettes a day (Savitz and Sandler, 1991: pp. 123–32;
Davis, 1991: p. 123; Merewood, 1992: p. 8). In addition, cotinine, a meta-
bolite of nicotine, has been found in seminal Xuid, although researchers are
unsure what eVect this might have on fetal health (Davis et al., 1992: p. 290;
Davis, 1991: p. 123). Bruce Ames of the University of California, Berkeley, has
suggested that the link between smoking and birth defects could be due to
smokers’ low levels of vitamin C. Vitamin C helps to protect sperm from the
genetic damage caused by oxidants in the body, but the vitamin is depleted in
the body of cigarette smokers. Ames found that men with low levels of the
vitamin experienced double the oxidation damage to the DNA in their sperm
(Schmidt, 1992: p. 92).

Paternal alcohol use has been found to produce low birth weight and an
increased risk of birth defects. In animal studies, paternal exposure to ethanol
produced behavioural abnormalities in oVspring. Alcoholism in men is
known to produce testicular atrophy. Case reports suggest an association
between paternal drinking and ‘malformations and cognitive deWciencies’ in
the children of alcoholic men (Little and Sing, 1987; Colie, 1993: p. 59;
Friedler, 1993; Olshan and Faustman, 1993: p. 197).

Cocaine has been found to increase the number of abnormal sperm and to
decrease sperm motility. Ricardo Yazigi, Randall Odem and Kenneth
Polakoski discovered that cocaine could bind to sperm and thereby be
transmitted to the egg during fertilization. Reports of cocaine ‘piggybacking’
on sperm have led to controversy in the scientiWc community over whether
this phenomenon could contribute to birth defects (Brachen et al., 1990;
Yazigi, Odem and Polakoski, 1991). In animal studies, opiates (such as
morphine and methadone) administered to fathers, but not to mothers, have
produced birth defects and behavioural abnormalities in the Wrst and second
generations of the father’s oVspring (Friedler and Wheeling 1979; Friedler,
1985). Drug addiction in men using hashish, opium or heroin has been
shown to cause structural defects in sperm (El-Gothamy and El-Samahy,
1992). Despite the limitations of scientiWc research on male reproduction,
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few scientists question that biological mechanisms exist for establishing links
between paternal and fetal health.

Press coverage of male-mediated harm

The scientiWc evidence on male-mediated risks has generated quite diVerent
stories in popular magazines and newspapers than it has for women. Whilst
images of crack babies and irresponsible mothers prevail in stories about
maternal exposures to drugs, visual images in popular science magazines and
news stories about male reproduction place sperm in the centre of focus as
the tiniest victims of toxicity. Such narratives and images helped to frame the
public response to research on men. Even in newspaper stories that address
the connection between paternal exposures and fetal health, certain patterns
of reporting emerge that function to reduce male culpability for fetal harm.

First, while men are absent from stories on maternal–fetal harm, women
are always present in news stories on paternally-mediated risks. In all of the
stories that draw connections between paternal exposures and fetal harm,
maternal exposure was also mentioned as a possible source of harm. In this
way, male responsibility is always shared with women. The presence of the
pregnant woman means that the father is never cast as the sole source of
harm. No article suggests or implies that ‘drug-clean‘ women may produce
harmed babies as a result of their partner’s drug use.

Second,maternally mediated fetal risks are assumed to be certain and known.
Evidence of male-mediated risks are often prefaced with statements such as,
‘While doctors are well aware of the eVects that maternal smoking, drinking
and exposure to certain drugs can have on the fetus, far less is known about
the father’s role in producing healthy oVspring’ (Merewood, 1992: p. 8). U.S.
News and World Report began an article on paternal–fetal harm in these
terms, ‘It is common wisdom that mothers-to-be should steer clear of toxic
chemicals that could cause birth defects . . . Now similar precautions are being
urged on fathers-to-be’ (Schmidt, 1992: p. 92).

Third, research on men is always qualiWed and limited. A Chicago Tribune
story, for instance, stated, ‘Research like this [on men] may sound convinc-
ing, but Dr. David Savitz . . . warns that it’s far too early to panic. ‘‘We have
no documented evidence that certain exposures cause certain birth defects,’’
he says’ (Merewood, 1992: p. 8). A New York Times story (on toxicity to
sperm) (Blakeslee, 1991: p. A1) summarized the reservations of one re-
searcher, ‘[E]pidemiological studies cannot prove cause and eVect, said Dr.
John Peters . . . In real life, people are exposed sporadically to combinations of
substances that might interact . . . To show more dramatic associations, he
said, scientists would need to study hundreds of thousands of people over many
years’ (emphasis mine). Yet there appear to be no such reservations about
studies on women.
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Fourth, paternal exposures to illegal drugs are always contextualized by
reference to ‘involuntary’ environmental and workplace exposures, thereby
reducing men’s culpability for harm. These are precisely the kinds of com-
plicating exposures absent from reporting on maternal drug use.

Fifth, the language and images of harmed children and ‘crack babies’ are
absent from stories on men. A sterile scientiWc terminology is used to describe
studies on paternal exposures, with the rhetoric of ‘suVering crack babies’
replaced by ‘damaged DNA’, ‘abnormal oVspring’ and ‘genetic anomalies’.
One New York Times (1992: p. C12) story linking vitamin C deWciencies
(produced by male cigarette smoking) with fetal damage reported, ‘The study
demonstrated a direct relationship between a diet low in vitamin C and
increased DNA damage in sperm cells . . . Any damage to this genetic struc-
ture may predispose a man to having children with genetic anomalies’. After
reporting that children of fathers who smoke have been found to be at
increased risk for leukaemia and lymphoma, the article ends with the recom-
mendation of a physician that men who smoke ‘either modify their diets to
include fruits and vegetables or take a vitamin C supplement each day’. While
sperm ‘delivers’, ‘transports’ or ‘carries’ the drug to the egg in such stories, it
never ‘assaults’ the fetus, as stories on drug use and women imply. When the
sperm is not presented as itself a victim, it acts as a shield for men – deXecting
or capturing the blame that might otherwise be placed on the father. One
news story entitled ‘Sperm Under Siege’, presented an image of sperm at the
centre of a target, menaced by bottles of alcohol and chemicals (Merewood,
1991). Another presented a cartoon image of a man and his sperm huddled
under an umbrella whilst packets of cigarettes, martini glasses and canisters
of toxins rained down upon them (Black and Moore, 1992). Indeed, in
newspapers the only images to accompany these stories were photographs or
cartoon images of sperm – never of fathers. Yet of the 853 column inches
dedicated to pregnancy, alcohol and drug abuse by theNew York Times in one
two-year period, almost 200 column inches were taken up by photographic
images of crack babies and their drug-addicted mothers (Schroedel and
Peretz, 1993).

The biological mechanism of paternal–fetal harm have beenmade invisible
not by science itself, but by the lens through which scientiWc evidence is
perceived. A shift in research – and in its wake, scientiWc reporting – thus
requires the transformation of the gendered lens through which evidence is
perceived. Even when research implicates men, this lens may obscure the full
eVects of paternal–fetal exposures. As Evelyn Fox Keller has observed, un-
articulated gender assumptions aVect not only the questions and methodolo-
gies of scientiWc research but also ‘what counts as an acceptable answer or a
satisfying explanation’ (Keller, 1992: p. 31). For this reason, scientists who
have engaged in research on paternal–fetal hazards have met with scepticism
from colleagues, editors and newspaper reporters alike.
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Paternal effects and ‘political correctness’

Evidence of paternal–fetal harm has generated, at best, virtual silence from
public health authorities and the courts, or, at worst, active hostility. An
editorial in Reproductive Toxicology (Scialli, 1993) argued that the impulse to
link paternal exposures with fetal eVects is a result not of science but of
‘political correctness’, ‘There has been no quarrel that testicular toxicants can
produce fertility impairment, but paternally mediated eVects on conceived
pregnancies is [sic] a diVerent matter altogether’. The article concedes that
‘several’ studies on paternally mediated eVects have been ‘nicely performed
and reported’, but taken as a whole they are ‘diYcult to interpret’ (Scialli,
1993: p. 189). Of those who defend the evidence for paternal/fetal links, the
editorial (Scialli, 1993) concludes:

The people who make these accusations appear to believe that paternally mediated
eVects must occur in humans, for the sake of fairness . . . It is argued that because
father and mother make equal genetic contributions to the conceptus, they must have
equal opportunity to transmit toxic eVects. Students of developmental biology under-
stand that there is nothing equal about male and female contributions to develop-
ment . . . There are several million unequivocal examples of children damaged by
intrauterine exposure to toxicants encountered by the mother during gestation. There
are no unequivocal examples for paternal exposures.

Yet except for those rare and tragic cases where women are exposed to
substances such as thalidomide which cause severe, visible deformities, the
question of causality remains profoundly complicated for both women and
men. The fact that even the chronic abuse of drugs and alcohol by men has
been dismissed, whilst so much attention has focused on even the occasional
use of drugs and alcohol by pregnant women, points to the clear ways in
which gendered constructions shape both the science and policy of risk.

Even researchers who accept the validity of evidence on male-mediated
fetal risks are led to quite diVerent social and political conclusions. The most
direct recommendation comes from Ames of the University of California,
Berkeley, who, rather than advocating altering male behaviour or printing
warning signs on cigarette packages, recommends that the US government
raise the standard for minimum daily requirements for vitamin C for all
Americans to account for the reproductive eVects of paternal smoking
(Wright, 1993: p. 10). This is quite a mild remedy, and one that applies
equally to men and women, of course. Even in cases where men are exposed
to known reproductive hazards, scientists have been remarkably reluctant to
recommend the most simple restrictions on men. At the Wrst major medical
meeting on male-mediated developmental toxins at the University of
Pittsburgh in 1992, men were given ‘conXicting advice’ about whether to
postpone procreation during cancer treatment (or ‘bank’ sperm before treat-
ment). The journal Human Reproduction published a recommendation

126 C.R. Daniels



stating that sperm saved in the early stages of chemotherapy was safe ‘based
on the belief that since the drugs did not kill sperm . . . the sperm were
healthy’, but others argued that sperm that survive therapy may be more
likely to carry genetic defects (Miller, 1992: p. 5).

It is not just the nature of the risk but also the symbolic construction of the
population targeted that has determined the public response to fetal risks.
The evidence that does now exist suggests that men’s actions can have a
profound eVect on fetal health – both before conception and throughout
pregnancy. Yet preventative measures focus almost exclusively on maternally
mediated harm. While the mechanisms of harm may not be identical, given
the additional avenues of harm that can be delivered through the female body
during gestation, it is clear that paternal exposures to toxins can aVect both
male reproductive health and fetal health.

Science and media representations shaped by gendered constructs of
vulnerability and virility have led not just to the negative targeting of women,
but also the systematic neglect of men’s health needs. Recognition of male
vulnerability is thus essential to the protection of male health, as well as the
prevention of fetal harm.Ultimately, talk about individual causality for either
men or women, whilst important, directs attention away from the more
profound social determinants of parental and fetal health – good nutrition,
good health care and a clean and safe environment.
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Restricting the freedom of pregnant women

Susan Bewley
Women’s Health Services, Guy’s and St. Thomas’ Hospitals Trust, London, UK

Introduction

In an aggressive response to the dangers of drug-taking in pregnancy, women
have been jailed during pregnancy for taking illicit drugs and immediately
following delivery if newborn drug tests prove positive (Paltrow, 1990;
Berger, 1991). Court judgments have claimed that ‘a child has a legal right to
begin life with a sound mind and body’ (Smith v Brennan, 1960). The
argument appears to be that pregnant drug addicts should stop, as it is wrong
to harm fetuses (who will become babies who have a right to be born of sound
mind and body). If mothers do not stop, other actions are justiWed on this
view – even those involving force or coercion (Logli, 1990; Nolan, 1990).

However, there are many ways in which mothers put fetuses at risk, apart
from taking illegal drugs (such as heroin or cocaine). Examples include
taking legal drugs (such as alcohol or cigarettes), failing to attend for ante-
natal care, inhaling environmental pollutants or even skiing. Actions against
pregnant drug takers are taking place within a wider programme of legal
enforcement of women’s ethical obligations to their fetuses (Kolder et al,
1987; Nelson and Milliken, 1989; Re S, 1992).

This chapter examines moral arguments used to justify society acting
against pregnant women on behalf of their unborn children. I have used the
drug-taker as a ‘hard case’ and constructed a framework to examine any
action against pregnant women (see Figure 8.1).

The moral relationship of mother and fetus

A necessary condition before limiting a pregnant woman’s freedom is that a
moral relationship exists between mother and fetus. The claims of those
wishing to limit pregnant women’s freedom are Wrstly, that a fetus has full
rights, and, secondly, that the right to life (Kluge, 1988) or prenatal care
(Keyserlingk, 1984) overrides the mother’s right to autonomy or inviol-
ability.

Although counter-arguments may be made that the unborn fetus has no
moral status (Harris, 1985), or that the right of a woman to control her body
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All pregnant women

Do women have a moral relationship to their fetus?

Yes

Are they free or unfree to stop harmful behaviour?

Free (M1) Unfree (M2)

What options are available to society?

Offer
1

Threat
2

Coerce
3

Offer
1

Threat
2

Coerce
3

Are options morally permissible?

Yes Yes No Yes Yes Yes?

Yes Yes Yes No No

No Yes No

Will they be effective (especially in drug-takers)?

Are there extra conditions?

(a)
(b)

Key: (a) Offers should be tried first. Threats should only be used if offers fail.
A real and serious risk of harm to the fetusmust exist; as restrictions on liberty increase, somust the
justification; there should be no less drastic method for achieving the same end; the harm prevented
should be less than that caused; and compensation might have to be considered for limits on
freedom.
(b) The existence of threats aimed at M1 (for whom they are effective) affects M2 (for whom they will
be ineffective or even counter-productive).

Figure 8.1. Limiting pregnant women’s freedom – the logic of the argument.
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is absolute (Thomson, 1974), these are derived from the abortion debate and
are inadequate. The issue is the harming of a future person rather than killing.
The moral status of the embryo (so important in the abortion debate) is
irrelevant to the existence of obligations with respect to harming a future
person who indisputably has moral status (Gillon, 1988).

I assume: (1) A fetus has some, even full, moral status; (2) A woman does
not have an absolute right to control her body; (3) In general, people have a
basic human right not to be interfered with (Hart, 1955); and (4) If a mother
has obligations to her fetus, then so has society.

Although (3) may be overridden by another moral consideration, the
existence of this right means that a powerful justiWcation must exist if a
pregnant woman’s freedom is to be limited. The existence of a duty of a
mother not to harm her fetus may provide a good reason to apply a restraint,
but the burden of proof is on those who wish to restrict freedom.

Do fetuses have rights? This question will be answered diVerently by
rights-based, duty-based or goal-based moralists (Dworkin, 1977). Rights-
based moralists who ground rights in autonomy would consider a right as
something that can only be enjoyed by autonomous agents, since rights, on
this view, protect choice (Hart, 1985). Hart conceives of rights as a kind of
property that can be possessed or owned by individuals, and, by analogy, can
be given away. One characteristic of rights is that they are capable of being
waived. Thus the capacity to alienate or waive rights is central to having
them. A non-autonomous fetus cannot have rights, unless the rights it
possesses in the future impose duties on us now to care for it so as to ensure
that it may achieve this personhood later. But this would mean that the adult
physically disabled by thalidomide had a right not to be born of unsound
body, whereas the severely brain-damaged individual whose mother took
poisonous drugs did not. Taking drugs that inhibit autonomy might become
permissible if autonomy is the central moral value. Thus I would rather
consider maternal duties towards her fetus due to its intrinsic value.

It is possible to distinguish the claim that a fetus has a right to be born of
sound mind and body from the right not to be damaged (implying being
madeworse oV than some previous state, for example by a pregnancy disease)
and from the right not to be deliberately or negligently harmed. If a concep-
tus with a serious chromosomal disorder implants and grows without inter-
ference, it will be born unhealthy (without a sound mind and body) but
undamaged or unharmed by anyone else.

If the maternal duty is to ensure that her fetus is born in good health, then a
mother fails in her duty if the fetus is not born in good health. She fails
whether her baby has a withdrawal syndrome or Down’s syndrome. Does this
mean that ensuring the fetus is not born at all would be a fulWlment of the
duty? If abortion is tolerated, then one way to fulWl the duty is to abort the
unhealthy fetus. Glover (1977: p. 146) states that, ‘If aborting the abnormal
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fetus can be followed by having another, normal one, it will be wrong not to
do this’. If abortion is not tolerated, then a mother on drugs who stops can
fulWl her duty, whereas a woman carrying a Down’s syndrome baby auto-
matically fails. It would be an odd obligation that led to moral failure
following chromosomal accidents.

What about ensuring that a fetus is born in the best possible health? A
positive duty of this sort would entail doing everything possible to avoid
harms. However, a lapse or omission would be a failure even if it occurred
through ignorance. A mother who did not take all possible steps to read and
scan the Internet about dangers in pregnancy would be culpable if a harm
then resulted. With the ever-increasing knowledge of inXuences on preg-
nancy, such a positive duty is terribly onerous, and ultimately impossible to
fulWl. A pregnant woman’s life would become a nightmare, devoting herself
entirely to protecting her fetus’s well-being (Annas, 1986).

The maternal duty might be expressed as taking reasonable steps to ensure
her fetus is born in good health. A complex weighing is needed to assess what is
reasonable, including the size of beneWt expected (or harm avoided) and the
amount of discomfort the mother will endure. A comparison with the
expectation of behaviour judged reasonable in a parent of a small child might
be helpful. Parents do not have to be perfect, just ‘good enough’. For
example, it is not considered a moral failing (nor appropriate to take legal
action) if parents occasionally shout at children, leave them with child-
minders, or quieten them with chocolate, even if, in excess, these things are
harmful.

However, pregnant women have a unique disadvantage, compared to
parents, as they cannot be separated from their fetuses. Nobody can directly
help the fetus, or relieve the pregnant woman of her obligation, even tempor-
arily. Should this intimacy increase her obligation, if she is doing everything
reasonable by the standards of a parent of a newborn child? For example, if
smoking in the presence of a fetus or newborn had an identical risk of harm
to growth, should a pregnant mother suVer more discomfort for them both
to be acting equally reasonably? The addicted mother of a newborn has the
option to smoke in another room. She should not put cigarettes in the child’s
mouth, and would be commended if she did not smoke in the child’s
presence, but giving up entirely would not be the minimum reasonable
behaviour. These three actions are not separable in pregnancy. Pregnant
womenwould have to achieve supreme control over their behaviour, which is
not expected of new parents.

It seems unjust to have a minimum standard of behaviour that is markedly
diVerent to that expected of parents of newborns, especially when it is only
applicable to the mother. However, it might be argued that extra duties
(beyond reasonable steps) are incurred because a pregnant woman has a
diVerent relationship from that of a mother of a newborn, though both are in a
special relationship with their oVspring.
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Do pregnant women have a diVerent special relationship? For example,
kidney donations between mother and child are not enforced. Why should a
mother-to-be have more obligations than the mother-that-is? Most special
relationships are entered into willingly. Although many people choose to
have children, this is not always so – for example, when unplanned or the
result of rape. In such a case, either the maternal obligation is less (which
seems unjust to the unplanned fetus, who is less protected by maternal duty
than the planned one), or we accept that special relationships thrust more
than reasonable obligations even upon raped women, against their will.
Interestingly, the only special relationship which is never chosen is that of a
child to its parents! Maybe a pregnant woman’s duty, without being as much
as doing everything possible, is still more than doing what is reasonable?
Because the relationship of one inside another is unique, so there is a unique
special relationship and extra duties are incurred. But is one being inside the
other actually morally relevant? What is at stake is the way the fetus is
dependent on the mother and can be damaged by her actions. Conversely, the
mother alone shoulders these obligations and the burdens of pregnancy.

Special relationships do not usually demand an unreasonable sacriWce, or
supererogatory behaviour, as the minimum required to have fulWlled the
duty. For example, no one else has an obligation to have their bodily integrity
violated to save the life of another (McFall v Shimp, 1978), and yet this was
the basis for enforced Caesarean section orders before their legal validity was
overturned (Kluge, 1988). Philippa Foot draws a powerful distinction be-
tween justice and charity in cases of failure to save life (Foot, 1977). A mother
might not have an obligation to have her bodily integrity violated (or to take
more than reasonable steps) for her fetus, but she would be uncharitable if
she did not. A parallel can be drawn with the pregnancy cases where the
mother fails to protect her baby from harm (rather than fails to save its life by
Caesarean section). It would seem unjust that pregnant women have a
diVerent standard by which to measure fulWlment of the obligation to fetuses
than is found in any other special relationship.

In addition, being unique (the situation of one inside another) does not
adequately explain why maternal duties should be uniquely onerous. It
cannot be just because the fetus is particularly vulnerable, as a parent’s
obligation to a child does not change when the vulnerability changes. Parents
of a sick child may be expected to do more than when the child is well, but the
standard, of doing what is reasonable (given the situation), does not change.

Pregnant women are discomforted by pregnancy and undergo direct risks
to their health and life. Treatments in pregnancy vary in discomfort. Some
might require taking a short course of drugs (for example antibiotics); others
might require long hospital admission for rest, and separation from other
children who might also suVer (for example, for recurrent stillbirth). Few
parents die through caring for their small infants (although it may make
them exhausted) though many women become ill and die in pregnancy. As
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many as one per cent of UK women have a ‘near-miss’ life-threatening event
in childbirth, and half a million womenworldwide die annually in childbirth.
Even in the developed world one woman in 10 000 dies as a direct result of
pregnancy. Perhaps this illuminates how much pregnant women generally do
beyond the reasonable minimum. By giving up smoking, alcohol, sports or
certain foods, attending frequently for health checks, or classes, evincing
tremendous interest and concern, and submitting themselves to invasive
tests, procedures and hospitalization, women perform daily acts on behalf of
their fetuses that are well beyond the reasonable minimum (thus beyond the
call of duty, or supererogatory) (Department of Health, 1998).

Society’s response and the permissibility of different
strategies to stop a mother harming her fetus

If children are not their parents’ property, but rather future members of
society, then society has a legitimate interest in their welfare. If pregnant
women fail to fulWl their obligations, and serious harms occur, society must
respond on behalf of the unborn, as it too has an obligation to its future
members to take reasonable steps to ensure that they are born in good health.
A variety of strategies are available to inXuence a pregnant woman’s behav-
iour, voluntarily or by force.

Let us compare in two parts methods of inXuencing and encouraging
people to fulWl their moral obligations. What is eVective (with regard to
stopping the harmful behaviour and damaged babies)? And what is permis-
sible? Society’s aim could be: (1) to stop drug-taking in pregnancy; (2) to
make women fulWl their obligations; or (3) to minimize preventable harms to
babies. If the three outcomes were indistinguishable, it would not matter; but
(3) must be the aim. If the goals overlapped but were not identical, society
would be able to tolerate a situation where babies were healthy despite the
persistence of drug-taking and mothers who failed to fulWl their obligations.

Offers and threats

The diVerence between a proposal that contains an oVer or a threat is that, in
the former, the receiver is no worse oV than before by rejecting the oVer,
whereas, in the latter, she is worse oV if she does not comply with the threat.
Many proposals are bipolar, containing both an oVer and a threat. Whereas
oVers do not usually require justiWcation, as there is no proposal to harm
anyone (by making their situation worse), threats do. To illustrate this, a
simple unipolar oVer might be ‘If you get oV drugs, you will be given a
medal’. This incentive does not require justiWcation (although it may not be
eVective). A unipolar threat would be ‘If you do not get oV drugs, your name
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will be published for public condemnation’. By contrast with the oVer, this
threat requires a justiWcation (such as the beneWt of preventing fetal damage
outweighing the humiliation and harm caused to women). If the two uni-
polar strategies are equally eVective, the choice of the threat strategy rather
than the oVer one is not justiWable, because nothing now weighs against the
harms caused through threatening people. OVers are thus morally preferable
to threats when they are equally eVective. To opt for a threat, if an oVer is
available, requires Wrstly, that it is more eVective and secondly, that the
diVerence in eVectiveness is itself justiWed. If 1000 drug addicts stop before or
after having their names publicized, as opposed to 999 with the medal option,
it has to be argued that the one extra drug-free baby justiWes 1000 women
being threatened with ostracism by their neighbours.

DiVerent types of threat to pregnant women can be identiWed: to imprison
during pregnancy; to punish after delivery; or to separate the mother and
baby after birth (by imprisoning the mother or taking the baby away). Some
threats materialize immediately, some materialize later. OVers can be made
without needing a justiWcation, whereas threats cannot. It is worth noting
that both are pointless if women are not free to respond.

Let us examine the speciWc threat to separate mother and baby if she
continues to take drugs. If women know that they will be jailed or their babies
taken away on the basis of a blood or urine test on the newborn, this is a
threat operating during the antenatal period to persuade them to stop drugs.
It relies on an assumption that the woman wants to keep her baby (which
may be correct in most cases). But if a woman did not care for her baby, it
might have the opposite eVect, and become an incentive to continue drugs.
Secondly, the baby has become an instrument of society’s will towards its
mother’s behaviour. It is used as a means to threaten its mother rather than
being treated as an end in itself, which seems inconsistent with the concern
for fetal and neonatal well-being from which the threat sprang. Enactment of
the threat is inherently an admission of its failure or ineVectiveness. If
drug-taking during pregnancy is a form of ‘fetal abuse’ (Landwith, 1987),
once the baby is born the abuse stops, as the drug no longer crosses the
placenta. Birth corrects the abuse. In addition, the intention of a drug addict
is not necessarily to hurt the fetus. Once her baby is born the identical action,
of injecting herself, would not count as child abuse. If society wanted to
prevent so-called ‘fetal abuse’ to an individual fetus, taking the post-birth
action against the mother is too late. A post-birth action is appropriate for
punishment but not prevention, except that it might deter the next woman.
EVective threats should be preferred. Separation has now taken on the
character of punishment, with the newborn baby being used as a means to
punish its mother. The threat to separate a mother from her baby merely
because there is evidence she continued to take drugs during pregnancy is not
morally justiWable.
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Use of the Mental Health Act could also be seen as a threat to pregnant
women, except that it is correctly applied only to enforce non-consensual
treatments for psychiatric illnesses. If a woman is mentally incompetent
through such an illness, decisions about interventions can be made (such as
consent for Caesarean section) in her ‘best interests’, but abuse of this
provision is not to be encouraged. (A fuller discussion of this issue in the
context of recent UK case law is provided by Wendy Savage, Chapter 17.)

Coercion

Coercion has two diVerent senses: (1) to prevent a person from doing as she
or he chooses; and (2) to make a choice less eligible by threats. There is a
point where the second becomes the Wrst, where there is no real choice, as it
has become meaningless because of the severity of the threat. Coercion is the
most extreme form of threat, and it is in this stronger sense that it will be
used. Coercion is prima facie wrong because it removes liberty, the freedom
to do as one chooses, and thus violates autonomy.

If a woman can give up drugs freely, it is not justiWable to coerce her,
though non-coercive threats to encourage her may be justiWed. If it is ever
permissible to use coercion, it will only be when a woman cannot stop her
harmful behaviour by herself. This might be illustrated using two infectious
diseases that harm others. If a woman had Lassa fever (often fatal and highly
infectious through airborne passage) it would be justiWed to quarantine her
(and override her right of liberty) as she is presenting a serious danger to
others and cannot voluntarily stop breathing. A man with Hepatitis B (often
fatal though not highly infectious, and transmitted only through close con-
tact with bodily Xuids) presents a danger to others only if he engages in
certain activities (such as sex or blood donation). He is free to choose
whether to have unprotected sex or donate blood, and is culpable when he
does. But it would not be justiWed to quarantine him because he might engage
in a dangerous activity over which he has control. Indeed, this is the situation
in English law. It is possible to detain a person under the Public Health
(Control of Diseases) Act 1984, but not to forcibly treat him or her. Diseases
such as cholera, plague, relapsing fever, smallpox and typhoid are included,
but not conditions such as HIV or AIDS. Quarantine might be used as a last
resort only if many people with Hepatitis B neglected their obligations to
others, and would wrong those who would not have put others at risk.

If society could increase the likelihood of a drug-taker stopping with oVers
or non-coercive threats, but does not, then if she continues to take drugs she
is less reprehensible than if she had rejected such oVers or threats, although
she is not guiltless. The presence or absence of incentives, such as free
antenatal care and drug treatment programmes, changes the degree of culpa-
bility. OVers and non-coercive threats have to be reserved for those women
who can stop taking drugs. If a person can stop, she should be allowed and

138 S. Bewley



encouraged to do so; otherwise her autonomy is violated. Coercion should be
reserved for those cases where women cannot stop their harmful behaviour.

Punishment for reckless endangerment

Is drug-taking in pregnancy necessarily reckless? Bonnie Steinbock argues
that drink-driving is always immoral despite the fact that many of the drivers
caught are alcoholics, who cannot stop drinking. They are not compelled to
drive, unlike their craving for alcohol which has to be satisWed. To drive a car
after having drunk alcohol is reckless behaviour. She claims that drunk
drivers who cause death are indeed murdering through recklessness (Stein-
bock, 1985). The analogy is useful for the distinction that can be drawn.
Unlike the alcoholic driver, the pregnant alcoholic cannot separate taking
alcohol from the eVect on the fetus – although she could avoid other
additional reckless behaviour, such as driving when intoxicated, she cannot
avoid giving the fetus a dose of the drug as she satisWes her craving. The two
behaviours, satisfying the craving and delivering alcohol to the fetus, cannot
be separated, even if she would like to do one but not the other. So, delivering
drugs to the fetus is not reckless like drink-driving. The equivalent reckless
behaviour is not taking drugs when pregnant, but rather, knowingly getting
pregnant when addicted to dangerous drugs. Thus, the reckless behaviour to
be punished would be getting pregnant, rather than taking drugs. It is
diYcult to know what to make of this conclusion except to note that it must
be impossible to determine which pregnancies are conceived recklessly, and
what would be an appropriate punishment.

If a mother has a positive urine drug test, she has failed to respond to
threats made earlier in pregnancy. If one woman cannot respond to the
threat, and another can but did not, both will have positive urine tests but
only one persists in intentional wrongdoing. Both may be jailed, a punish-
ment, for having failed to respond to the threat, not for intentional or reckless
wrongdoing. If punishment should be reserved for wrong acts performed
freely, then it would be wrong to punish merely for failure to respond to a
threat (as this includes both women who can and cannot stop their harmful
behaviour).

Punishment should be limited to those cases in which harm has been
caused by the behaviour which was freely performed, and where there was
intent to cause harm. Punishment does not undo harm nor prevent it, as it
can only be used after a wrongdoing, and thereforemust be the least preferred
option in terms of changing behaviour. However, the existence of punish-
ment after birth might act as a deterrent against harmful behaviours earlier in
pregnancy, and thus it joins the array of threats available to society to
inXuence behaviour. It can be used as a threat during pregnancy, even if it
only materializes after birth.
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Moral ranking of different strategies

The order of preference of strategies to inXuence behaviour is: (1) oVers (or
incentives) over threats; (2) non-coercive means over coercive means; with
(3) physical force and punishment being the least preferable. They need not
be mutually exclusive (though some are, such as the promise of medical
conWdentiality and the revealing of urine sample results to the police).

It is permissible to use oVers and non-coercive threats when women can
stop harmful behaviour (although threats need extra justiWcation over oVer),
whereas coercion is only permissible, if at all, when women cannot stop
freely. It thus becomes crucial which drug-takers are or are not free.

The will of a drug-taker

Frankfurt’s account of freedom reXects well the complexity of autonomy, and
presents a way to unravel the drug addict’s intent. He describes what distin-
guishes us as human beings as our ‘ability to form second-order desires’
(Frankfurt, 1971) – only human beings can want to want something. Al-
though a woman might have conXicting Wrst-order wants, it is the identiWca-
tion with a second-order desire that determines the kind of person she is. For
example, a pregnant woman might want both to take drugs and not to be
dependent on this desire. A second-order desire is ‘I want to want to give up
drugs’. It cannot be assumed that because a woman takes drugs she intends to
do harm, or that she does not care for her fetus. It can only be said that the
desire to take drugs outweighed any desire to help the fetus. What she does, a
result of the Wrst-order conXicts, does not tell us what she really wants, her
second-order desire. A woman who cannot give up drugs, despite her best
intent, does not have a free will. Her Wrst-order desire to take drugs over-
whelms another Wrst-order desire to do the best for her fetus, and possibly a
second-order desire to be a drug-free woman. This is a double tragedy, as she
harms her fetus, against her will, and her will is not free and autonomous.

Although some women stop taking drugs in pregnancy, this does notmean
that others did not try to give them up or wanted to stay on them. Real life
may be more complicated, as the Wrst- and second-order desires of an addict
might change throughout the day, as the cravings wax and wane, or through-
out the pregnancy, as the fetus grows and interacts. Women experience
diVerent degrees of diYculty in stopping. Let us imagine two pregnant
women: M1, who can modify her behaviour; and M2, who cannot stop
harmful behaviour voluntarily, whatever her will. M1 may stop taking drugs
either because she is mindful of her duty and does not wish to harm her baby,
or because she is reluctantly goaded into stopping. M1 can be told that if she
attends antenatal clinic and gets oV drugs, she has an increased chance of an
unharmed baby. When a mother wishes to do the best for her baby, the result
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of this oVer corresponds to one part of her will and her interests. Alternative-
ly, she could respond to a threat such as going to jail if she does not get oV

drugs. The realization of the threat is against her interests (as she goes to jail)
and that of the child (who will be separated from its mother). Women who
were indiVerent to the fate of their babies might be uninterested in an oVer,
but still responsive to a threat. There may be women who want to take drugs
for whom only threats work. For these women who are not compelled to take
drugs, the threat of going to prison or being punished if their urine tests are
positive may work. A ‘recreational’ user, who takes drugs occasionally for the
pleasant eVect, might stop in the face of threats. The existence of a future
punishment is in itself a present threat, but if it is in society’s armamentar-
ium, it acts as a threat to all pregnant women. It is not a threat that can be
made selectively. Thus we must consider the eVect that threats made to
inXuence M1 might have on M2.

M2 cannot stop taking drugs, whatever her will or second-order desires,
because she is compelled to continue. What does it mean to say that a woman
is compelled to take drugs? A drug addict who reacts to falling levels or
shortage of supply with feelings of severe discomfort (withdrawal syndrome)
has no choice but to respond with the reasonable and purposive action of
buying or Wnding more drugs. Thus the drug addict is unfree, as the threat of
discomfort means that she is compelled to take a certain action (Greenspan,
1978). We can see that M2’s drug taking has become immune to oVers or
threats. The only way to stop her taking drugs is by force, for example, by
incarceration to (hopefully) cut oV her supply of drugs, an external coercion
corresponding to the inner compulsion to take drugs.

Compulsions might aVect our assessment of what is reasonable. What is
reasonably expected changes with the amount of discomfort anticipated on
stopping the drug. Thus the biological eVect of dependence-producing drugs
will be critical in making a judgement, not just the damage caused. Some soft
cheeses contain the listeriosis bacterium, which can cause miscarriage, fatal
intra-uterine infections and premature labour (with all its consequent com-
plications). If eating soft blue cheese and taking heroin had the same adverse
eVects on fetuses, but an addict’s discomfort on stopping heroin was marked-
ly worse, then the mother who continues to eat gorgonzola would be more
culpable than the woman who continues to take heroin.

Compulsions also interact with threats and oVers. To avoid suVering
severe discomfort, by withdrawal of the drug M2 craves and is compelled to
take, the rational and reasonable action is to avoid giving a sample of urine,
or miss the clinic. If M2 realizes that the clinic staV will be suspicious and
send the police to her house, a better tactic would be to conceal the preg-
nancy. Thus, the combination of the threat and compulsion works against
both M2’s and society’s intention to do the best for her baby. Antenatal care,
even in the presence of drug-taking, is of beneWt for picking up other diseases
of pregnancy, such as diabetes, pre-eclampsia and growth retardation, and it
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creates the possibility of giving advice, treatment or intervention through a
timed delivery. Avoiding the clinic is now a worse outcome, as the fetus is still
exposed to drugs and has lost the chance of beneWting from pregnancy care. A
‘harm limitation’ exercise has the goal of producing the best achievable health
in the baby, not the riskier goal of stopping drug-taking entirely. For women
who are compelled to take drugs there is the potential to make matters worse
by deterring drug addicts from obtaining medical care.

The most attractive incentive would be a safe supply of the drug. Indeed,
the policy of British antenatal care and drug maintenance programmes is to
stabilize registered addicts on drugs prescribed by licensed doctors. This can
be justiWed simply by being safer than street drugs (which may be con-
taminated or given via shared infected needles). If the woman attends the
antenatal clinic at the same time, two potential improvements to her baby’s
health are made even before drug reduction (De Swiet, 1989). Although it
may be wrong to tolerate preventable harms to babies, it is assuredly worse to
create the conditions in which more harms occur. Like many moral conXicts,
it is not a choice between right and wrong, but of the lesser of two evils.

The complexity of judging and influencing maternal
behaviour

With this complex model in mind, the drug-taking pregnancy can be viewed
not merely as a grave danger to the fetus due to maternal failing, but as an
opportunity to oVer intervention and improve fetal health. The pregnant
drug addict may be harmed, or even die, as a consequence of her drug-taking,
and thus the incentive to improve her own health may be added to fetal
incentives. She may stabilize her life and improve her circumstances, such
that she can care adequately for her child. She may minimize her use of drugs
or stop them altogether. If her will is in conXict, as described earlier, she has
the opportunity to identify more strongly with that part that wishes to do the
best for her fetus, or wishes not to be a drug addict, and thus become more
truly an autonomous person. If, without drug treatment programmes for
pregnant women (Chavkin, 1990), she misses this opportunity, society fails
both to aid her fetus and to help her realize her autonomy and potential.
Strategies that threaten her, or that through fear or interaction with her
compulsion diminish rational and reXective self-evaluation, reduce her
autonomy (already reduced by addiction). Other incentives that might
encourage M2 to minimize harm to her fetus, such as public education, free
and conWdential health care, non-judgemental attitudes and access to social
service help, will get drug-takers into clinics. Free contraception and pre-
pregnancy counselling are preventative measures that could be available
before she becomes pregnant. If society can work with the compulsion, or at
least understand its nature, it will be most eVective. A pragmatic aim would
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be to stabilize an addict Wrst, and tackle the drugs later. A threat cannot be
carried out at least until a woman is obviously pregnant, or identiWes herself
as such. Pregnancy is not obvious early on, when the fetus is developing and
most vulnerable to harmful substances. It is possible to conceal pregnancy
right up to delivery. OVers are the only practical way to inXuence behaviour
in womenwho are unidentiWed to society’s agents. If society’s response has to
wait for visible signs of pregnancy, rather than the mother volunteering
herself, many vital months are wasted.

Widening the scope

Several more qualiWcations still have to be considered before limiting preg-
nant women’s freedom: (1) there should be a real and serious risk to a
particular fetus; (2) as a woman’s freedom is increasingly interfered with, so
the justiWcation for the limitation should become stronger; (3) there has to be
no less drastic method for achieving the same end; (4) the harm prevented
should not be less than any harm caused; and (5) if freedom is limited,
women are harmed by interference with their basic right of liberty (albeit
justiWably, and thus not wronged) and there is a case for compensation.

Real and serious risk

It is not enough that a risk exists. If the risk is very remote – for example,
every millionth pregnant woman walking on icy pavements falls over and
suVers a stillbirth – that would not seem to justify keeping pregnant women
indoors all winter. If the risk is of trivial harm – let us say that listening to
commercial radio made babies respond by smiling to advertising jingles –
that would not justify banning pregnant women from listening to the radio.
At a minimum, the risk to this fetus must be real and serious.

Increasing restrictions on liberty, increasing justification

An example of justiWable limitation on freedom might be long-distance air
travel close to delivery. It seems reasonable to balance the small risk of
premature delivery and a great limitation on freedom if women could not
travel at all against a higher chance at term and less limitation on freedom. As
the limitation lasts only for a few weeks, it is not as restrictive as incarceration
for a detoxiWcation programme.

No less drastic method for achieving the same end

A drug that no mother could stop taking voluntarily would be an inhaled
environmental pollutant. If there was an escape of the very teratogenic
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(embryo-deforming) poison gas dioxin blowing towards a city, a justiWcation
of forcibly rounding up the pregnant women to transport them away could
be based on avoiding harm to their fetuses. However, less drastic measures,
such as announcements on public loudspeakers, must be preferred. It would
be better still to strengthen regulations on factories to prevent such accidents.

If preventing fetal harm overrides women’s rights to freedom, or bodily
integrity, it can also be used to override their wishes regarding the continuing
of the pregnancy. One problem with using harm prevention arguments to
override a woman’s right to freedom is the ‘slippery slope’. The arguments
can boomerang back to argue for enforced abortions (if abortion is justiWed
as the killing of a being without full moral status), when an abortion is a lesser
wrong than allowing the continuance of a pregnancy that will lead to a life of
suVering. If the wind blew the dioxin cloud too fast, the only way to prevent
the harm of damaged fetuses would be to abort them.

Harm prevented should be more than that caused

There should also be good evidence that harm can and will be prevented.
There are very many causes of fetal damage, some interacting with one
another. When damage occurs before a woman realizes she is pregnant, or
before she tells anyone, limitations on her freedom will be too late. For
example, alcohol may damage babies through a variety of mechanisms from
conception to threemonths (Pratt, 1984). Only the most draconianmeasures
(such as screening the entire female population for pregnancy) would be able
to identify those women whose behaviour in early pregnancy is an avoidable
source of harm. There is no evidence that threat strategies prevent harm.
What little work there is on substance abuse reporting laws show no change
in substance abuse in subsequent pregnancies (Delke et al., 1993).

Compensation for interfering with freedom

Women might claim compensation for interference with their freedom. If a
woman cannot work in certain jobs there should be no penalty, such as
dismissal, as this would act as a strong disincentive to tell the truth, or even as
a pressure towards termination. Maternity leave, maternity pay and sex
discrimination laws can be considered as compensations for losses of free-
dom.

Conclusion

The moral obligation of a pregnant woman is to take reasonable steps to
ensure that her fetus is born in good health. Society wishes, rightly, to
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diminish harmful maternal behaviour during pregnancy. There are a variety
of strategies, limited by what is morally justiWed and what is eVective. The
pragmatic aim is not narrowly to get women to stop drugs, but to achieve the
healthiest possible mothers and babies. The use of incentives is preferable to
threats, coercion or punishment. There are good reasons to doubt the eYcacy
of threats when a mother is addicted to drugs, and it is wrong to punish her
for behaviour that is compulsive. One comprehensive strategy might be to
have a ‘hands-oV, oVers only’ system which should not deter those women
who cannot stop drug-taking from seeking health care, but does not tackle
indiVerent women who only stop under threat. This is the system in the UK,
where the fetus has no legal status (Bewley, 1994) and women have free
antenatal care, free prescriptions, non-coercive drug treatment programmes
and guarantees of medical conWdentiality. Women can no longer be forced to
undergo Caesarean sections in the fetal interest (St George’s Healthcare NHS
Trust v R.V. Collins and others, ex parte S, 1998)and have not been prosecuted
for drug-taking in pregnancy or the resulting harms, although children can
be taken into care after birth. On the other hand, a threat strategy (such as
antenatal urine test results being revealed to the police, jailing for drug-taking
in pregnancy and separation on the basis of neonatal testing) may stop
drug-taking in women who are not compelled to take drugs, although it risks
alienating others who are so compelled from antenatal care altogether.

Both strategies cannot inXuence all women’s behaviour at the same time.
There is an unavoidable tension between them. Whichever is chosen, it
inevitablywill fail to prevent all preventable harm. The choice has to be made
on the criteria of moral preferability and eVectiveness (or ‘least overall
harm’). The threats strategy is less preferable, morally. Before considering
implementation, it must at least be more eVective. There is no medical
evidence whatsoever for this. It is wrong to limit pregnant, drug-taking
women’s freedom, in the ways described, especially in the absence of having
unsuccessfully tried morally preferable methods.
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Introduction

Although the Wrst IVF (in vitro fertilization) child has passed the age of
majority, ethical dilemmas linked to the Weld continue to be subject to the
world’s scrutiny. Arguably, some are ‘classical’ problems of assisted repro-
duction, either because they pertain intrinsically to the essence of IVF (as in
embryo research), or because they relate to techniques preceding IVF as a
means of assisted reproduction (for instance, sperm donation). Another
dilemma is that of embryo reduction, itself often a consequence of IVF
techniques (although in the UK, since the Human Fertilisation and Embry-
ology Act (1990), most multiple pregnancies of a high order are the conse-
quence of non-licensed ovulation induction). Indeed some Scandinavian
countries have either altered their legislation or professional codes of practice
recently in order to limit embryo transfer to one or two embryos per cycle
and to decrease the rate of multiple pregnancies. Embryo reduction is
discussed by Mary Mahowald in Chapter 16 and will, therefore, not be dealt
with at length here. Then there is the question of what responsibilities we owe
to the children of assisted conception (an issue discussed by ChristineOverall
in Chapter 19).

The choice of issues to discuss has been narrowed down to newer tech-
niques speciWcally linked to IVF, and only made possible when IVF itself
matured into a more successful and more common treatment. There is
necessarily a more acute need to analyse these less ‘classical’ dilemmas, such
as ICSI (intra-cytoplasmic sperm injection), a revolution in the treatment of
subfertile men which involves micro-injecting the egg with a single sperm,
and pre-implantation diagnosis, a genetic diagnostic technique involving
biopsy of the embryo in vitro. As for the even newer issues related to
technological advances, such as ovarian tissue freezing or reproductive
cloning, their practical application is probably still quite distant. This does
not, however, mean that we should not tackle the ethical issues that they raise
now.
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All these ‘micoethical’ issues should also be seen in the larger ‘macroethi-
cal’ context, including issues of social justice such as equal access to fertility
treatment. These are questions of public policy and funding of the health
system. It seems wrong for the patient’s chance of appropriate treatment to
be dictated by its cost (or cost-eVectiveness). However, although we know
that health expenses are increasing worldwide, the problem of eYcacious
spending on health is a political and ethical matter beyond the scope of this
chapter. It nevertheless deserves a mention, as ‘keeping to budget’ has now
become a major concern in health care choices all over the world (Hermeren,
1998). In passing, however, it is still puzzling to observe that in our wealthier
countries huge sums of money are spent at the end of life, whilst objectors to
the whole Weld of life-creating fertility treatment are still arguing that it is
money misspent on a ‘non-medical matter’ (ShenWeld, 1997).

In the Wnal section of this chapter I shall move on to ethical issues in
reproductive and therapeutic human cloning, brieXy drawing on arguments
about diVerence and identity from the French psychoanalytical feminist Julia
Kristeva (1991). Thus the choice in this chapter is necessarily somewhat
eclectic – even entire books dedicated to these issues cannot hope to be
exhaustive (e.g. ShenWeld and Sureau, 1997).

Embryo research and screening

Embryo research is necessary to the continual improvement of assisted
reproduction techniques such as IVF; yet it was also one of the most
contentious Welds when it began. As shown in a three-day meeting held in
December 1996 at the Council of Europe on the protection of the human
embryo, this essential question is still central. The meeting was held a month
after the Committee of Ministers of the Council of Europe had approved the
text of the Convention for the Protection of Human Rights andDignity of the
Human Being With Regard to the Application of Biology and Medicine
(Convention of HumanRights and Biomedicine; (Council of Europe, 1996)).
Controversy over embryo research has been heightened since then by the
growing commercial importance of stem cells derived from embryonic and
fetal tissue (see Chapter 15).

The famous semantic debate over the term ‘pre-embryo’ actually obscures
the matter even further. Using the term ‘pre-embryo’ to refer to ‘the stage of
the conceptus for the interval from the completion of the process of fertilisa-
tion until the establishment of biologic individuation’ (Jones and Schrader,
1992) aroused suspicion that the embryo’s supposed human essence was
deliberately ignored or lessened by adding the preWx (Seve, 1994).

On a utilitarian argument, the improvement of success rates in IVF is
beneWcial to welfare; if IVF is morally acceptable, so is embryo research, the
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latter being necessary to the improvement of the former. Both the Human
Fertilisation and Embryology Act (HFEA) 1990 and the July 1994 Loi reXect,
in the UK and France, the intensity and breadth of public concern in matters
of reproduction. Both avoid qualifying the status of the embryo as such,
within the only two categories known in law: ‘res’ (thing, property) or person.
The HFEA Code of Practice stresses ‘that the special status of the embryo is
fundamental to the provisions of the Act’ without deWning this special
quality, and French law underlines the respect due to the human body ‘as
soon as life begins’, without deWning this precise moment. French legislation,
however, makes the creation of embryos purely for research purposes a
criminal oVence (Loi no 94, Article 511, section 18).

Even if this utilitarian argument were accepted as uncontroversial – which
it is patently not – two further problems arise: the source of embryos, and
their fate. If non-viable embryos are to be preferred on the grounds that no
harm is done, less good may result – the results may not be easily applicable
to viable embryos. So perhaps abandoned or surplus embryos are to be
preferred. The two cases are diVerent – not all surplus embryos will be
abandoned. In English law any couple cryopreserving surplus embryos must
give consent and choose their fate (donation, research or destruction) when
the legal time limit for cryopreservation has elapsed. From May 1996 the
HFEA lengthened the statutory limit for cryopreservation of embryos, in-
itially Wve years, to 10 years within speciWc clinical settings and with consent.
The transition from Wve to 10 years led to amajor public debate in 1996 in the
UK about the ‘abandoned’ embryos whose gamete providers could not be
traced. May one then use abandoned embryos, for which, by deWnition, there
would not need to be any consent, before they are due to be destroyed? This
could arguably be the case in settings where there is as yet no legislation, but it
is hard to imagine this within the UK setting, where the ultimate fate of the
embryo must be decided in advance by the provider couple at the time of
cryopreservation.

In most cases embryos used for research will in fact be destroyed, as the
safety of the potential child who might ensue cannot be assured, and it can
actually be argued that it would be unethical to replace such embryos in utero.
The possibility of cryopreservation of embryos since 1984 has enabled
couples to have further attempts at embryo transfer from one stimulation
IVF cycle. The availability of cryopreservationmakes the creation of embryos
purely for research purposes even more controversial, but perhaps more
necessary – surplus or supernumerary embryos may be frozen for possible
later use, and might only be given for research once the couple have become
parents.

Once pre-implantation research on the embryo is accepted, it follows that
its status as a non-person is implicitly recognized. This is not because its
consent cannot be obtained, as parents are entitled in law to give consent on
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behalf of children below the standards of ‘Gillick competence’ (Gillick vWest
Norfolk and Wisbech Area Health Authority, 1985), but rather because its
destruction is necessarily planned, distancing the embryo from full human
status. Where parental consent is recognized, the parent is expected to decide
in the best interests of the incompetent child; deciding to destroy the embryo
is ipso facto not in its best interests.

By deWnition, when the technique researched has proven to be safe and
useful, it may become therapeutic or diagnostic. Then the embryo concerned
may be allowed to fulWl its potential to become a person, which, in English
law, it does not become until born alive.

By contrast, therapeutic or diagnostic interventions may be performed for
the beneWt of the embryo. ICSI, for example, is one of the techniques that has
radically changed the outlook for male infertility – although it was sometimes
criticized for being used therapeutically when actually it was still in the
research stage. Here the beneWt lies in averting the possibility of transmission
of sex chromosome anomalies which might in particular threaten the future
fertility of the male child of an ICSI couple. Some have even advocated
pre-implantation diagnosis following ICSI, but this is arguably too powerful
a tool to use for what may be seen as only a moderately severe disability. This
leads us to consider the indications for pre-implantation diagnosis, and the
notion of ‘severe handicap’, already used in the terminology of legal termina-
tion of pregnancy. Embryo screening is not research, but neither is it necess-
arily therapeutic, at least so far as the embryo rather than the parents is
concerned.

Pre-implantation genetic diagnosis (PGD) triggers the fear of potential
genetic manipulation, and is often considered to be on the slippery slope to
criminal eugenics (Testard and Sele, 1995). If eugenics is deWned as a practice
imposed on a population, and not in terms of individual couples’ choice to
avert possible serious disease (e.g. cystic Wbrosis), this accusation founders
(ShenWeld, 1997). Other fears concern phantasmatic perversions of heredity,
or at least poorly controlled intrusions into the genome of germline cells. The
most complex ethical question is in fact not so much the current practice of
pre-implantation diagnosis, but rather what might be the consequences of its
evolving techniques. Will pre-implantation diagnosis lead couples to expect
the assurance of a ‘perfect’ baby?

This very point is alluded to in the joint public consultation document
published in November 1999 by the HFEA and the ACGT, spelling out that
neither body thinks it ‘would be acceptable to test for any social or psycho-
logical characteristics, normal physical variations, or any other conditions
which are not associated with disability or a serious medical condition’. The
questions for consultation centre around, but do not actually mention, the
distinction between positive and negative eugenics, perhaps because the
terms are so historically tainted (Missa, 1999). Instead the document concen-
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trates on practical issues, within the context of licensing clinics for testing
speciWc inherited conditions and restricting access through guidelines that
limit which patients might avail themselves of PGD. Such questions have
already been asked in the context of antenatal screening in general. No
legislation that allows termination of pregnancy on the grounds of a ‘serious’
disorder has actually drawn up a list of the conditions that would qualify. It
seems appropriate to suggest that PGD could also be called Pre-Gravid
Testing, and that it can be compared to other forms of prenatal testing
already in place in many countries.

The speciWc ethical problems of pre-implantation diagnosis are also linked
to its particular constraints, especially the need to undergo IVF. It is thus
understandable that the more classical approach (prenatal diagnosis, possibly
followed by therapeutic termination of pregnancy)may sometimes be prefer-
red by patients. Studies have shown diVerent preferences according to the
past experience of the couples concerned and the gender of the potential
parent (Chamayou et al., 1998). In practice, it is for the time being a matter of
rather restricted choice, as the number of units available worldwide for this
technique is extremely limited, making it available only to a few prospective
parents. Needless to say, counselling is of great importance in all these
decisions. The need for long-term surveillance of this particularly ‘precious’
oVspring in turn entails recording the births and follow-up of the children
with their speciWc dilemmas already described in detail (Milliez and Sureau,
1997).

Another concern in pre-implantation diagnosis is the dilemma between
the fundamental principle of conWdentiality for the couple and the right to
privacy of the potential child, together with the psychological consequences
of intrusion for the children. The problem of conWdentiality with regards to
the child sometimes seems insoluble, as it entails a parental, if not sometimes
a state, decision, as is the case with non-anonymity of gamete donors in
Sweden. In this context it is useful to stress the responsibility that the adults
involved, carers as well as putative parents, have towards the vulnerable
future third party – the child to be. Fifteen years after implementation of the
law in Sweden, 89 per cent of the parents of sperm donor children still have
not informed them of their origins (Gottlieb et al., 2000), perhaps exemplify-
ing the complexity of this dilemma.

Cryopreservation of reproductive tissues

Fragility and vulnerability are also uppermost in issues concerning the
cryopreservation of reproductive tissues of adolescents who are suVering
from cancer, the treatment of which threatens their future reproductive
capacity. This is especially sensitive as reproduction is not a matter which
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they or their peers are accustomed to considering. They are facing serious
disease if not possible death, and are often under the age of majority
(although often Gillick competent). (It is also generally good practice to
involve the parents in these sensitive decisions.) A UK working party is, at the
time of writing, about to address the issues with paediatric oncologists,
lawyers, psychologists, ethicists and patients’ groups. However, we are only
now starting to address a problem which can only grow larger in view of the
increased ability to store successfully testicular or ovarian tissue for future
reproduction.

In this case the intent, that is the conservation of the reproductive ability of
children and adolescents, seems prima facie beneWcent, but that may primar-
ily be the parents’ intent, possibly biased by a desire to one day have a
grandchild who might remind them of a beloved deceased child. But is this in
the adolescent’s own best interests? Ovarian biopsy may indeed be a fairly
risky procedure in a relatively sick adolescent girl, much more so than sperm
donation or testicular biopsy from a boy. Again we face a situation where the
intent and the consent of the child or adolescent concerned may not be
identical, where one could not be presumed to take place of the other. Could
a biopsy be taken, for instance, when the child is unable to consent because he
or she is not deemed Gillick competent, or when he or she is so seriously ill
that therapeutic privilege is invoked? Would the judgment be similar to that
in the case of Diane Blood (R vHFEA, 1997), or would it be diVerent because
adults are presumed competent in law whereas young people are not?

Cloning and the human embryo

Cloning and reproduction, especially cloning the human embryo, made the
headlines after the report at one of the American Fertility Society meetings, in
1994, of an experiment describing embryo-splitting. This eventually led to
federal funds being withheld from embryo research in the US, with the
consequence that now it is happening practically solely within the private
sector. The principle of the creation of identical human beings is thus not a
new subject, but the method described by Wilmut and colleagues certainly is
(Wilmut et al., 1997).

The actual birth of the sheep Dolly, after somatic nuclear transfer, renewed
the debate about the meaning of human identity. Many objected to the
dangers of ‘deliberate twinning’. The term deliberate is crucial in more than
one sense. A deliberate action implies responsibility for that action, and Hans
Jonas’s ‘responsibility principle’ is apposite (Jones and Herr, 1984). Jonas has
also stated that the two most awesome kinds of responsibility we may ever
face are those of politicians towards society and of parents to their children.
This arguably may be extended to future or planned children, the matter
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which concerns us in assisted reproduction. It is indeed because we are
responsible, or moral subjects, that we wish to analyse rationally the argu-
ments for and against cloning for reproductive purposes.

Interestingly, the introduction of the report by the group of advisers to the
European Union (European Commission, 1997) states, ‘As there is no dis-
crimination against twins per se, it follows that there is no per se objection to
genetically identical human beings’. This makes it clear that one must Wnd
other arguments than the noumenon (‘thing in itself ’) of cloning (its ‘real
existence’) in order to counter arguments in favour of human reproductive
cloning.

One such counter argument has been rooted in the notion of human
dignity, together with others like uniqueness and respect. These qualities
appear in the introduction of the Wrst international statement in the Weld of
bioethics, the Universal Declaration on the Human Genome and Human
Rights adopted in November 1997 by UNESCO, including a speciWc article
taking the replication of identical human beings as an example of violation of
dignity. The UNESCO declaration on the genome places human dignity in
the context of uniqueness, whilst the CCNE (French National Ethics Com-
mittee) report to the French President (CCNE, 1997) starts with the caveat
that personal identity and genetic identity are not to be confused, stressing
that human cloning would totally disrupt the relation or balance between
genetic and personal identity. The argument of dignity is underlined, using
the Kantian categorical precept – ‘to treat each and everyone as an end to
themselves and not merely as a means to an end’.

Of course we know that a clone obtained by somatic cell nuclear transfer
would not be totally identical to the adult donor of the nucleus, because of
the recipient cytoplasm bearing the maternal mitochondria; but more im-
portantly, the same argument can be used against reproductive cloning by
embryo-splitting and transfer to diVerent surrogate mothers at diVerent
times. To quote the report:

It would be absurd to consider that an adult and his clonal duplicate who must
necessarily be born much later, and is bound to have a diVerent life history, could be
to any degree presented as two copies of a single and identical person. To believe such
a thing would be to fall victim to the reductive illusion which is born of the dismal
confusion between identity in the physical sense of sameness (idem) and in the moral
sense of selfness (ipse).

The Latin ipse is very much nearer to the notion of identity (one’s self),
whereas idem relates to the notion of identical, at least as seen by others.

The report continues:

[N]evertheless, although to possess the same genome in no way leads two individuals
to own the same psyche, reproductive cloning would still inaugurate a fundamental
upheaval of the relationship between genetic identity and personal identity in its
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biological and cultural dimensions. The uniqueness of each human being, which
upholds human autonomy and dignity, is immediately expressed by the unique
appearance of body and countenance which is the result of the singularity of each
genome . . . [P]redetermination of all the genetic characteristics of a future human
being [is] judged . . . an oVence against the human condition.

The Wrst problem, therefore, seems to be one of lack of liberty for the future
person induced by an increase in genetic determinism. This begs two ques-
tions. The Wrst concerns autonomy, a principle described in the CCNE report
as ‘support(ed) by the uniqueness and dignity of the person’. One of our
duties is to respect the autonomy of subjects. The autonomous human being
(who may be deWned as one who is ‘submitted to his or her own laws’) may
allegedly be threatened in this very quality by facing his or her relatively
identical clones. Conversely, relationship as well as autonomy might be
threatened by cloning. In the words of the CCNE report, ‘reproductive
cloning would . . . inaugurate a new mode of Wliation, . . . an individual born
by cloning would be both a descendant and a twin of an adult’. The very
concept of Wliation could become meaningless.

But if human clones are ‘born’ of a diVerent kind of relationship, does that
necessarily make them any less a part of human society? Can we not argue
instead that the best way to counteract discrimination is to accept diVerence
as a valuable addition to the rich tapestry of life rather than fear its conse-
quences? Thus, the CCNE concludes that we may recognize ‘that persons’
singularity and autonomy, . . . are . . . the two essential elements of the human
condition and dignity’. The recognition and acceptance of the diVerences
amongst persons makes the tolerance of our diVerences even more pertinent.
Indeed if dignity has to be deWned in any essential manner, as it must be if
enshrined in international declarations, it is the unique quality of all human
beings, also recognized in their diVerences, even if there is a degree of
sameness, which gives us dignity.

The second question is whether normal, sexual reproduction guarantees
freedom for the new individual, in a way that cloning does not. This is
obviously absurd, and we have therefore to conclude that even if normal
sexual reproduction were a necessary condition for human liberty, it is far
from being a suYcient one. However, what about identity rather than liberty?
How would the child of cloning develop a sexual identity? Let us say that a
somatic cell nucleus from a sterile, azoospermic father is inserted into an
enucleated oocyte. It seems reasonable to suppose that the constraints im-
posed by the father’s sexual identity would somehow aVect the cloned child;
would this be a reduction of the child’s liberty? In the US report commis-
sioned by President Clinton (US National Bioethics Advisory Commission,
1997), fears about harms to the children who may be created in this manner,
particularly psychological harms associated with a possibly diminished sense
of individuality and personal autonomy, belong to the same analysis.
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Perhaps feminist psychoanalytical arguments can help us understand the
problem of identity – for example, the work of Julia Kristeva (1991) and Luce
Irigaray (see Whitford, 1991). Kristeva argues that we cannot respect and
accept strangers if we have not accepted our own portion of strangeness, in
other words, the stranger within ourselves (Kristeva, 1991). The implication
for cloning is that the parent(s) seeking reproductive cloning cannot accept
that strangeness carried in the matrix of the gestating mother. In the same
analytical vein, one could argue that the fantasy of immortality, or the desire
for genetic perpetuation at any cost by those who cannot procreate, seems a
more narcissistic venture than the often unconscious choice of a reproductive
partner.

In a similarly psychoanalytical fashion, Irigaray begins from the Lacanian
account of the mirror stage in identity development, but adds a feminist
twist. For men, ego formation depends on coming to see the world as a
mirror, on which the male projects his own ego; women are part of the
mirror, so that they never see reXections of themselves (Whitford, 1991:
p. 34). It might be suggested that seeing one’s own cloned, literal double in
the mirror threatens the entire process of masculine ego formation.

Whatever the merit of these arguments, they oVer a new slant on the
debate about cloning. The implication for cloning, after the manner of both
Kristeva and Irigaray, is that deeper psychoanalytical forces are at work in
popular revulsion at the idea. Because the identity of the subject is shaky, and
subjectivity itself something to be constructed rather than a given, cloning
poses a threat to our personal identity which we Wnd diYcult to tolerate.
Another psychoanalytical question concerns the child thus conceived, rather
than the parent – how will the child cope with building his or her sexual
identity?

Therapeutic cloning (or other applications of cloning technology which do
not involve the creation of genetically identical individuals) has led to much
less dismay. The European Commission Group of Advisors on the Ethical
Implications of Biotechnology (1997) report reiterates in its summary that:

As far as the human applications are concerned, it distinguishes between reproductive
and non-reproductive (research), and also nuclear and replacement and embryo
splitting limited to the in vitro phase, i.e. as a research tool, as in the possible
development of stem cell cultures for repairing organs. As all research, the objective is
essential in analysing the ethical quality.

The European report stresses that therapeutic cloning should aim either to
throw light on the causes of human disease or to contribute to the alleviation
of suVering. The embryo should not be replaced in a uterus. Finally, the
report concludes with a clear condemnation of reproductive cloning, and
calls for fully informing the public and stimulating debate.
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Conclusion

Cloning is only one example, among the many discussed in this chapter, of
ethical dilemmas in the new reproductive technologies. All call for wider
discussion in the traditional dialectical manner between professionals and
patients. Positive steps towards this wider discussion have been taken at
international declaratory levels (such as the Bioethics Convention of the
Council of Europe) and in national bodies such as the Human Fertilisation
and Embryology Authority (HFEA) andHuman Genetics Advisory Commis-
sion (HGAC) in the UK – for example, in the HFEA consultation documents
on sex selection for social reasons, cloning and pre-implantation genetic
diagnosis (HGAC and HFEA, 1998). All raise questions about what respect is
owed to the embryo, its moral status, as well as about human rights,
including the right to reproduce and the right to a family life. To a practising
clinician, all these questions are real, but the responsibility we owe to the
vulnerable future child is the most awesome.
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Comité Consultatif National d’Ethique pour les Sciences de la Vie et de la Sante
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A case-study in IVF: paternalism and autonomy
in a ‘high-risk’ pregnancy

Gillian M. Lockwood
Midland Fertility Services, Aldridge, UK

Introduction

Renal transplantation, the treatment of choice for patients with end-stage
renal failure, can correct the infertility due to chronic ill health, anaemia and
tubal damage generally encountered when these patients are managed by
renal dialysis. Currently only 1 in 50 women of child-bearing age becomes
pregnant following a renal transplant, and it may be that many more would
welcome the chance of biological parenthood if their fertility problems could
be overcome. The Wrst successful pregnancy, conceived in 1956 following an
identical twin renal transplant, was reported in 1963 (Murray et al., 1963).

Until recently, pregnancy had been thought to present considerable haz-
ards to the transplant recipient. However, some reviews (Sturgiss and
Davison, 1992; Davison, 1994) have suggested that pregnancy in the graft
recipient, unlike the rare pregnancy in patients undergoing dialysis, is usually
likely to lead to a live birth, and that pregnancy may have little or no adverse
eVect on either renal function or blood pressure in the transplant recipient.
The current medical consensus is that if, prior to conception, renal function
is well preserved, and if the patient does not develop high blood pressure,
only a minority of transplant recipients will experience a deterioration of
their renal function attributable to pregnancy (Lindheimer and Katz, 1992).

It is inevitable that the rapid return to good health enjoyed by the majority
of women following successful renal transplantation should encourage them
to consider conception. Although only a small proportion of women with a
functioning graft become spontaneously pregnant, modern assisted repro-
ductive technologies (ARTs), especially in vitro fertilization and embryo
transfer (IVF-ET), could theoretically increase this proportion to near-
normal levels. Pregnancy, especially if ART is required, clearly entails extra
risks for the renal transplant recipient, but these are risks that, with appropri-
ate counselling, the patient may be prepared and even eager to take.

In this chapter, I shall discuss the ethical dilemmas involved in counselling
renal transplant patients seeking pregnancy but requiring ART. This case
concerned a couple with long-standing infertility who were assisted by means
of IVF-ET. The wife was a renal transplant recipient whose initial renal failure
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was due to severe, recurrent pre-eclampsia, a potentially life-threatening
condition of late pregnancy causing raised blood pressure and renal compli-
cations, which can progress to cause Wts and cerebro-vascular accidents
(strokes). It is associated with severe growth retardation of the fetus, and
often, premature delivery.

A case of high risk pregnancy

A 34-year-old woman (Mrs A) was referred to an IVF unit following eight years
of failure to conceive after a reversal-of-sterilization operation had been per-
formed. (Lockwood, Ledger and Barlow, 1995). She had been born with one
poorly developed kidney only, but this was not known until, at age 20, she was
investigated for very severe pre-eclamptic toxaemia (PET), which she suffered
during her first pregnancy. Her baby was born premature at 26 weeks’ gesta-
tion, and he died shortly after birth from complications of extreme prematurity.
A second pregnancy in the following year was also complicated by severe

PET, renal damage, premature delivery at 26 weeks’ gestation, and neonatal
death. Sterilization by tubal ligation was offered and accepted under these
circumstances, in view of the anticipated further deterioration of her renal
function with any subsequent pregnancy. There was a significant further ad-
vance of her renal disease, necessitating the initiation of haemodialysis (a
kidney machine) two years later, and a living, related donor renal transplant
(from her mother) was subsequently performed. After the transplant, Mrs A
remained well and maintained good kidney function on a combination of
anti-rejection drugs, steroids and blood pressure tablets. At age 26, a reversal-
of-sterilization operation was performed because she had become so distressed
by her childlessness, but hysterosalpingography (a test to check for fallopian
tubal patency) two years later, when pregnancy had not occurred, showed that
both tubes had once again become blocked.
At the time that Mr and Mrs A were referred to the IVF unit, there were no

case reports of successful IVF in women with renal transplants, but specialists
were becoming increasingly reluctant to advise women with transplants
against trying for a baby, as medical care for ‘high risk’ pregnancies was
improving dramatically. Following discussion with the Transplantation Unit and
the high-risk pregnancy specialists, the IVF unit felt that an IVF treatment cycle
could be offered to Mr and Mrs A as long as the risks of IVF-ET, over and above
those attendant upon a spontaneous pregnancy in these circumstances, were
understood and accepted by the couple andminimized as far as possible, by the
IVF team.
An IVF treatment cycle was started using the normal drug regimen, but the

patientwas given amuch lower dose than usual, with the aim ofminimizing the
effect of the hormone stimulation on the transplanted kidney. Two oocytes
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(eggs) were obtained, which fertilized normally in vitro, and the two embryos
were transferred to the uterus 54 hours later. Mrs A’s pregnancy test was
positive 13 days after embryo transfer, and an ultrasound scan performed at
eight weeks’ gestation showed a viable twin pregnancy.
Throughout the treatment cycle and during pregnancy, the patient’s anti-

rejection drugs (azathioprine and prednisolone) were continued at mainte-
nance doses. Renal function was monitored closely throughout the treatment
cycle and during pregnancy, remaining remarkably stable.
The pregnancy was complicated at 20 weeks’ gestation by a right deep vein

thrombosis, affecting the femoral and external iliac veins, and anti-coagulation
with heparin and warfarin was required. Spontaneous rupture of the mem-
branes, leading to premature delivery, occurred at 29 weeks’ gestation; the
twinswere delivered vaginally and in good condition three hours later. The twin
girls were small for dates (at 1.48 and 1.19 kg) but were otherwise well,
requiring only minimal resuscitation and respiratory support. After delivery of
her babies, Mrs A remained well and her renal graft continued to function
normally, with no change in immunosuppressive or antihypertensive (blood
pressure) medication required.

Risks to the mother, the fetus and the neonate

Severe pre-eclampsia and eclampsia can result in irreversible damage to the
maternal kidney, particularly due to acute renal cortical necrosis. Women
who have recurrent pre-eclampsia in several pregnancies or blood pressures
that remain elevated in the period following delivery (the puerperium),
especially if they have pre-existing renal disease and/or hypertension, have a
higher incidence of later cardiovascular disorders and a reduced life expect-
ancy (Chesley, Annitto and Cosgrove, 1989). Pregnancy is recognized to be a
privileged immunological state, and therefore episodes of rejection during
pregnancy might be expected to be lower than for non-pregnant transplant
recipients. Nevertheless, rejection episodes occur in nine per cent of pregnant
women, occasionally in women who have had years of stable renal function-
ing prior to conception. More rarely, rejection episodes occur in the puer-
perium, when they may represent a rebound eVect from the altered im-
munosuppressiveness of pregancy.

Immunosuppressive (anti-rejection) drugs are theoretically toxic to the
developing fetus; however, maternal health and graft function require im-
munosuppression to be maintained. Women with impaired renal function
are recognized to be at risk of giving birth prematurely, often to growth-
retarded or small-for-dates babies. A large French study of women with
pre-existing renal damage reported a prematurity rate of 17 per cent and a
spontaneous abortion rate (miscarriage) of 20 per cent, as compared to
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prematurity and spontaneous abortion rates of 8 and 12 per cent, respective-
ly, in the normal population (Jungers et al., 1986). However, the long-term
health eVect of events in utero for the oVspring of transplanted mothers is
harder to quantify. There is animal evidence of delayed eVects of im-
munosuppressive therapies and intra-uterine growth retardation.

Case discussion

The decision to accept the couple for IVF treatment posed signiWcant di-
lemmas of both a technical (obstetric and renal) and an ethical nature. Severe
pre-eclampsia can present as a progressive condition, tending to occur with
greater virulence in successive pregnancies (Campbell and MacGillivrey,
1985). This, after all, had been the rationale behind the original decision to
sterilize the patient after the death of her second baby, precipitated by
pre-eclampsia and extreme prematurity. The successfully functioning trans-
planted kidney had been donated by the patient’s mother and therefore, as an
organ, was 30 years older than the patient herself. Hence there were real
concerns that the transplanted kidney could be jeopardized by the strain of a
normal pregnancy. The use of donated oocytes, which can permit post-
menopausal women of 50+ years to become pregnant through IVF-ET, has
demonstrated a signiWcant incidence of pregnancy-associated hypertension
and frank pre-eclampsia, suggesting that the aged kidney is less able to
withstand the stress of pregnancy.

An editorial review (Davison and Redman, 1997) reported that 35 per cent
of all conceptions in renal transplant patients failed to progress beyond the
Wrst trimester because of therapeutic (approximately 20 per cent) and spon-
taneous (approximately 14 per cent) abortions. Problems occur some time
after delivery in 11 per cent of all women with transplants, unless the
pregnancy was complicated prior to 28 weeks’ gestation, in which case
remote problems can occur in 24 per cent of pregnancies. However, of the
conceptions that continue beyond the Wrst trimester, 94 per cent end success-
fully, in spite of a 30 per cent chance of developing hypertension,
pre-eclampsia, or both. Distinguishing between time-dependent and preg-
nancy-induced problems is clearly diYcult. Davison (1992) cites registry data
indicating that 10 per cent of mothers who are transplant recipients die
within one to seven years of childbirth.

The technique of IVF-ET also poses additional problems for the renal
transplant patient. The hormone drug regime involves supra-physiological
levels of oestradiol, which are associated with a higher risk of thrombotic
(blood-clotting) episodes than in normal pregnancy. Access to the ovaries
may be compounded by the positioning of the transplanted kidney in the
pelvis, although ultrasound screening does permit the kidney to be readily
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visualized. Successful pregnancy rates per embryo transfer in IVF-ET have
tended to depend on multiple embryos, but a multiple pregnancy (seen in 25
per cent of all IVF pregnancies following a three-embryo transfer) would
exert even greater strain on the kidney than a singleton; is more likely to be
associated with the development of pre-eclampsia and carries increased risk
of premature delivery of the babies.

In an attempt to mitigate all these medical factors, the IVF unit embarked
on a very low-dose stimulation regimen and was content with a lower than
usual harvest of eggs at retrieval. It was agreed that only two embryos would
be transferred, and minimal post-transfer hormone support was given to
minimize the risks.

The ethical aspects of undertaking IVF and embryo transfer in these
circumstances are possibly harder to quantify and yet more contentious. It is
recognized that even under optimum circumstances, at the most eVective
units, the probability of a successful pregnancy with a single treatment cycle
of IVF-ET is only about 25 per cent. Was it acceptable to expose Mrs A to all
the risks of an IVF cycle that was four times as likely to fail as to succeed? Even
where the IVF is successful in establishing a pregnancy, there is still the
non-negligible risk that renal function may deteriorate. The patient may be
safely delivered, but again become dependent upon renal dialysis. The Hu-
man Fertilisation and Embryology Act 1990 laid great stress of the import-
ance of obtaining true informed consent from patients undertaking pro-
cedures such as IVF; it was particularly important that the patient and her
husband were made aware of the risks associated not only with the failure of
IVF-ET but also with its success.

Arguments that could be advanced against oVering fertility treatment to
renal transplant recipients, such as whether it is in the best interests of the
patient to be helped to achieve a state as a result of which she may suVer
chronic ill health or even early death, have also been advanced against
permitting ‘old’, i.e. post-menopausal, women to become pregnant through
the technique of egg-donation IVF. In both instances, one could argue that as
long as the risks associated with fertility treatment and pregnancy were
thoroughly explained to and accepted by the woman (and her partner), then
to refuse treatment on the sole ground that her health may deteriorate is
unacceptably paternalistic on the part of the clinicians involved. Mrs A stated
that if she had not agreed to the sterilization (which she claimed she had been
placed under undue pressure to accept at the time she was diagnosed with
renal failure), then she would not only have been able to, but deWnitely would
have tried to, achieve a further pregnancy, as she did after the reversal of
sterilization was performed.

The Human Fertilisation and Embryology Act 1990 also places great
emphasis on the ‘interests of the child’ who may be born as a result of
procedures such as IVF-ET. This emphasis has been interpreted by some
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authorities as encouraging fertility units to feel justiWed in refusing treatment
to women with signiWcant health problems (or to post-menopausal women)
as it would, so they claim, not be in the ‘interests of the child’ to be born to a
mother with reduced life expectancy due to chronic ill health or comparative-
ly advanced age. Apart from the obvious rejoinders that society happily
countenances men becoming fathers at an age when their life expectancy is
reduced, and the medical profession’s heroic eVorts to assist women with
serious health problems who become pregnant spontaneously, it is unques-
tionably in the interests of the child. After all, the child will only be born if his
transplanted mother is oVered fertility treatment and she should be oVered
such treatment, even if he loses his mother at an early age or has to deal with
the consequences of her ill health, as otherwise he won’t exist!
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The ethics of secrecy in donor insemination

Heather Widdows
Centre for the Study of Global Ethics, University of Birmingham, UK

Secrecy has been an integral part of donor insemination (DI) since its
beginning (reputedly in 1884) (Daniels and Haimes, 1998). Recently atten-
tion has been given to the possible adverse eVects of secrecy and, accordingly,
the practice of secrecy in DI has been questioned. This chapter will attempt to
analyse the reasons that have been given for and against secrecy and will
consider the eVect which changing the practices of secrecy might have on DI.

Introduction

Many explanations have been put forward for continuing the practice of
secrecy in DI. These justiWcations range from patient conWdentiality to social
reasons such as the stigma attached to illegitimacy. The supposed stigma of
illegitimacy is now vastly reduced to the point of being negligible, as are other
historical reasons, such as those cited by PfeVer (1993), namely the stigmas of
adultery and masturbation. Such reasons cannot be regarded as major fac-
tors, though they may continue to carry some weight in certain social groups.
Secrecy has become, either through time or design, not simply an addendum
to DI but part of the structure of the procedure (Nachtigall, 1993). The
integral part which secrecy has played in DImakes exploration and analysis of
this topic diYcult. Not only is DI less in the public eye, and so less discussed
than other assisted reproductive technologies; secrecy also ‘covers its own
tracks’, in that little evidence exists regarding the eVects of secrecy on families
who have used DI to conceive. Parents are unwilling to talk about their use of
the procedure, and oVspring of DI are unable to as they do not know the
manner of their conception.

In this chapter I will explore the issues of secrecy, focusing on two areas:
anonymity of donor; and non-disclosure to the child. I will present the
arguments used both for and against secrecy and assess their validity. Further,
I will claim that if one does support the arguments for openness, then this has
far-reaching consequences for the current structure and practice of DI. Other
reasons for secrecy, such as protecting patient conWdentiality and the more
controversial claim that secrecy beneWts the doctor, I will not explore.
(Secrecy is also believed to protect the doctor, as it prevents thorough
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examination of the procedure – including doctors’ practices of making social
decisions about access and donors, which they are not qualiWed to make
(Haimes, 1993).) The rationale for such a selection is simply that I judge the
two selected areas to be the most important issues in the justiWcation, and
thus continuation, of the culture of secrecy in DI.

Donor anonymity

The ethics of donor anonymity in DI has become prominent over the last two
decades, and has been brought into relief by the removal of donor anonymity
in certain countries. Sweden was the Wrst country to introduce such a law, in
1985, followed by Austria, which introduced a similar law, in 1992. Such
identifying information is also available in New Zealand and Australia.
Changes to DI practice in these countries provide a context in which some of
the usual justiWcations for secrecy can be assessed. In addition, recent ad-
vances in genetics have strengthened claims that knowing one’s genetic
parentage is an important part of understanding one’s own identity (at least
medically). Moreover, such advances have also reduced the likelihood of
keeping non-genetic parentage secret. Taken together these factors have led
many to re-examine the traditional assumption that donor anonymity is the
‘self-evident principle of DI’ (Bateman Novaes, 1998: p. 119).

Two main reasons given for keeping the donor anonymous are: Wrst, a
practical reason, that anonymity is necessary to ensure that there are willing
donors; and second, that anonymity ensures that donors have the ‘correct
attitude’.

First, the supposition that if donor anonymity were removed, then donors
would no longer be willing to donate sperm can now be tested against the
evidence which is emerging in countries where anonymity has been removed.
The most detailed evidence comes from Sweden. The Swedish legislation
(Swedish Law of ArtiWcial Insemination, March 18, 1985, no. 1140/1984)
allows the DI ‘child’ access to identifying information about the donor when
she or he reaches maturity. Many predicted that outlawing anonymity and
making the donor identiWable would result in a dearth of donors and even the
end of DI; for example, two Swedish doctors wrote articles to this eVect
(Edvinsson et al., 1990, and Hagenfeldt, 1990, cited by Daniels and Lalos,
1995).

However, such predictions proved alarmist. After the introduction of the
law the number of donors did initially decrease, as did the number of DI
births, and simultaneously the number of couples travelling to other
European countries for DI increased (Daniels and Lalos, 1995). At Wrst sight
such evidence appears to suggest that both donors and potential parents were
uncomfortable with the removal of donor anonymity – donors were less
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willing to donate and parents were choosing to go to countries which
continued the practice of donor anonymity. However, this is not the only
explanation, and it is arguable that other factors were at work.

For example, Daniels and Lalos (1995) suggest that one alternative expla-
nation for the decline in donors derives from changes in legislation regarding
the screening of semen – namely, the compulsory testing of semen for HIV
before and after six months of cryopreservation. These changes resulted in
private clinics ceasing to oVer DI, which meant that donors were no longer
required, and that couples had no choice other than to seek treatment
elsewhere. A further possibility is that this increase in couples seeking treat-
ment outside Sweden is an indicator not of dissatisfaction among donors
with the removal of anonymity, but of the dissatisfaction of medical advisors,
who adopted the practice of ‘advising and referring couples to have treatment
outside Sweden’ (Daniels and Lalos, 1995: p. 1872). However, Daniels and
Lalos do note that their view is contested by Bygdeman (cited in Daniels and
Lalos, 1995), who argues that both the decline in donors and the trend for
couples to seek treatment abroad was a direct reaction to the fact that their
anonymity would no longer be protected.

To support the claim that donor anonymity does not stop donors from
donating, Daniels and Lalos surveyed the numbers of donors in the eight DI
programmes in Sweden between 1989 (the Wrst year that Wgures were re-
corded) and 1993. These Wgures show a steady increase in the number of
donors, and an overall increase of 65 per cent (Daniels and Lalos, 1995).
Unfortunately, there are no comprehensive Wgures from before the 1985
legislation. However, Daniels and Lalos conclude that ‘despite this limitation,
it is clear that the number of available donors is increasing’ (Daniels and
Lalos, 1995: p. 1873). To support this conclusion they cite statistics from the
University Hospital of Northern Sweden, which had collected donor Wgures
both before and after the introduction of the law. These Wgures show that the
number of donors pre- and post-legislation remained static, and later (co-
inciding with high-proWle recruitment campaigns) the number of donors
began steadily to increase, thus supporting their claim that despite the
removal of anonymity donor numbers are increasing.

From this evidence it can be concluded that removing donor anonymity
would not stop donors coming forward, but that it would cause changes to
the structure and current practice of DI. The two most notable changes in
Sweden were changes in public perceptions of DI, and more crucially to the
type of men coming forward to donate sperm. In order to encourage donors
to come forward, new strategies were needed and high-proWle recruitment
campaigns were introduced. These campaigns raised public awareness of DI
and thereby reduced the secrecy surrounding the procedure. The more
fundamental change was to the type of donors willing to donate. Before the
removal of anonymity, donors tended to be students who were motivated
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primarily by money, whereas donors recruited after the change in legislation
tended to be older, married men, who were motivated altruistically by a
desire to assist infertile couples (Daniels and Lalos, 1995). A similar change in
age, marital status and motivation of donors has been reXected in studies in
New Zealand and Australia (Daniels and Lalos, 1995: p. 1873). Thus, al-
though the predictions that removing anonymity would stop spermdonation
(and so DI) have proved false, notable changes have occurred. In one sense
the predictions were correct, in that the donors who donated before the
passing of the law (of those anonymous donors to whom the predictors had
access) did cease to donate once anonymity was removed. However, this
proved to be unimportant in terms of the overall number of donors, as other
donors were prepared to become non-anonymous donors.

In sum, then, the Wrst reason for continuing anonymity is unfounded –
donors will not cease to come forward. Hence only the second reason for
insisting on anonymity remains, namely, that anonymity ensures that donors
should have the ‘correct’ attitude to the procedure. Before the recent ques-
tioning of anonymity, the secrecy involved in the process of DI was taken for
granted and was unquestioningly assumed to beneWt all concerned (donor,
parents, child and doctor). In such a framework it was in the interest of all
parties to keep their involvement secret, and anonymity safeguarded secrecy
for both the donor and the parents. Accordingly, the correct attitude of the
donor was held to be detachment – the donor should not wish to know
anything about, or have any contact with, his potential progeny (Pennings,
1997). Anonymity guarantees that the donor provides his semen – the raw
material of DI – and that this is the end of his involvement; there is no hope of
any future knowledge of, or contact with, any oVspring resulting from his
donation. This attitude is further enforced by paying the donor’s ‘expenses’
(importantly, at least in the UK, expenses, not payment). Such reimburse-
ment provides some reciprocity which, at least symbolically, implies an end
to the encounter. In addition to providing a symbolic reciprocal act, the
money which changes hands does provide motivation for some donors.
Although the level of expenses is intended to be below the level of induce-
ment, for many young men (characteristically students) the expenses are
suYcient to function as inducement to donate (Daniels and Lalos, 1995; Lui
et al., 1995; Pennings, 1997). Indeed, it could be argued that this perception is
the one intended, as paying expenses encourages the sense of conducting a
transaction, which lowers any possibility of the donor feeling any entitlement
to future information or contact with any possible children. This is the
traditional model in which the donor simply provides ‘genetic material in
order to enable others to fulWl their wish to have a child. The donor is an
outsider who has no rights or responsibilities in the newly created family. The
procedure . . . completely severs the link between the donor and his genetic
material and thus, indirectly, isolates the donor from the recipients’ (Penn-
ings, 1997: p. 1842).
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Removing anonymity fundamentally alters the framework in which DI has
been practised and threatens the long-established culture of secrecy. Instead
of attracting donors who wish to have no contact with the oVspring their
sperm are used to create, donors are attracted who do not feel that anonymity
is important, and therefore are willing for their donor-oVspring to knowwho
they are, and perhaps even to be contacted by them.

The conclusion which must be drawn is that those who support the
continuing practice of donor anonymity do not fear that there would be no
menwilling to donate, but rather that these donors would be the ‘wrong’ type
of donor. Changing the type of donor – from anonymous and Wnancially
motivated to identiWable and altruistically motivated – threatens the present
model of DI. No longer would a prime concern be to keep the procedure
secret and to keep the donor separate from the couple. While DI could still be
used to solve childlessness, the ethos of the procedure would be very diVerent.
In particular, instead of enforcing the pretence of a ‘normal’ family – by
which is meant the traditional (and many would argue outdated) model of
father and mother and genetically related children – the change makes
openness possible. Indeed, changing to identiWable donors implies disclosure
to the child. For while one can inform the child of his or her donor
conception, if donors are anonymous (the child would simply know she or he
was conceived through an anonymous donor) one cannot give the child
identifying information about the donor unless the child has Wrst been
informed of his or her status as a DI child. Thus, removing anonymity
challenges the culture of secrecy, in that while anonymity is in place parents
may feel that there is little point in revealing the fact of DI conception to the
child as no information about the genetic father is available. However, on the
removal of anonymity the reverse is the case – there is no point removing
anonymity unless parents tell their children. Hence, removing anonymity can
be seen as putting pressure on parents to reveal the mode of conception to
their children.

Secrecy, then, in the form of donor anonymity, does not protect donors as
a homogeneous class, but only a certain type of donor and thereby a certain
structure of DI. Removing anonymity aVects the culture of secrecy which has
been at the heart of DI, and implies huge changes in the way DI is regarded by
users and by society as a whole. Not only does removing anonymity put
pressure on parents, but it also presumes that society will accept DI as an
alternative means of family creation, in a similar manner to the way that
other assisted reproductive technologies and adoption have been accepted. It
could even be argued that removing anonymity introduces the presumption
that there should be a relationship between donor and donor oVspring,
something which is anathema to the traditional concept of DI.
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Secrecy and the family

The second key issue is secrecy in the family, more speciWcally the non-
disclosure by the parents to the child. (There are other elements regarding
secrecy and the family, such as between the ‘parents’, extended family and
wider friends and acquaintances, which could be addressed, however, there is
no room in this present chapter.) The practice of secrecy has been claimed to
protect the family – its individuals, their relationships with each other and
the family unit as a whole. An important reason which is given in defence of
secrecy in the family is that it protects the family from the stigma of male
infertility (Klock et al., 1994; Nachtigall et al., 1997; Lasker, 1998). Fear of
admitting male infertility is cited as a key reason for non-disclosure, and this
seems to be supported by the evidence, in that those who use DI to overcome
male infertility are less likely to disclose to the child. For example, couples
who use DI because of vasectomy, or to avoid passing on a genetic disorder,
are more likely to disclose than couples in which the man is infertile (Nach-
tigall et al., 1997; Lasker, 1998).

Crucially, when couples use DI, unlike all other assisted reproductive
technologies, there is no doubt that it is the man, and not the woman, who is
infertile. For example, even though IVF (in vitro fertilization) is often used
for men with low sperm counts (either naturally or after vasectomy), the
focus and presumption of infertility rests with the women (Spallone, 1989).
DI reveals male infertility, and so the ‘cultural assumption of infertility being
primarily a female problem is violated for these couples’ (Lasker, 1998: p. 14).
Male infertility does go some way to explain why couples do not disclose to
the child, and why there is less open acceptance of DI at a wider societal level.
This is linked to the wider topic of the importance of heredity and genetic
relatedness; however, due to the remit of this chapter, this issue will not be
discussed in detail, but should be noted as a signiWcant topic in the debate.
This chapter simply focuses upon whether secrecy is in the best interests of
the child, which is the primary argument in favour of non-disclosure.

Historically, the claim that secrecy is in the best interest of the child was a
strong argument in that secrecy protected the child from the stigma of
illegitimacy. Illegitimacy, however, is no longer a major concern, especially
when it is due to the use of assisted reproductive technologies. Thus, the
claim that secrecy is in the best interests of the child must be for other
reasons. The reasons that are given are: Wrst, that not knowing about the DI
conception guarantees the child stable and ‘normal’ family relationships, and
prevents any uncertainty about identity (which could result from knowing
about the DI conception); and second, that openness is damaging to the
child’s relationship with his or her parents, especially with his or her social
father (even to the point of rejection of the non-genetic father in extreme
cases). The opposing arguments for openness will in turn be presented.
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First, the suggestion that keeping the mode of conception secret has a
positive eVect on the child by preventing any questioning about identity has
recently been heavily criticized. Critics argue that knowing one’s biological
and genetic heritage is of fundamental importance to identity, and indeed
such is the presumption behind the change in the Swedish law, and the more
open practices of other countries such as Australia and New Zealand. This
perception is echoed at the lay level, where there is general agreement that
‘roots’, in some form, are important (Edwards, 1998).

To support the hypothesis that knowing one’s genetic heritage is import-
ant, an analogy has often been drawn with adoption. The ethos of adoption
has changed dramatically over the last 50 years, from one of secrecy to one of
openness. Those who use this analogy argue that the same thinking can be
applied to the ‘right’ of a child to know his or her genetic parents in DI.
However, although there are obvious similarities between adoption and DI –
namely, at least one of the child’s social parents is not the genetic parent – the
analogy with adoption is frail. This is for two main reasons: Wrst, the DI child
is biologically linked to one parent (both genetically and gestationally); and
second, the DI baby has not been ‘given away’ and therefore does not have a
history of rejection to resolve. Thus, although there are similarities it would
bewrong to regard this analogy as clinching the argument for openness in DI.
Nonetheless, there are arguments for openness which are used in adoption
that do have signiWcance for the case for openness and thus merit explora-
tion.

The Wrst and most obvious parallel concerns identity – a ‘right’ to know
one’s roots, for both emotional reasons (such as discovering the kind of
person one’s ‘father’ is and knowing the reasons why he chose to donate) and
for practical reasons (such as medical, in particular genetic, reasons). How far
such a ‘right’ can be established is open to question. As noted above, those
who argue for secrecy hold that if the child knew about his or her DI
conception then his or her identity may be threatened. In addition, talking
about a ‘right’ suggests that it can be granted by someone. With regard to
genetic identity there are many cases where this is impossible, not only for
those who have been conceived by DI but in cases of war, rape and other
events which separate children from the knowledge of their genetic heritage.
Thus, suggesting that knowing genetic heritage is a right, and that, without
this knowledge forming a stable identity is impossible, is too dogmatic, and a
view that cannot, and should not, be upheld.

This argument concerning ‘roots’ and identity nevertheless has consider-
able emotional pull, and whether one accepts it or not largely depends on
one’s view about the importance of genetic relatedness. In addition, there are
many cases where genetic identity cannot be known, making arguments for
openness that are based simply on this premise, tenuous. One could claim
that knowledge of genetic parentage is desirable, but to claim it is an essential
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component in forming a stable identity is an exaggeration. This said, there is
no doubt that keeping genetic history secret will become more diYcult as the
genetic revolution continues. The very nature of genetic testing is that it
yields information about genetic relatives, so, by mere force of circumstance,
genetic relatedness (or at least non-relatedness), and hence identity, will be
revealed. Consequently, and for purely practical reasons, maintaining secrecy
in DI may prove impossible. Such a scenario would force openness and thus a
re-evaluation of the signiWcance of genetic relatedness and what is meant by
‘family relationships’. In sum, the argument that genetic knowledge is im-
portant for identity is not conclusive, although it may gain strength as genetic
heritage becomes more important.

The second reason, which applies as much in DI as it did in adoption, is
that secrecy is damaging for the family as a whole. Some may argue that in DI
secrecy is not as damaging as in adoption for two reasons: Wrst, there is less
information to Wnd out; and second, there is less chance of the secret being
revealed as the only persons who need know about the procedure are the
couple. However, these consequentialist arguments do not take account of
the negative value connected to lying. The traditional DI assumption is that
secrecy protects the family unit by ensuring that the family seems ‘normal’ to
family, friends and society and appears the same as genetically-related fami-
lies. The counter-claim, that secrecy is damaging to the family, which is used
to support openness in adoption, can be applied to DI. If it proves to be the
case that secrecy is damaging to the family and so to the best interests of the
child, a crucial justiWcation for maintaining secrecy will be undermined.

Two main reasons are suggested as to why secrecy is damaging to the
family unit: Wrst, that the secret will unintentionally be revealed; and second,
that keeping secrets within a family is harmful in itself. The Wrst and most
obvious reason is the danger that the secret will come out, either directly,
when it is told, or indirectly, in that the child growing up will form certain
suspicions. Robert and Elizabeth Snowden argue that children are far more
likely than their parents believe to know, or at least suspect, that they were
conceived by means of DI (Snowden and Snowden, 1998). Most couples who
have used DI to conceive have kept it secret from their oVspring, yet they
have tended to tell at least one other person. Given that these people are likely
to have told one further person, it is probable that far more people know than
couples are aware of, all of whom could potentially reveal the secret. Indeed,
the fact that couples, who have told others, but not their oVspring, often
regret telling anyone can probably be attributed to fear of their secret being
revealed (Nachtigall et al., 1997). Consequently, the secret is far more likely to
‘get out’ than the parents imagine. If this happens the chances of a breakdown
in the relationship between the parents and the child, even to the extreme
point where the child rejects the non-genetic father, are much greater. This
reason for rejecting secrecy is relatively uncontroversial, as all accept that an
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accidental revelation of DI conception is clearly not in the best interests of the
child. All couples accept this danger, and accordingly weigh the risk of
exposure against the beneWts of continued secrecy.

The second reason for rejecting secrecy is more contentious and philo-
sophically debatable – namely, that secrecy is damaging in itself; that the
simple awareness of a secret, even if it is never exposed, is harmful. Proving
such a claim is diYcult, not only because there is no evidence one way or the
other, but also because such an absolutist position is so controversial. One
possible way of approaching this issue is to consider the roughly parallel
argument that lying, rather than simple non-revelation, is harmful. Making
this adjustment is open to criticism, as most contributors in the Weld would
argue that non-revelation does not equate with lying. However, in the case of
DI it is possible to argue that keeping the mode of conception secret would
probably necessitate lying, and even repeated lying – during the procedure
(regarding time taken from work), at birth (regarding the identity of the
father), in response to childhood enquiries (to the child him/herself), and so
on. While it could be argued that some of these lies are less serious, such as
those to an employer (which may be omissions rather than lies), lying to the
child is controversial and the point at which it could be claimed that family
relationships are in danger of being harmed. Moreover, it seems fair to
conclude that the need for lying increases as public awareness of assisted
reproductive technologies grow. While it may have been possible in the 1940s
simply to lie during the procedure and when registering the birth, it is far less
likely in the present climate that one will be able to avoid lying to the child.
Children are increasingly likely to ask questions such as, ‘Mummy, was I born
like that? How was I conceived?’. Given this, and for the purposes of
exploring the issue, lying rather than non-disclosure and its eVect on the
family and the child will now be discussed.

Asserting that lying is harmful even when never discovered is a non-
consequentialist claim that lying has a negative value attached to it, namely,
that a lie and a truthful statement which produce the same result are not
equal. One of the clearest articulations of this type of deontological argument
is found in Kant. For Kant lying is never morally justiWable, and wrong in all
circumstances. Kant reaches this conclusion from two premises. First, from
his formulation of the Categorical Imperative, Kant argues that the only
actions which are morally justiWable are those which one would wish to be
universalized: one must ‘act on that maxim which can at the same time have
for its object itself as a universal law of nature’ (Kant, 1991, p. 99). In other
words, one must judge whether one’s action is moral according to whether
one would wish all persons in similar situations to act in the same way, and so
for the action to be the template of a moral law.

Kant is unrelenting in his condemnation of lying, shown clearly in his
famous example that it is wrong to lie to a murderer about the location of his
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or her intended victim. In addition to the fact that one should not lie because
one would be acting according to a maxim which one would not wish to
universalize (namely, that it is right to lie), Kant holds that the liar is
responsible for any consequences that occur as a result of the lie. For Kant
these consequences are not only the direct ones (such as if the murderer Wnds
the victim as a result of the lie) but also the wider consequences which lying
has on society as a whole. According to Kant, not only do the consequences of
a lie aVect the individual who is lied to; the lie also harms truthfulness in
general, ‘For a lie always harms another; if not some other human being, then
it nevertheless does harm to humanity in general’ (Kant, 1994: pp. 163–4).
This is because the smooth running of society depends on assuming that
people deal honestly with each other; hence ‘truthfulness is a duty that must
be regarded as the basis of all duties founded on contract, and the laws of such
duties would be rendered uncertain and useless if even the slightest exception
to them were admitted’ (Kant, 1994: p. 164). Such a contract argument is not
unusual and has been used by many philosophers, for example, Hobbes,
Hume, Warnock and even the moral projectionist J. L. Mackie, who defends
‘the institution of promising’ using a similar argument.

The second premise according to which Kant rejects lying is his dictum,
connected to the Categorical Imperative, that onemust ‘act in such a way that
you always treat humanity, whether in your own person or in the person of
any other, never simply as a means but always at the same time as an end’
(Kant, 1991: p. 91). This is a call to be a respecter of persons, which means
granting other persons the conditions for them to be full moral agents,
thereby facilitating their free autonomous moral action. Moral agents are
guaranteed to be ends, and not means, by freely exercising their autonomy
and choosing to be such. Part of allowing agents freedom and autonomy is
giving them the necessary information to make reasoned decisions and so act
autonomously. (This argument is elaborated by Sissela Bok (1980: p. xvii) on
the subject of lying, ‘Very autonomy may be at stake’.) Consequently, it is not
up to individuals to decide who to lie to and who not to lie to, for ‘truth is not
a possession the right to which can be granted to one person but refused to
another’ (Kant, 1994: p. 165). Therefore, lying cannot be justiWed even for the
most altruistic of reasons, as lying threatens the autonomy of moral agents by
reducing their capacity to make rational and so autonomous decisions (see
Kant, 1994). Keeping the truth from a person creates a power imbalance
which results in the ‘lied-to’ not achieving his or her full status as a moral
agent, as a possessor of freedom and reason qua person.

Taken together, Kant’s philosophical attack on lying is robust and one of
the clearest polemics against the practice. However, most people would
consider Kant’s position extreme, and there are few (both inside and outside
philosophy) who would argue that it is wrong to lie to a murderer about the
location of his or her victim. Even those who hold universalizability to be an
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important premise in determining morally correct actions would like to
make commonly agreed exceptions which could be universalizable, and so
consistent, with the Categorical Imperative and the general promotion of
truthfulness. For example, with regard to lying to a murderer, the claim
would be that it would not be wrong to lie, because this could be turned into a
Categorical Imperative, namely, that it is always one’s duty to lie to a
murderer about the location of his or her intended victim. Those in favour of
keeping DI secret could argue in a similar manner that all parents should lie
to children conceived using DI, and genuinely wish this action to be univer-
salized. However, while it is relatively uncontroversial to claim that lying to a
murderer is correct the same cannot be said for lying to the child in the case of
DI. Accordingly, even if it could be argued that instead of taking the duty not
to lie as universalizable as a whole, one could universalize subsections (so that
exceptions could be made), it would not be clear that lying in regard to DI
would be acceptable. Lying in the case of DI is not only not necessarily in the
best interests of the child, but it fails to treat the child as an autonomous
moral agent. While it is not diYcult to imagine an argument which would
justify not treating the murderer as a moral agent (although not one which
would be accepted by Kant), it would be very diYcult to derive a parallel
argument which justiWed not treating the child as an autonomous moral
agent (especially when one thinks of the DI child as an adult).

Therefore, in order to justify lying one has to adopt a non-Kantian
position, and most likely a non-deontological position, from which one can
claim that lies are justiWed if the consequences are beneWcial.Moreover, if the
lie is in the best interests of those lied to, a lie is not only justiWed, but even a
‘good’. From such a standpoint, ‘paternalistic lies’ are justiWed on two
grounds: Wrst, that of protection; and second, because they are in the best
interests of those lied to. If these criteria are fulWlled then it is assumed that
implied consent is given by the person being lied to. Implied consent can be
assumed in situations where any reasonable person would wish to be lied to
in the same circumstances. With regard to DI then, those who advocate
secrecy claim they are justiWed by the consequences – a ‘normal’ family in
which all the relations are kept intact – and because lying is in the best interest
of the child, who would prefer not to know. Thus, implied consent can be
assumed to be granted.

Yet even if one were to adopt this consequentalist position, and deny that
there is any negative value attached to lying, it is not clear that the conse-
quences in the case of DI do justify secrecy. To claim that lying is in the best
interests of the child is doubtful, for reasons discussed above. Consequently,
one cannot assume implied consent (especially when one thinks of the DI
oVspring as an adult rather than a child). Therefore, arguments from best
interests and implied consent are Xawed, leaving a basic consequentialist
argument, namely, that the consequences of producing a ‘normal’ family
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justify the lies. Such a position is again questionable as it can be framed as
setting the interests of the child against the interests of the family, resulting in
a conXict of interests. One might want to add that for England and Wales, at
least, the Children Act 1989 stipulates that the best interests of the child
always come Wrst in any decision regarding his or her upbringing (the
‘welfare principle’ in s.1 of the Act). There is no case law on whether best
interests include knowing one’s parentage, but the Act does make it plain that
in a case of conXict of interests with the parents, the child’s welfare comes
Wrst.

In sum, then, even if one adopts a consequentialist position and concludes
that lying is not intrinsically negative, conXicts of interest still remain, and
these are compounded by disagreements about what the desirable conse-
quences are. Drawing a Wrm conclusion about whether secrecy in DI should
be removed is an open question. It remains far from clear precisely what is in
the best interests of the child in DI, and clearly there is merit in the arguments
for both openness and secrecy.

Conclusion

The arguments regarding donor anonymity are ultimately concerned with
the type of procedure DI should be. Those who wish to maintain anonymity
wish for the culture of secrecy to continue and for donors to remain
completely separate from the parents and the resulting child. Those who
argue for removing anonymity are really hoping that this will result in a
change to the wider practice, and that parents will reveal the fact of DI
conception to their children. In practice this has not happened, and parents
are still unwilling to disclose to the child even in countries which have
removed donor anonymity. (Thus far only 11 per cent of parents in Sweden
have informed their children of their DI conception (Gottlieb et al., 2000).
However, a shift may be beginning.)

Without parental willingness to disclose to the child, making the donor
identiWable is largely immaterial. Drawing Wrm conclusions about whether or
not non-disclosure to the child is in the child’s best interests is diYcult. This
is largely because there is very little data either way. Given this, it may be that
the best, though unsatisfactory, solution is to leave decision-making entirely
to the parents’ discretion. Hence, for the present it seems that parents will
continue to decide whether or not to tell their children, and will judge for
themselves whether or notmaintaining such a secret will adversely aVect their
families. However, if decisions about disclosure are going to be left up to
parents it could be argued that all parents should be allowed to choose an
identiWable donor. Without this choice they may feel that although they can
disclose the child’s DI status, without being able to identify the donor the
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child would be frustrated at the lack of further information. Conversely,
parents who wish for total secrecy may wish to choose an anonymous donor,
and arguably, if the choice really is to be up to the parents, this option should
be available.

However said, changes in the law regarding anonymity move away from
one formulation of the practice to another. By making such changes in
legislation, the lawmakers are suggesting that one course of practice is
preferable; in this case, that openness is better than secrecy. Indeed, what has
informed the changes in the laws of certain countries is the belief that it is
important for donor-oVspring to have access to information concerning
their genetic heritage. Moves to remove anonymity replace the presumption
of secrecy with one of openness. Such a change is a major shift in the
underlying ideology of DI and in the ethos surrounding the procedure. The
eVects of this change can already be seen in the more positive attitude the
public has to DI (shown by the number of willing identiWable donors in
countries which have abolished anonymity) and may eventually even bring
about a change in parents’ willingness to disclose to the child.

Finally, such changes in policy and all of the above arguments may simply
be outstripped by increases in genetic testing and knowledge. Such practical
changes, which reveal genetic non-parentage, will force openness, whether or
not parents wish it and whether or not psychologists, doctors and philos-
ophers think it is beneWcial.
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Ethical and social aspects of evaluating
fetal screening

Elina Hemminki
National Research and Development Centre for Health and Welfare (STAKES), Helsinki, Finland

Introduction

A current doctrine in medicine is that health care should be evidence-based,
and an important tool of evidence-based medicine is health technology
assessment (HTA). A typical textbook deWnition of HTA is that it includes
studying the health, economic, social and ethical consequences of a health
technology in a way that helps in deciding on its use. Health aspects include
intended consequences, eYcacy and eVectiveness, as well as unintended
consequences, adverse eVects and side eVects. Some commentators would
also include in HTA the study of factors that inXuence the use of a health
technology.

SpeciWc to HTA is its aim of integrating knowledge of diVerent aspects of a
technology, in order to provide a full evaluation to help decision-makers. In
practice, however, ethical and social aspects, if studied at all, have not been
integrated into the HTA process. One reason for this is the diYculty of
combining ethical and social aspects with other outcomes. To aggregate
various factors in health, several methods have been created, including
quality-adjusted life-years. To combine health and cost data, cost-eVective-
ness, cost beneWt and other such methods have been developed. But there is
no quantitative method by which to measure ethical and social consequences.
Thus, they are treated as separate issues, and often added as a footnote or
afterthought when an evaluation of a health technology has already been
made.

The purpose of this chapter is to illustrate the importance of the integra-
tion of ethical and social consequences in HTA, using fetal screening as an
example. Fetal screening is loaded with ethical and social consequences and
determinants, such as views on reproduction, fetal rights, the value of
disabled people, eugenic ideology, resource allocation and the structures of
prenatal care. Thus, the importance of ethics and social factors may actually
be easier to illustrate for fetal screening than for some other perinatal
technologies – or for medical technologies in general.

When I use the words ‘ethical’ or ‘ethics’, I mean ‘moral’ – are we doing
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what is right or wrong; what is good, what is bad? By ‘social’ I mean
consequences and aspects concerning people other than the person who is the
target of a technology, as well as social structures, including health care. By
‘fetal screening’ I mean assessment of the quality of the fetus, i.e. an assess-
ment to detect fetal disease, disability or a characteristic of or predisposition
towards one of these, with an induced abortion as a possible consequence.
This includes the testing of parents for carrier status of a genetic disease with
the aim of judging the fetus’s status. By ‘screening’, as opposed to ‘testing’, I
mean doing a test on a general pregnant population or a segment of it deWned
by an unspeciWc risk factor, such as mother’s age. I will not discuss genetic or
other types of testing done because of family history or other strong risk
factors, or because of a screening Wnding that requires conWrmation.

By the term ‘perinatal technologies’ I mean technologies used to create
human life, regulate it and improve the health of the fetus, the newborn and
his or her mother. Most medical and health technologies target diseases or
health. In the perinatal Weld many technologies deal with the regulation of life
itself. Previously, medicine could only end a life already started. Now the
times of solely natural creation of new human life are past, and new life can be
created (or assisted), and the quality of a new human being inXuenced.

Consequences of fetal screening

The aim of fetal screening is to ascertain whether a fetus possesses a disease or
unwanted characteristic. But in the process many other things happen; Figure
12.1 lists some of them. The knowledge of the existence of such screeningmay
inXuence women’s and men’s images of their worthiness to have children
because of their genetic makeup or other characteristics. It may also reinforce
the current view of reproduction – children are not born, they aremade. Fetal
screening will also aVect the view of pregnancy as being unreal until the
quality of the fetus is guaranteed (‘tentative pregnancy’ as formulated by
Rothman, 1987) and attachment to the fetus may be weakened. Whether it
has any impact on the subsequent mother–infant relationship is unknown.

Fetal screeningwill inXuence a fetus’s status – a sick fetus is not a real fetus,
but something less valuable. Although it may not aVect existing children with
disabilities, this value judgement may in the long run create a more negative
view about people with disabilities. People with disabilities, at least, some-
times interpret fetal screening as a value judgement of them. Currently it is
emphasized that fetal screening is a way to give the mother/parents an
opportunity to avoid having a handicapped or ill child. But this slant might
easily be changed to emphasize the health of the newborn population, public
health or the health level of a given society. And then we would have to face
the dilemma of eugenics.
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Figure 12.1. Consequences of fetal screening.

The worry and physical harm resulting from doing the screening test
(Figure 12.1) varies according to the type of test. With the widely used serum
test for Down’s syndrome, the worry while waiting for the test result may be
considerable (Santalahti, 1998). In amniocentesis (in screening by age indica-
tion) miscarriage, infection and other complications may occur. In ultra-
sound the initial, often uncertain diagnosis may cause worry. All these tests
reinforce the concept of tentative pregnancy.

A false positive test result (Figure 12.1) means that the screening test
indicates a problem or a risk for it, even though in reality the problem does
not exist. Because serum tests are very unspeciWc (over 90 per cent of
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positives are false positives) and because the diagnosis, usually by amniocent-
esis, takes weeks, there is a great deal of well-documented stress for the
pregnant woman and her partner (Santalahti et al., 1996). This worry may
make the couple’s lives miserable and may negatively aVect the pregnancy
experience, with ongoing ramiWcations for family relationships and subse-
quent pregnancies.

False negatives (when the fetus has the condition but it is not detected by
the screening test) may lead to disappointment – the mother/parents falsely
assume the child to be normal, and they may be totally unprepared at the
birth. How this phenomenon aVects their relationship with the handicapped
child is unknown. They may feel guilty, or deceived by the medical profes-
sion, because they tried to avoid the birth of an aVected child but failed.

In the case of true positives (when the condition is deWnitely conWrmed
from the screening test or in a diagnostic test) the option of termination,
often at late gestation, has to be faced. Finding a defective fetus and aborting
it avoids the birth of a disabled infant, which is the purpose and the positive
side of screening. But late abortion may be psychologically diYcult. Late
abortions on grounds of fetal abnormality may also inXuence society’s view
of disability, fetuses and pregnancies. If the mother decides to continue the
pregnancy regardless of fetal abnormalities, the parents take the responsibil-
ity. They may, both in their own eyes and that of others and society, feel that
they have to bear the consequences, however diYcult their lives are. This
outcome was their choice; it did not merely happen to them.

There also may be mid-level consequences for health care providers. Fetal
screening may have consequences for resource utilization in antenatal care.
Because screening tests may require special skills and technology, they may
have a notable impact on the place of antenatal care and type of personnel
needed (Hemminki et al., 1999).

Special features of fetal screening

Screening is a central feature of antenatal care. Measuring of maternal blood
pressure and weight, and doing various laboratory tests with the aim of
identifying deviations or pathological Wndings are core elements. But here the
purpose has been to improve the mother’s or fetus’s health, not to abort the
fetus. It is true that abortion is not the sole purpose of fetal screening, as
knowledge of a handicapped fetus may be important in planning for delivery
and newborn care. In the future, fetal genetic therapy may also be an option.
But for problems like Down’s syndrome, neither of these factors is of any
current importance. Screening is organized to oVer the mother/parents the
possibility of avoiding the birth of a Down’s syndrome child by having an
abortion.

Other special features diVerentiating fetal screening from other antenatal
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screening include its target, the involvement of other people and its relation
to eugenic ideology. Usually the target of screening is an identiWable non-
clinical or pre-symptomatic disease (i.e. not diagnosed by the patient or a
physician) or a risk factor for a disease. In much fetal screening, achieving
consensus on the concept of disease is diYcult. Many say that Down’s
syndrome is not a disease, rather a condition or characteristic (Alderson et
al., 1999). Similarly, being very short or having a genetically increased risk of
ageing prematurely cannot really be deWned as diseases. The borderline
between screening for wanted or unwanted characteristics, e.g. fetal sex or
undesirable genetic variations, can be a thin one. Which characteristics,
therefore, medicine and health care systems are to deWne as diseases and
which are not is problematic.

Fetal screening has an impact not only on the mother and her fetus, but
also on the father and siblings of the child, especially in cases of genetic
screening. If the fetus is found to have a genetic defect, this information is
signiWcant for people sharing the same parentage. Screening may reveal
genetic information to those who did not ask for it and possibly did not want
to know. Knowledge that a certain defect had led a woman to abort the fetus
is especially hard for those who have the same defect. They may think that
they also should have been aborted. On a societal level this question may
bother handicapped people in general – if the birth of people like themselves
is not wanted, they may think that they are not wanted either.

The fourth special feature of fetal screening, diVerentiating it from other
antenatal screening procedures, is its possible relation to eugenic ideology.
Eugenics was prominent in the western world early in the twentieth century,
but is a source of shame today because of its connection to fascist politics and
nationalistic and racist movements (Hemminki et al., 1997a). Before the
technology for fetal screening was available, the reproduction of people
assumed to have unwanted hereditary characteristics was regulated either
through isolation in institutions, marriage prohibitions, sterilizations and
other pregnancy prevention methods, or through unselective abortions if an
aVected woman got pregnant. In a 1997 survey, Finnish physicians were
asked whether they believed that current fetal screening is based on eugenic
thinking. A Wfth of the physicians agreed that it was so, in whole or in part;
about half said it was not; and most of the other respondents either could not
say or chose the option, ‘I do not know what eugenics is and cannot make a
comparison’ (Hemminki et al., 2000). Those physicians who agreed that fetal
screeningwas not linked to eugenics based their opinion on the intention and
voluntariness of screening, focusing on improvement of a race versus de-
creasing suVering among individuals.

Fetal screening is based on certain values and beliefs, such as the import-
ance of health, the feeling that a handicapped child is worse than none at all
(particularly if there is an option of having a chance to try again) and the
perception that handicaps cause suVering to the child itself, the parents
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and/or to society. Through the organization of screening programmes and
concomitant research, medicine and health care have been given the author-
ity to deWne which diseases and characteristics qualify for these beliefs.

Furthermore, fetal screening assumes that fetuses are not human beings
and that mothers have a full right to decide the fate of their fetuses. When a
fetus has its own status – whether only when it is born or at some earlier stage
– is not clearly deWned. In Finland, the oYcal time limit between a miscar-
riage and birth is 22 gestation weeks, meaning that products of pregnancies
spontaneously ending after 22 weeks will be recorded as children. However,
induced abortion is allowed until the 24th week, and in these cases the
pregnancy products are treated like fetuses.

Comparison to other perinatal interventions

Fetal screening is not the only controversial activity that occurs during the
perinatal period. In the following I compare, as examples, the ethical debates
on fetal screening to those on abortion, in vitro fertilization and the intensive
care of preterm infants (Hemminki et al., 1997b), Table 12.1.

In fetal screening (and consequent selective abortions) ethical discussion
has focused on the rights of parents to have healthy children, on the rights of
disabled persons, on unintended eVects of screening procedures and on the
general threat of eugenics as an ideology. In discussions concerning termina-
tion of pregnancy in general, the usual ethical question is – when does life
begin (e.g. Chervenak et al., 1995)? When do cells and tissues become a
human being or a person? If embryos or very young fetuses are deWned as
human beings, all abortions are morally wrong. Only a threat to the mother’s
life is an argument strong enough to overcome the ethical problems of
destroying an (unborn) human being. (A strict anti-abortion position would
not even view the mother’s life as a ‘trump’, since the fetus’s life is of equal
value.) However, because an embryo or a very young fetus is not capable of
living outside the mother, it has been argued that it is not a human being in a
morally relevant sense, but is part of the mother’s body. This reasoning does
not, however, answer the question of when does a fetus becomes a human
being – at viability or at birth?

The problem is intensiWed by new technology which allows very premature
children to survive. With the newest intensive care technology, younger and
younger infants spontaneously born too early can be kept alive. Concern has
been raised over the fact that many of the infants kept alive exhibit disabili-
ties, some of which are serious. Although the balance between additional
surviving healthy infants and additional disabled infants saved is highly
positive, with far more healthy than disabled survivors, the absolute numbers
of children with disabilities may have increased as a result of neonatal
intensive care (Hagberg et al., 1993).
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Table 12.1. Ethics discussions on some perinatal activities

Fetal

screening1 Abortions2
Neonatal

intensive care

In vitro

fertilization

Start of life − + . . −

Saving fetuses/infants P� + P� −

Right to have children . . . . . . +

Preventing disability P� . . − −

Preventing death − P� P� . .

Rights of disabled + . . − −

Eugenics + . . − +

Key: + , commonly; − , not commonly discussed, should be; . . not relevant;

P� purpose to decrease; P� purpose to increase.
1Including selective abortions.
2Abortions because a child in general is not wanted.

Regarding in vitro fertilization (IVF), ethical discussions have concerned
the right to have one’s own children, the right to parenthood (if donated cells
are used), restrictions on who can be a mother (e.g. marital status, age) and
the ample possibilities for eugenic practices. IVF pregnancies, however, also
result in much higher proportions of preterm and small infants, who have a
higher risk of disability.

Thus, for these four common perinatal activities, diVerent ethical aspects
have been highlighted (Table 12.1). This is surprising, since the ethical issues
actually overlap. For example, although selective termination of pregnancy
after screening is sometimes only possible after the twentieth week of gesta-
tion, little of the ethical literature on screening has concerned the start of life
and its ending, issues so central in the abortion discussion. This is especially
problematic for selective abortions between 22 and 24 weeks. In many
countries the oYcial statistical limit for abortion and birth is 22 weeks of
gestation, and newborns born spontaneously at that age often receive treat-
ment to keep them alive, sometimes even successfully.

A second incongruity is this. In fetal screening, fetuses with disabilities are
actively targeted, but IVF results in a higher rate of preterm pregnancies and
neonatal intensive care in survival of preterm infants. Surviving preterm
infants have more disabilities than other infants, yet the debate about disabil-
ity is almost entirely absent from the literature on IVF.

Finally, when fetuses are screened using chorionic villus biopsy or
amniocentesis, some pregnancies with healthy fetuses will be unintentionally
terminated as a result of such screening itself. This contradicts the ethos
of eVorts toward trying to save very premature babies. In multiple IVF
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pregnancies, the practice has emerged of terminating some of the fetuses
to reduce the number of infants to be born and thus the risk of prematurity
(see Chapter 16). However, the terminated fetuses are not per se more sick
than those left intact.

Integration of ethics and social consequences into health
technology assessment

From the health technology assessment perspective there are two issues for
ethics: Wrst, how to make ethical thinking consistent over the range of
diVerent interventions; and secondly how to integrate ethics into other
aspects of HTA. As I have argued in the preceding section, there is a great deal
of inconsistency in what ethical factors are thought crucial in diVerent
interventions. Perhaps this is explained by the general marginality of ethics in
medicine until comparatively recently, by increasing specialization in health
care provision, by each intervention’s unique history and rationale, and by
the diVerent main purposes of the activities (Hemminki et al., 1997b). It is
unlikely that any one ethical principle can regulate the whole of medical
practice. But it would be useful to think of common principles that apply to
diVerent interventions, to classify the interventions by the ethical principle
on which they are based and to acknowledge the ethical principles with which
they are in conXict.

The marginality of ethics in HTA is a more diYcult problem to resolve.
Often medical ethics Wgures only as an afterthought, brought up when the
technology is already in use. Ethical aspects are not easily quantiWable,
compared with other aspects (eVectiveness, adverse eVects and costs). Ethics,
unlike costs, has a low status in HTA, and ethicists are not typically core
people in the Weld.

Many reasons for the marginalization of ethics in HTA can be oVered. The
Wrst is specialization – on the one hand, ethics has been left to ethicists, who
are not typically core people in HTA, and on the other hand, ethics is not
included in the education of people who promote and do HTA. Secondly,
ethical questions are diYcult to deWne and operationalize. It would require a
lot of theoretical and methodological thinking and research to be able to
compare, for example health and ethical consequences jointly in the way one
currently compares health and economic consequences. Furthermore, indi-
vidualistic thinking emphasizes autonomous choices as the answer to various
ethical problems, forgetting the societal perspective of consequences and
control. The myth of the objectivity of research is strong among health and
economic researchers, and they may Wnd the explicit value requirements of
ethics diYcult. Ethical consequences are often likely to be negative for the
dissemination of a technique. It is easier to Wnd examples of techniques that
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are eVective but ethically unacceptable, than to Wnd an example of an
ineVective technique which for ethical reasons should be used. Producers of
technology are inXuential in HTA – they Wnance and do much of the HTA,
and they are not eager to promote evaluations which are likely to bring up
negative sides of their products.

In HTA, social aspects/consequences are neglected even more than ethical
aspects – rarely are they added even as an afterthought. Probably many of the
reasons I have listed above for the neglect of ethical aspects apply also for
social aspects, but to varying degrees. Specialization certainly applies, but
ethical questions are diYcult to deWne and operationalize. Individualistic
thinking is likely to be very important. Even though public health people
think in terms of groups and societies, the units of measurement are usually
on an individual level, which are then summed up to form a group eVect. It is
not common in HTA to think about what kind of spill-over eVects a health
technology has outside its group of target individuals.

What can be done?

The current state of aVairs where the value of a health technology is judged
only on the basis of some of its consequences, and the use of the technology is
promoted on the basis of such deWcient information (in addition to commer-
cial and other interests), is not satisfactory. The Wrst step is to acknowledge
this problem. If the limited and narrow nature of current research were
deWned as an important problem, interest in Wnding solutions might be
raised.

A feasible point for introducing ethics and social aspects into HTA could
be to bring these points into research via resource allocation. Before a new
technology is developed, a societal and professional ethical and social dis-
cussion should occur – do we want this kind of technology? It may be argued
that this is a naive and unrealistic approach. Before research is done, one
cannot predict which of its fruits will and can be used. Other counter-
arguments include the claim that such considerations result in censorship
and harm all innovative basic research, and the possibility that someone
somewhere will do such research anyhow. It is possible that ethical and social
pre-evaluation in basic research is unrealistic, but such steps could be taken
prior to product development. Further, active research support for and
dissemination of ethical and social aspects of health technology is likely to be
helpful. When we have the technology ready, arrangements similar to those
currently in place for drugs could be introduced – drugs are not allowed to be
marketed before assessment.

Currently the typical order in evaluating a therapy is Wrst to study its
eYcacy (and short-term adverse eVects). Then, using the costs of the therapy
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and calculated beneWts, an implicit or explicit estimate of cost-eVectiveness
or cost utility is made to decide about utilization. In case of technologies that
are ethically or socially potentially controversial, the order of evaluation
could be diVerent. An initial ethical and social evaluation would be done,
then an initial cost-evaluation (i.e. can the system aVord it if it were eVective
for planned indications?) would be followed by an evaluation of eYcacy and
eVectiveness – but only in aYrmative cases.

The outcomes to be used in HTA should be many-sided, and qualitative
techniques to combine diVerent kinds of data should be developed. Currently
HTA evaluations try to give an overall estimate of the health value of a
technology, in isolation from the social situation and people. This is relatively
artiWcial even in regard to health eVects, and when social and ethical dimen-
sions are introduced, the need to inspect a technology within a context
becomes very evident and necessary.

Commercial and professional pressures are strong factors inXuencing the
dissemination of health technology. Most new technologies are produced by
proWt-making companies, or their products are needed in producing the
technology, and commercial pressures are clear. But professionals may also
have proWt motives – their own income may be inXuenced by the use of a
technology, and above all, their professional image and esteem, both per-
sonally and as a disciplinary group, may depend on it. Because evaluations
currently are narrowly done and the crucial ethical and social elements are
usually not there, the strong commercial and professional pressures are likely
to lead to unnecessary, premature or too widespread use of health technol-
ogy. Currently the use of technology runs ahead of proper evaluation. More
conservative adoption of health technology, including regulation of technol-
ogy introduction andmarketing, would be welcomed. Acknowledging ethical
and social consequences may help to achieve this.
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Prenatal counselling and images of disability

Priscilla Alderson
Institute of Education, London, UK

Prenatal counselling and associated tests have become routine parts of
prenatal care in many countries (Reid, 1990). The main intentions are to
oVer women the choice about whether to continue with a pregnancy when a
fetus is impaired, and to contribute to reducing the incidence of disability
with its attendant distresses and costs (HTA, 1998). This chapter reviews
contrasting views about prenatal counselling, its advantages and disadvan-
tages. Medical and counselling images of disability are compared with the
views of adults who have conditions that are tested for prenatally. The
evidence poses questions for bioethical reXection about the nature of disabil-
ity (is it mainly physical impairment or social restrictions?) and about the
possible impact of prenatal screening and counselling on maternal–fetal
relationships. These questions include not only personal, mother–child rela-
tionships, but also the way that parenting generally, like pregnancy, may be
becoming tentative and provisional, instead of the unconditional acceptance
of the child as ‘a gift of God’ common in traditional rhetoric, at least, if not in
practice.

Prenatal counselling

Prenatal testing and counselling have expanded since prenatal diagnosis of
Down’s syndrome, thalassaemia and sickle cell anaemia began through am-
niocentesis in the late 1960s. Chorionic villus sampling (cvs), another diag-
nostic test which also draws fetal material from within the maternal abdo-
men, has since been developed. There are now two further and less invasive
methods: examination of serum from maternal blood tests; or, from about
12–15 weeks gestation, nuchal translucency (swelling in the fetal neck) by
ultrasound scanning. Both these tests can indicate higher risks of the fetus
having a chromosomal disorder or spina biWda (Wald et al., 1992), and
increasingly serum screening and ultrasound scanning are routinely oVered
in wealthier countries. In Britain, in areas where there are many members of
ethnic minority groups aVected by sickle cell anaemia or thalassaemia,
universal prenatal screening for these conditions has been implemented or
proposed. The monogenetic condition most likely to aVect Caucasians –
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cystic Wbrosis – is not yet routinely screened for, but, as with other mono-
genetic conditions, prenatal tests are often oVered to families known to be
aVected. The tests may be preceded or followed by counselling, which ranges
from giving medical results to detailed discussion about the nature and
meaning of the tests, the results and the possible choices they oVer (Green
and Statham, 1996; Marteau et al., 1988).

There is a crucial diVerence in knowledge of the condition being tested for
between people with an aVected close relative who have personal experience
and who opt-in to have prenatal tests, and the ‘healthy’ unaVected majority
of pregnant women who are routinely screened unless they opt-out. The
latter group is likely to need much more counselling before being able to
make an informed choice about whether to have a test. Yet because personal
opt-in testing involves far fewer people and tends to be done by clinical
geneticists, whereas mass screening involves far more people and is done by
generalist prenatal staV, the latter group usually receive less counselling
(Clarke, 1994, 1997).

Prenatal counselling can begin before conception, when people in a ‘high
risk’ group or family are tested for their carrier status of single gene condi-
tions. The same tests during pregnancy indicate, if both parents are carriers,
that the fetus could be a carrier or have the full condition. So a positive result
leads on to decisions about whether or not to have the more invasive
deWnitive tests of amniocentesis or cvs, and whether or not to continue with
the pregnancy.

Advantages of prenatal counselling

Advocates of universal prenatal screening and counselling say that the servi-
ces oVer every woman information and opportunities to choose. Preconcep-
tual tests for carrier status may inXuence decisions about choosing a partner
and becoming a parent. With fetal tests, parents may be more accepting of an
impaired child if they are able to prepare emotionally before the birth, and
are also able to feel that they chose to have the child rather than feeling
imposed upon. Termination of aVected pregnancies obviates the emotional,
practical and Wnancial costs of supporting disabled children, and also pre-
vents the suVering which the child and family would otherwise endure.
‘Therapeutic termination’ is usually cited as the ‘eVective remedy’ which
validates screening programmes (HTA, 1998). Decades of preconceptual and
prenatal screening in Cyprus have contained the costs of treating thalas-
saemia, which would otherwise have overwhelmed the national budget
(Modell and Kuliev, 1993).

Fetal tests and prenatal selection now enable women from families with a
known severe genetic disorder to have healthy children, whereas previously
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they could only choose between either the risk of having an impaired child or
else remaining childless. EYcient screening programmes involve the kinds
of scientiWc and statistical knowledge which raise standards in evidence-
based health services (Thornton, 1994) and also raise standards and the status
of the nursing, midwifery and counselling professions (Sigmon et al., 1997).

The prenatal literature, conWrmed by our research observations (see Ac-
knowledgements), tends to emphasize the burdens of having an impaired
child. For example, Professor Lilford calculates a net gain to society of
screening 100 000 pregnancies, involving 3000 amniocenteses (2960 with
negative results) incurring the inadvertent miscarriage of 30 unaVected
fetuses, in order to reduce the incidence of Down’s syndrome from 100 to 60
live births (Painton, 1997). He considers the costs are justiWed by the severity
of Down’s syndrome. There is frequentmention of ‘risk’, ‘handicap’, ‘mental
retardation’, ‘bad/faulty/dangerous gene’, ‘problem’, ‘trouble’ and ‘suVering’
(see review by, for example, Shakespeare, 1999). Pathology tends to be
stressed, rather than the unpredictable range from very mild to very severe.
For example, a paper in a leading medical peer-reviewed journal begins,
‘Spina biWda occurs in one of 2,000 births and leads to life-long and
devastating physical disabilities including paraplegia, hydrocephalus, incon-
tinence, sexual dysfunction, skeletal deformities and mental impairment’
(Scott et al., 1998). ‘Including’ could imply that all cases with spina biWda
have these and other defects, although the accurate meaning would be ‘may
include’; some people with spina biWda have none of these problems. How-
ever, by implication, the greater the costs of disability, then the greater the
beneWts of prenatal prevention.

Universal screening and counselling are guided by principles of respect for
prospective parents’ autonomy, the justice of fair distribution and cost
containment, and the beneWcence of preventing suVering and promoting
scientiWc public health and other health services, as well as by reasoned
utilitarian values (Bromham, Dalton and Jackson, 1990; Ettorre, 1999). The
intention is to promote healthier and happier maternal–fetal and subsequent
mother–child relationships.

Disadvantages of prenatal counselling

Concerns about prenatal testing and counselling range from the eVects on
individuals to broader social eVects. Screening of large populations raises
unnecessary anxiety among the vast majority of women whose pregnancies
are ‘normal’, althoughmany have to go through anxious waiting for ominous
screening results to be clariWed (Green, Statham and Snowdon, 1994). Fre-
quently, women are screenedwithout their full knowledge or consent (Green,
1994; Marteau, 1995). Prenatal counselling services tend to be under-
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resourced and fall below recommended standards, so despite their best eVorts
staV seldom have enough time to counsel well (Clarke, 1994; Smith, Shaw
and Marteau, 1994). The diagnostic fetal tests are risky. Amniocentesis and
cvs each incur a one per cent risk of miscarriage, and some clinics warn that
autopsies after termination Wnd on average that one fetus in every 200 is
‘normal’ after a false positive result. False positive and false negative results
are further complicated when risks and reassurance are misunderstood, and
are reduced to statistical terms, which confusemany women – and also many
prenatal counsellors (Sadler, 1997; HTA, 1998). Pregnancy is being trans-
formed from a healthy ‘natural’ experience into a pathological ‘tentative’
state in which women are increasingly bound by medical opinion, invasive
surveillance and ‘manufactured uncertainty’ (Rothman, 1994, 1998). Despite
being intended to prevent suVering, termination of pregnancy for fetal
abnormality can cause intense distress and regret (Green and Statham, 1996;
Santalahti, 1998).

New reproductive technologies align with other current trends, such as risk
management, consumerism and economic pressures (Beck 1992; Winkler,
1998) to encourage women to expect to have a ‘perfect’ baby, closer to a
consumer commodity than a valued person with ordinary human failings.
Some analysts see these trends as undermining the status and value of
children (O’Neill, 1994; Brazier, 1996), others criticize them as ‘feto-centric’
(Rothman, 1996: p. 26). Either way, there is a growing tendency to set the
interests and rights of mother and fetus in opposition, as illustrated by
Bromham et al. (1990). This conXict has been critically analysed by Callahan
and Knight (1992) who show how, in cases of enforced Caesareans in the US,
fetal distress has tended to be linked to maternal disadvantage. Better living
standards and health care could beneWt both mother and fetus, preventing
occasions for conXicts of interests. Women who escaped from having enfor-
ced surgery tended to give birth normally, so questioning the medical expert-
ise on which fetal rights arguments are based.

While women’s lives are complicated by pregnancy, many women
welcome pregnancy as personally fulWlling and status-enhancing – as
demonstrated by the demand for infertility services. Yet during recent dec-
ades, universal prenatal screening has encouraged a tendency towards treat-
ing every pregnancy, however greatly desired, as provisional, creating a
culture of ‘Do you really want it? Take it or leave it.’ The technologies
contribute towards accentuating conXicts between maternal and fetal inter-
ests through their ability to scan and screen the fetus as a separate identity,
and their emphasis on ‘abnormality’. Decisions about ‘therapeutic’ abortion
are treated as medically informed technical choices about ‘handicap’ rather
than as moral decisions that profoundly aVect human relationships, identity
and obligations, and the meaning of parenthood as an unconditional or else a
provisional relationship.

Further concerns include the following questions. Are women truly in-
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formed and respected, or are the choices they are asked to make illusory,
overly constrained by economic and social pressures, or unwanted burdens
for women who would prefer not to know or to choose? Economically, could
the considerable funds and resources devoted to prenatal screening be used
more eVectively to prevent and treat disease and disability, which are far
more commonly acquired than innate? (Oliver, 1996). How scientiWc can
prenatal counselling be, given high rates of false positive and false negative
results of initial screening, and the inability to assess how severely aVected a
fetus is, with the unknown impact of the potential child’s future lifestyle?
Although opt-in individual testing at the request of womenwho have aVected
relatives with a genetic condition is beneWcial, there is a strong case for
showing that mass prenatal screening causes more harm than good (Clarke,
1997).

Disabled people’s perspectives

The pros and cons listed so far can all be based on mainstream medical and
moral assumptions: that health and independent personal fulWlment are the
highest goods; that it is therefore right to prevent and avoid illness and
disability, to the extent of preventing disabled lives; that such lives inevitably
will be costly, dependent lives of suVering; and that it is kind and responsible
to the potential person and to the family, especially the mother, to relieve
them of these burdens.

Yet these assumptions raise questions. What do disabled people think
about the images of disability publicized by the screening services, and their
eVects on human relationships? Is life with the screened-for conditions
inevitably so seriously impaired, dependent, sad and unproductive? What do
people who live with these conditions think about the value and quality of
their life and about prenatal screening? How do they feel when close relatives
consider having an abortion of a fetus with their condition? The next two
sections consider these questions, beginning with the activists’ views.

Radical views of disabled people

Disability activists contrast the term ‘people with a disability or handicap’
with that of ‘disabled people’ (Oliver, 1996; Asch, 1999, 2000). They argue
that the former phrase emphasizes a deWcit in the person, and the latter term
denotes how they are disabled more by an uncaring society than by any
impairment or learning diYculty (Goodey, 1991; Ward and Simons, 1998)
they may have. Oliver, a professor who uses a wheelchair, argues that his
mobility is limited by the poor design of local buses rather than by his
physical state. Disability activists claim equal civil rights, access and oppor-
tunities with everyone else, and they oppose the discriminatory language of
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‘special need’. They criticize the medicalization of disability, saying that they
wish to be treated by doctors when they are ill or injured or have a condition
which can be cured or palliated, but not otherwise. Many disabilities are not
susceptible to any medical treatment and, according to the activists, in cases
when doctors cannot do good they can do harm, both to the individual and
more generally, by pathologizing disabilities. With other critical researchers,
they challenge geneticization (Lippman, 1991), its eugenic tendencies (Paul,
1992) and its fatalistic reductionism to genetic inXuences and away from
social inXuences and human agency (Rose, 1995). Language blurs thought in
general policies and individual practices. As Steinberg (1997: p. 117) notes,
talk of ‘an ‘‘oVending gene’’ implicitly bespeaks an ‘‘oVensive person’’’.

Shakespeare (1999) reviews openly eugenic and inXuential medical com-
ments about screening services. Yet he asks whether both medical and activist
images of disability are not ‘losing the plot’. Perhaps they are equally extreme,
one exaggerating pathologies, the other over-denying them, and neither
attending to the lived realities of people’s daily lives which, Lippman (1994)
urges, should be examined carefully. Issues include women making respon-
sible prenatal decisions, the goodwill of the staV who work with them, and
the diverse and expert but little-known views of disabled people. Shakespeare
tries to steer a middle course between the polarities of denial of the limita-
tions of very severe disability, on the one hand, or else fearful pity and dread
about very severe disability, on the other. Interviews to be described later
consider how disabled people work between these polarities in their everyday
realities.

Attempts to analyse maternal–fetal relations and prenatal decisions are
trapped in another powerfully dismissive demarcation: pro-life versus pro-
choice. All discussion is too easily assigned to one side or the other, with
superWcial approval or rejection. Yet decisions about a greatly desired though
impaired pregnancy illuminate the complications in right-to-life arguments
versus women’s actual right to choose freely when they want neither available
option – neither a severely impaired child nor an abortion.

Disabled and other feminists discuss this middle ground (Degener, 1990;
Morris, 1991; Asch, 1999, 2000). Crow (1996: p. 208) says they should
acknowledge that impairment, instead of being ‘irrelevant, neutral and some-
times positive’, really is a ‘quandary’ of ‘contradictions and complexities’.
Ramazanoglu (1989) argues that feminist research is a matter of examining
and holding together contradictions instead of futile attempts to ignore or
resolve them superWcially, and this links to concepts of ‘maternal holding on’
watching and waiting (Ruddick, 1990) in contrast to ‘masculinist’ decisive
rapid intervention which prenatal counselling tends to facilitate.

The next section reviews a few of the responses of disabled people during
our research interviews.
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Research with disabled people

During a European project (see Acknowledgements) researchers investigated
the views on prenatal screening of physicians, midwives, pregnant women,
the general public, experts and reports in the mass media and professional
journals. A small study also obtained the views of adults who have a condi-
tion which is screened or tested for prenatally. In the UK, we interviewed 40
people, 10 each with cystic Wbrosis (CF), sickle cell anaemia or thalassaemia
and Wve each with Down’s syndrome or spina biWda.

Two aspects of the interviews provided information relevant to prenatal
screening. The Wrst, through general questions about their family and friends,
education and work, problems, enjoyments and aims, built up a picture of
interviewees’ views on the quality and value, and the possible suVering and
costly dependence of their lives. The second aspect was to ask interviewees
directly for their views about being or becoming parents themselves and
about prenatal screening choices. Did they agree with the assumption under-
lying screening policies that it is reasonable and perhaps preferable to prevent
lives such as theirs?

Before reviewing some of the replies, a note about research method is
necessary. As reviews of Medline and other website data-sets show, the
medical literature on these conditions is mainly drawn from medical records
and research about associated pathology, and from quantitative psychologi-
cal surveys of anxiety, depression, intelligence and quality of life. The research
relies on standardized questionnaires that measure levels of diYculty. Re-
searchers use a slightly impersonal ‘objective’ manner in order to be fair and
to elicit comparable replies from everyone. They focus on disability, asking
questions such as ‘How does your illness aVect your daily life?’ rather than
considering other possible factors.

In contrast, we used qualitative methods, a less formal interview style, and
open questions asking for detailed replies; we looked for variety instead of
measuring common factors. We contacted small groups of people through
informal networks in order, we hoped, to avoid seeming perhaps intimidat-
ingly professional, and to stress that we saw them as persons rather than
patients. For terms such as ‘patient’, ‘disease’ and ‘suVering’, we substituted
the more neutral ones of ‘person’, ‘condition’ and ‘experience’. With each
potentially negative question about problems or diYculties, we also asked a
positive one about rewards and successes. Everyone was sent a leaXet before
they agreed to take part about the topics we would raise, and about their
rights: to consent or refuse; to withdraw or withhold information; and to
maintain conWdentiality. We were worried at Wrst about whether we should
risk asking questions that might be painfully probing, but we were soon
reassured by the responses; almost everyone talked calmly and frankly as if
they were used to discussing issues such as screening for their condition.
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Table 13.1. The 50 interviewees

Conditions Thalassaemia

Cystic

Wbrosis

Sickle

cell

Spina

biWda

Down’s

syndrome

Interviewees 10 10 10 5 5

Men 5 2 6 1 4

Women 5 8 4 4 1

Age range 26–39 17–30 21–33 18–33 20–43

Median age 33 24 29 26 30

Mainstream school 10 9.5 9 4.5 2?

Special school – 0.5 – 0.5 ?

Done college/courses 6 4 8 3 5

University 4 5(7) 2 1 –

Live with: parents 6 3 4 3 2

friend(s) – 4 1 – 2

partner 1 2 2 0.5 0.5

Have children 1 1 3 1 –

Live on own 3 1 3 1.5 5

Have done paid work 10 9 7 4 3

Now do paid work 9 4 5 4 –

Student – 2 1 2 2

Most taped interviews lasted about an hour; towards the end we said that,
although we would like to use all the detail which interviewees had supplied
in our reports, we would have to select and summarize their comments for
published papers. We asked interviewees to help us to complete summary
sheets, noting their key responses to each main topic in a few sentences. This
worked very well, as the previous discussion had helped to order and clarify
their views, and the sheets gave them some editorial control over how we
would use their views.

In contrast to mainstream medical and psychological traditions, our ap-
proach, methods and language yield diVerent and, we would argue, more
realistic insights into the daily lives of people with serious congenital condi-
tions. Table 13.1 summarizes the background detail of the numbers of men
and women interviewed, their ages, education, employment and households.
Cohabitation was higher than shown in the Table because some had formerly
lived with partners. Table 13.1 shows that most interviewees contribute, now
or in the past, by doing paid work instead of incurring the ‘lifetime costs of
care’ which are used in some calculations to show that prenatal screening is
cost-eVective (Wald, 1992). All the interviewees are literate and numerate –
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two groups are highly educated, Wve people with CF had been to university
and two more planned to go there. The groups also did a great deal of
voluntary work. Among the people with Down’s syndrome, for example, one
helped to run a youth club, one taught on courses about empowerment,
assertion and safer sex for people with learning diYculties and was an artist,
and two were actors who shared in creating plays about disability and
genetics. All the interviewees related a wide range of activities that they
enjoyed doing.

This is not to claim that these interviewees are representative. Too little
social research has been conducted to discover what a representative group
with, say, sickle cell anaemia would be like. Qualitative research such as this
study cannot produce measurable, generalizable Wndings about the abilities
and experiences of these Wve groups of people. Yet the study can challenge
general assumptions, by showing how these interviewees did not Wt the
negative images propounded in the prenatal medical literature. To give a
Xavour of the interviews, the next sections will describe a few of them.

Examples from the interviews

To give an example of the informality, my Wrst interview about cystic Wbrosis
(CF) was with Tim, aged 23 (names have been changed). I was worried when
he showed me into the family living room where his sister and girlfriend were
already sitting, as I expected that their presencewould inhibit him. I avoid the
standard research practice of asking families to regroup to allow for a private
interview, partly because their decisions and family dynamics are such useful
data and partly because I would assert a potentially inhibiting power balance.
The point of meeting at their home or other place of their choice is to respect
their status – they are the experts who are helping me. Tim could have
arranged a private meeting if he had wanted to. During the interview he
spoke about his shorter life expectancy, and when the young women objected
he said that they always avoided the subject, but he wanted to talk about it
with them. I was pleased that he seemed to use the interview for his own
purposes, and their presence was a spur to talk rather than a constraint. Tim
worked as a retail manager, and used his days oV to attend hospital. Like
other interviewees he tried to make his employment record at least as good as
that of his colleagues, to prevent his condition being used as an excuse to
dismiss him. In common with other people his age, Tim longed to earn
enough to live with his girlfriend and leave his parents’ home. Like many of
the interviewees, when asked about his hopes and aims, Tim spoke freely
about being a partner and becoming a parent, spontaneously raising these
issues and relieving me of the worry that I might upset or embarrass him by
introducing them.
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Some of the people with CF had successful careers. Jane was delighted to
return to work and to caring fully for her family after her recent heart
transplant, but others were frustrated at not being able to Wnd suitable work.
They found it hard to live on beneWts in cold damp homes, unsuitable for
their lungs. Life expectancy for many people with CF is now over 40, but they
felt that out-dated images of the sickly child who dies young are still too
prominent and deter employers from accepting them.

To illustrate the range of people, the most disabled person with CF was
Jenny aged 24, who wished that she could use her English degree to be a
journalist. Having returned to live with her parents, she would ‘like to be able
to do things more spontaneously, have more energy, spend less time with my
parents and have more self-identity, be stronger and more conWdent’. She
sang and composed, and like several others enjoyed clubbing but found the
smoky atmosphere a problem. Her boyfriend helped her to do her daily chest
physiotherapy. Jenny said that she would love to be married and have
children but felt that no one would want to take on the responsibility of
caring for her and that she was not strong enough to have a child. She was
unusual among the group in speaking of her pessimism and depression, but
like all of them she distinguished between problems attributable to CF and
problems attributable to other factors such as lack of transport and suitable
employment. Asked what she might say to a woman who has been told that
the baby she is expecting has CF, Jenny replied, ‘I would say have the child
because I would much rather be alive than not, and nowadays treatment is
good. Twenty years ago maybe I would have said no. A baby now with CF has
much better chances than I have’. Jenny’s family did not talk much about her
shorter life expectancy. ‘I’m glad of that and I don’t dwell on death and
illness. I just get on with doing what I want to do’.

In contrast, Rob, aged 26, regrets being told ‘practically since I was born
that I might die soon. It has stopped me from making plans and getting on
with my life, like going to university or doing things which might be boring
for a few years but lead on to something better’. When asked what he found
helpful in his life, Rob talked, like several others, about being independent
and inter-dependent rather than dependent. Asked what he might want to
change about himself, again like some of the others Rob replied, ‘I’m happy
with my character, I’m very happy with what’s happening in my life at the
moment’, and he was more keen to talk about how to change society. ‘I’d rip
it up and start again, the materialism and back-biting and callousness. If that
was sorted out, the smaller issues of tolerance and intolerance would drop
into place’.

Everyone spoke in many diVerent ways about discrimination and intoler-
ance of disability being the main social problems they would change. For
example, one man with Down’s syndrome described being pushed and
shoved in the street by his neighbours, and another was fed up with being
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treated by new work colleagues as if he were stupid, though he added, ‘They
learn in the end, and then they realize that are the ones who look silly’.

The 10 people with thalassaemia and 10 with sickle cell anaemia experi-
enced the hidden disability of chronic illness like the CF group. Sometimes
they have crises which require hospital treatment. They too described a range
of rewarding and frustrating experiences, enthusiasms and problems. Their
conditions did not appear to dominate their lives in most cases, and much
time was spent talking about the many things they had in common with their
‘ordinary’ peers: work or unemployment, income, housing, relationships,
leisure activities and ambitions.

The Wve people with spina biWda showed the lack of correlation between
physical disability and social fulWlment. Angela, who became upset during
the interview and cried though she said she wanted to continue talking, was
the least physically disabled one. In her mid-30s, she worked in a shop, where
few of her colleagues knew she had any disability. She was actively involved
with church and other groups, but said she wished that she had more friends
and a boyfriend. The other more disabled people with spina biWda included a
young single mother who was also a college student, and Richard and Vivian
who both used wheelchairs. Richard was a keep Wt enthusiast who worked at a
sports centre and planned to go to Australia to see the paralympics. He
enjoyed going to city clubs with friends, and could haul himself in his chair
up and down stairs, so he used underground trains despite oYcials trying to
stop him. He said that when he joined mainstream secondary school, the
wheelchair users were all taught mobility and coping with stairs and pave-
ment kerbs, which helped him to become very Wt. He said, ‘I see myself as
able-bodied as anyone else’.

Vivian’s spine was too severely curved for surgical correction to be poss-
ible. We sat on the Xoor in her Xat and she constantly shifted her weight to
relieve her pain. She worked in journalism and also gave expert advice about
access to public buildings. She passionately believed in and worked for
disabled people’s rights. Much of Vivian’s income went on her transport
costs and domestic help. Like Richard she had a very busy social life ‘I’m a
great one for socializing. You do feel low and in pain and angry with people
and it is important to have friends and to go out for a drink’, and she talked
enthusiastically about her many interests. Vivian was planning to have a baby
and she talked of her mixed feelings about taking folic acid to reduce the risk
of the baby having spina biWda, yet ‘being proud that I have spina biWda’
because it had given her such experience, knowledge and opportunities she
would not otherwise have had.

The 40 respondents’ views on prenatal screening ranged from believing
that it was very useful through to unhappiness that it was oVered to anyone.
Those with thalassaemia, sickle cell anaemia and CF were more likely to
favour screening, provided it was accurately informed regarding their condi-
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tion, which they tended to doubt was the case. They also tended to say that
they would respect any decision made by prospective parents after being
properly informed, whether to continue or end a pregnancy aVected by their
condition, though they hoped the pregnancy would continue and some had
mixed feelings. One woman with CF said, ‘CF doesn’t do any good, but
people with CF do. I’m angry that people assume abortion is advisable for CF
or Down’s but I respect the right of each person to choose in their own case.
I’m not sure that many can make informed decisions . . . It’s diYcult, it’s
expensive and wasteful to test everyone, and if these scary policies come
about, what kind of world would it be? Would anyone have babies?’

Many spoke eloquently about the dangers and hurt to them of discrimina-
tion, and the crucial importance of respect for every type of person. These
views perhaps led them to be non-judgemental of other people, including the
prenatal decisions they make. However, the people with Down’s syndrome or
spina biWda, conditions which are most routinely screened for, tended to be
more unhappy about screening. For example, two men with Down’s syn-
drome, who had been talking intently about their acting, suddenly looked
very sad when asked about screening, and said they did not want to talk about
it, as if the subject was too painful. They knew about screening, having
created plays relating to it.

Discussion

The research could be criticized for being too homogeneous about widely
diverse conditions. However, the interviewees had far more similarities than
diVerences, including the ways they reXected on their lives, and their belief
that they suVered from the general stigma of disability more than from their
actual condition. Perhaps these interviewees are unusually healthy and
capable for people with their conditions. Yet even so, there are probably
many other people like them, living as actively as they do with their condi-
tion. This raises questions about why the prenatal literature, policy makers
and counsellors make so little mention of the potential range of each condi-
tion from mild to severe, of the increasingly eVective treatments which Jenny
mentioned, and of the possibility that some therapeutic abortions may
prevent potentially rewarding lives. A further complication for prenatal
predictions is the mismatch, shown particularly by the people with spina
biWda, between the degree of severity of physical disability and the way people
value and enjoy their lives.
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The implications of the interviews for prenatal counselling
and maternal–fetal relations

The overall impression given by the interviewees was of very interesting,
thoughtful and pleasant people. Most of them appeared to value and enjoy
their lives, sometimes despite pain and serious illness, as much as any average
group of 40 young adults might say they do. Onemanwith sickle cell anaemia
was in such pain that his interview took place over three separate visits, but
this was because he was so keen to take part. Their friends appeared to value
them, and so did their families, with one exception as might be expected in
any group of 40 adults (her mother had died and her father had remarried).
Most interviewees had far more in common with their ‘ordinary’ peers than
diVerences, and none showed any clear reason why their life would have been
better prevented.

One woman with CF commented, ‘I feel up today because I’m talking to
you, and I’ll feel down on another day’. Yet she also spoke frankly about her
problems and fears, as well as about things she enjoyed. Even allowing for the
artiWcial nature of the research interview, and the way our methods partly
shape the evidence, as is inevitable in every type of research, the interviewees
provide compelling evidence for questioning the assumptions on which
prenatal policies and counselling are based – that it is reasonable to prevent
such lives. The interviewees challenge the view that it is kinder to terminate
any aVected pregnancy, however mildly the fetus might be aVected, because
life is so awful for the severest cases.

Repeatedly, interviewees spoke of the crucial importance to them of being
involved in mainstream society – schools and colleges, homes and jobs, clubs
and pubs and friendships. They tended to Wnd exclusion, rejection and
prejudice more painful and disabling than the direct eVects of their condi-
tion. Some saw rejection as a linked, indirect eVect of their condition, but
then another more impaired person would talk of overcoming a similar
diYculty. They tended to stress their need to see beyond their condition as a
personal predicament, and to press for greater inclusion by challenging
negative attitudes in society, and by showing how they could be involved.
They were grateful to parents who encouraged them to be strong and who, as
one woman with Down’s syndrome said of her mother, were ready to ‘Wght
for my rights [even through] the High Court, the High Court of Justice!’

Several interviewees were concerned that prenatal counselling could be
seen as oYcial medical endorsement of prejudice against them, condoning
the restrictions they most wanted to see removed from education, employ-
ment and their neighbourhoods. Some of them helped to train medical
students, and they criticized inaccurate medical images of disability, such as
the sickly child advertisements that raise funds for medical research. Our
research aim was to listen to and report seldom-heard voices, and here are
some comments made by people with spina biWda.
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∑ ‘We’re disabled by attitudes and lack of access’, said Vivian.
∑ Angela said that ‘parents should accept their child on any terms’.
∑ On prenatal screening, Vivian commented, ‘You can’t decide for people

who haven’t had their lives yet . . . and I’d rather be alive than dead. I’m
really proud of having spina biWda, it’s not like AIDS or cancer [which her
mother had died of] . . . It’s made me make a real eVort to do lots of things
and to take risks . . . I don’t need to be cured and I don’t want to be
anybody else . . . You can’t just get rid of people and go back to the Nazis’.

∑ Christel felt that she had become more mature than her friends through
becoming a mother, ‘Having a baby wisens you up’.

∑ Richard believed, ‘If you’re old enough to decide you want a child, you
should be old enough to handle the child, no matter what disability or
ability . . . If [a child] is going to have parents that care for it, then I don’t
think that it should need screening . . . I think the counselling is partly
driven by ignorance’. If spina biWda is diagnosed prenatally, ‘I would say,
‘‘keep the baby, try and make the most of it because there are ways round
things’’ ’.

Richard was referring to a theme that ran through the interviews – of
adaptation, ingenuity and a resilience that grows through accepting and
surmounting diYculties. This is in contrast to prenatal screening policies
which propose eVorts to prevent and avoid diYculties, as if human beings
cannot or should not have to experience them, and as if disability is not
inevitable for most human beings, at least at the beginning and end of life.
The interviewees quoted earlier suggest that this approach is unrealistic,
because ordinary people’s lives so often involve problems – such as with
relationships, loss, frustrating limitations or poverty. Fearful avoidance of
disability, rather than promoting ways to support disabled people’s lives, is
liable to diminish people rather than freeing them into new achievement and
conWdence.

The interviewees also worried about future trends. These are vividly
highlighted by the consultation document on pre-implantation genetic diag-
nosis, PGD (HFEA, 2000; King, 2000), which is considered in the Wnal part of
this chapter. PGD involves genetic testing of embryos at about the eight-cell
stage, after in vitro fertilization (IVF) and before selected embryos are
implanted into a uterus. The Human Fertilisation and Embryo Authority
asks which criteria should be used to decide when PGD may be appropriate,
such as expectancy of a very short life, a life of very poor quality or one of
great suVering. The diYculty in these criteria is the current limitations in
predicting how severe an impairment might be or might become, how much
it may be ameliorated by social or medical support, and how the aVected
person and family may experience similar diYculties either as hardship and
suVering or as part of a worthwhile rewarding life. Some parents value their
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child’s very short life far more than no life at all (Delight and Goodall, 1990).
Quality of life Xuctuates greatly for many people, and suVering is especially
hard to gauge in people with severe mental impairments and those who
appear to be unaware and unable to relate, which are further proposed
criteria for using PGD. Unawareness may include unawareness of suVering,
which would obviate the criterion of suVering, and uncertainty again prevails
over the diagnosis and prognosis of unawareness. Children who have been
dismissed as ‘vegetables’ are perceived by others to experience profound
feelings, such as by the researcher who commented, ‘Cabbages do not cry’
(Oswin, 1971).

Apart from diYculties in deciding when to resort to PGD, there are
broader concerns that PGD adds to the medical and state-funded prenatal
screening technologies, in appearing to endorse discrimination against im-
paired people as unwanted burdens who are better excluded from society.
The argument that prenatal selection is diVerent from ending such lives after
birth, and aVects attitudes towards impaired fetuses only, is unconvincing.
The interviewees show that some disabled people feel threatened and disad-
vantaged by the prejudices which are, perhaps inadvertently, promoted
through prenatal screening. The emphasis on particular impairments when
selecting an embryo or fetus as worth preserving suggests that any policy
diVerence between preserving an embryo or a person with, say, thalassaemia
is not one of principle but of practicality. Abortion is permissible and
euthanasia is not, and people with thalassaemia are able to assert that their
life is worthwhile. Babies and young children are in a vulnerable position
between fetus and ‘independent viable person’. Rather than justifying the
view that parents’ attitudes will be unaVected by screening and PGD pro-
grammes, perhaps it should be the responsibility of those who wish to
introduce the programmes to guarantee that attitudes are not being aVected.
Social exclusion, school exclusion and family exclusion (in numbers of
teenagers living on the streets) are increasing rapidly, as are expectations that
children should conform to ever more speciWc milestones, school tests and
behaviour standards with an unjust ‘zero-tolerance’ which does not allow for
contingencies and disadvantages. Prenatal programmes are not responsible
for these changes, but they are part of them, and are powerful medical and
oYcial indirect endorsements of them.

Another theme of injustice is when public rejection, expressed through
national prenatal programmes, is made to appear to be a matter of private
grief and responsibility, as when each individual woman faces the ‘choice’ of
termination of pregnancy, a choice constrained by social and economic
circumstances. Disabled activists refuse to accept this way of reducing the
political to the personal, in individuals’ ‘triumph or tragedy stories’ (Oliver,
1996). Yet pregnant women seldom question the way prenatal health profes-
sionals tell these stories, and describe certain impediments as incompatible
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with a reasonable lifestyle. For this reason, some commentators urge that
PGD and similar services should only be oVered to aVected families who
speciWcally request such tests, and not to the general population. They are
concerned that technological imperatives, free-market economics and med-
ico-legal defensiveness will ensure that PGD soon develops into a mass
service, as IVF comes to be performed more easily and safely. Tests which
screen ‘negatively’ for one or a few speciWc impairments are soon likely to
become multi-package tests to screen simultaneously for numerous impair-
ments, and then tests to select ‘positively’ for growing numbers of preferred
features such as intelligence or height. ‘Non-directive’ counselling of preg-
nant women about whether to keep a fetus diVers from simply informing
pre-pregnant women about which fetus they might prefer to acquire. The
same questions can appear to be far less connected with morality or the
responsibility of mother to child. Gradually, technology reframes and distan-
ces moral choices and the most intimate relationships.When the embryo and
fetus, and implicitly the baby and child, are presented to women by health
professionals as a means of fulWlling adults’ dreams of perfection, rather than
as ordinarily imperfect mortals to love as ends in themselves, then maternal–
child as well as maternal–fetal relationships are likely to become ever more
tentative and conditional.
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Models of motherhood in the abortion debate:
self-sacrifice versus self-defence

Eileen McDonagh
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The power of problem definition

Many political commentators argue that problem deWnition is the most
important component of the policy formation process. Problem deWnition is
crucial because it deWnes how we Wrst identify public issues, which in turn
inXuences how we deWne appropriate solutions. Over time, the initial way a
problem is deWned then crystallizes policy debates, producing what can then
become a very rigid framework, all but impossible to expand or modify
(Rochefort and Cobb, 1994: vii, pp. 4).

The abortion issue, particularly in the US, is a classic example of the power
of problem deWnition for determining not only policy outcomes for Ameri-
can women, but also the crystallization of policy debates. Constitutionally, in
the course of nearly 30 years of Supreme Court reasoning, abortion rights
have become rigidly deWned as a problem of decisional autonomy, that is, as a
problem of privacy and choice. Politically, during that same time period, the
problem of abortion has been deWned by pro-life activists (as we would
expect), but also by pro-choice advocates (as we might not expect) on the
basis of a very traditional model of motherhood, one invoking cultural and
ethical depictions of women as maternal, self-sacriWcing nurturers.

The combination of deWning the problem of abortion rights constitu-
tionally in terms of the privacy of choice and politically in terms of a
traditional view of motherhood has produced a rigid, serious policy conse-
quence – namely, failure to obtain access to abortion services for women in
the form of public funding of abortions. Correction of this policy conse-
quence requires a redeWnition of the problem of abortion rights from both
constitutional and political perspectives, which entails, as part of that re-
deWnition, a transformation of the traditional model of motherhood to
include nontraditional elements. To understand more clearly what is in-
volved in this transformative process, let us review the current status of how a
traditional model of motherhood underlies the current way the problem of
abortion is deWned.
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Problem definition: constitutionalism and politics

In the United States, the Due Process Clause of the Fourteenth Amendment
of the Constitution prohibits the state from depriving ‘any person of life,
liberty, or property without due process of law’. This Due Process right of
privacy has been interpreted by the Supreme Court to mean that a state may
not interfere with a person’s choice about whom to marry, how to educate
and raise one’s children, or the choice to use contraceptives. When the
Supreme Court established the constitutional right to an abortion in Roe v
Wade in 1973, it did so by ruling that the Due Process right to privacy was
‘broad enough to encompass a woman’s decision whether or not to terminate
her pregnancy’ without interference from the state. This decision was a
breakthrough for women’s rights because it immediately struck down nu-
merous state laws that had severely limited procurement of an abortion
(Ginsburg, 1985; Klarman, 1996).

However, in Roe, the Court also established that the fetus is a separate
entity from the woman. The Court reasoned that because a pregnant woman
‘carries [potential life] within her’, she ‘cannot be isolated in her privacy’ and
her ‘privacy is no longer sole’. As the Court put it, because a pregnant woman
carries a fetus, ‘any right of privacy she possesses must be measured accord-
ingly’. As the Court stated in Roe, ‘the right of personal privacy includes the
abortion decision, but . . . this right is not unqualiWed andmust be considered
against important state interests in regulation. [including] the state interests
as to protection of . . . prenatal life’. Thus, in Roe, the Court established that it
is constitutional for the state to protect the fetus from the moment of
conception and that a pregnant woman’s right of privacy to make a choice to
terminate pregnancy can be limited by, or balanced against, the state’s
interest in protecting the fetus as a separate entity from the consequences of
that choice. Prior to viability, although the state may not prohibit an abortion
per se, the state may protect the fetus by requiring restrictive regulations,
such as 24-hour waiting periods and informed consent decrees, and by
prohibiting the distribution of any information about abortion in publicly
funded family planning clinics. These policies are constitutional even in the
case of an indigent woman suVering from a medically abnormal pregnancy
that could cripple her for life. What is more, law scholars concur that the Due
Process foundation for abortion rights, as interpreted by the Court, means
that it would be constitutional for a state to prohibit the use of public
resources to assist a woman in obtaining an abortion, even if her pregnancy is
subsequent to rape or incest, and even if her pregnancy threatens her with
death.

After the stage subsequent to viability, the state in promoting its interest in
the potentiality of human life may not only prohibit state assistance in
obtaining an abortion, but may also prohibit a woman from choosing an
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abortion, ‘except where it is necessary . . . for the preservation of the life or
health of the mother’. Thus, although Roe has proved resilient in the ensuing
decades for retaining the constitutional right to choose an abortion, deWning
the problem of abortion rights in terms of privacy has proved completely
inadequate for establishing a constitutional right to state assistance for
obtaining one. This is consistent – the Due Process right of privacy to be free
of government interference when making choices about one’s own life or
reproductive options does not usually include a constitutional right to
government assistance in exercising one’s choice. Hence, the constitutional
right to choose to use contraceptives, as established in 1965 in Griswold, does
not include the constitutional right to government funding to purchase
contraceptives. Similarly, the constitutional right to choose whom to marry
does not include a constitutional right to government funding of one’s
wedding. Nor does the constitutional right to choose what to read include the
constitutional right to government funding to purchase books of one’s
choice.

Thus, the constitutional problem with using privacy and the Due Process
Clause for deWning abortion rights is that a Due Process depiction of the
abortion issue reinforces the Court’s disconnection between the constitu-
tional right to an abortion and abortion funding. Since the right to make a
choice without government interference – such as the right to choose an
abortion or whom to marry – does not include the right to government
assistance in exercising that choice, there is little, if any, constitutional
leverage to apply to the abortion access issue.

When we turn to the political arena, we run into a similar dead-end to
procuring access to an abortion, as a result of the problem deWnition of
abortion. The journalist William Saleten has followed the abortion debate for
some years. Based on his experience, he draws attention to the conservative
political message developed not only by pro-life activists, but also by the
pro-choice community over the last decade. Starting at least in the mid-80s,
around the time of the Thornburgh decision, pro-choice activists became so
fearful that the right to an abortion would be overturned in court that they
began to develop powerful conservative strategies with which to reach out to
the American public.

The conservative message, as Saleten analyses it, was premised on convey-
ing a persuasive view of abortion rights that would be suitable for the mass
media and for electoral campaigns. As a consequence of this political goal,
general issues about women’s rights were relegated to the sidelines of the
message. In their stead, issues were stressed that were easy for the mass public
to aYrm, such as the encroachment of big government. As a result, the right
to an abortion came to be politically framed as the right to get the govern-
ment out of your life; that is, the government should have nothing to do with
your right to have an abortion. This idea takes the form of bumper stickers,
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such as ‘Get the state out of my uterus!’ However clever such bumper stickers
might be, the problem with access to abortion in general and abortion
funding in particular is that the goal is to get the government into women’s
lives in the form of providing abortion services. Thus, rather than getting the
state out of a woman’s uterus, access to public funds, public facilities, and
public personnel for abortion services involves getting the state into a
woman’s uterus, so to speak. The pro-choice strategy of politically deWning
the abortion message to be getting the government out of women’s lives,
therefore, is counterproductive as a claim for public funding of abortion
services.

The traditional model of motherhood and abortion rights

Underlying the problem deWnition of abortion rights is a traditional view of
motherhood – one that rests upon a relational view of women, deWned in
terms of an ethic of care, inclusive of a nurturing, if not a sacriWcial,
relationship between mother and fetus. Relying on the traditional model of
motherhood to deWne the problem of abortion, however, does not give us the
necessary arguments to justify public funding of abortions. To gain for
women state assistance in procuring abortion services, therefore, requires a
redeWnition of the problem of abortion, one that draws upon a model of
motherhood that incorporates non-traditional elements into the way women
are envisioned when seeking an abortion. Expanding the traditional model of
motherhood that currently underlies the deWnition of abortion rights in the
US to include a non-traditional model of motherhood holds the promise of
securing not only the constitutional right to an abortion, but also the
constitutional right to abortion funding.

To reframe the abortion debate to make it possible to secure a constitu-
tional right to abortion funding, we must reconsider the central ethical and
legal issue that haunts abortion policies – what justiWes killing the fetus?
When we look more closely at the way pro-choice advocates answer that
question when explaining why they support abortion rights or why they
themselves procured an abortion, we Wnd that their justiWcation for abortion
rights, far from carrying a non-traditional message about women’s rights,
relies upon and reinforces some of the most traditional components of
motherhood by invoking the principles of ‘lifeboat’ ethics.

The traditional model of motherhood depicts women in a nurturing
relationship with the fetus and with others in need of care. The key to this
relationship is that there is no inherent conXict between any of the parties.
What creates diYculties for those in the relationship is an external context
deWned by a scarcity of resources. In order to fulWll her role as nurturer, a
woman is forced to choose how to provide the greatest good for the greatest
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number; to do so, she must make a calculation of whom or what to sacriWce.
Presumably, she would gladly sacriWce herself, if this would be most beneW-
cial to all concerned, which, in the case of an abortion, could include the
decision to continue a pregnancy. However, when using the traditional
model of motherhood to justify the non-traditional goal of obtaining an
abortion, it turns out that the pro-choice utility calculation can indicate that
the best way to help the most people is to sacriWce the fetus by aborting it.

From a political vantage point, this is a strategic way to ‘have your cake and
eat it too’, since such a justiWcation leaves in place traditional cultural
assumptions about women as care-givers, even while expanding the non-
traditional options open to women in the form of the right to an abortion as
an instrument of care-giving not to the fetus, of course, but to others.We can
see a good example of the use of a traditional model of motherhood as a
means to achieve the non-traditional goal of abortion rights in the way Kate
Michelman, long-term President of the National Abortion Rights Action
Leagues (NARAL), justiWes her own abortion. Michelman is a master-politi-
cian, one who has been in the limelight for decades, representing pro-choice
positions. What is signiWcant about Kate Michelman, therefore, is that when
she tells her story about why she obtained an abortion, that story reveals a
premise that the best way to present the abortion issue is to embed it within a
traditional model of motherhood. To put it another way, Michelman’s
justiWcation for abortion exempliWes the political power of obtaining non-
traditional goals for women by infusing those goals with the most traditional
imagery associated with women.

Kate Michelman explains how she became acutely aware in 1977 about the
need for women to have the right to obtain an abortion. In her words:

I was a thirty-year-old mother of three, pregnant with my fourth child, when my
husband left me for another woman. I had hoped to have six children, but I had no
car, couldn’t get credit, and no longer had a husband to provide for me and my
children. I could not feed the three children I already had, much less support an
additional child. At that moment I understood the kinds of choices women have to
make and how they aVect the very fabric of a woman’s life. I decided to get an
abortion. (in Tribe, 1990: p. 134.)

What is most signiWcant about this very strategic, political story is that Kate
Michelman embeds the right to an abortion in a very traditional model of
motherhood. Michelman’s story employs a traditional view of a woman
whose identity is deWned in terms of her childbearing goals, child care
responsibilities and economic dependency on a husband. The key to this
story is to discern what justiWes the non-traditional act of killing the fetus.
The answer is that Michelman deWnes motherhood traditionally as a nurtur-
ing set of relationships in which there is a scarcity of resources. She lacks a
husband, a car, credit and the economic resources to feed and care for an
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additional child. Something has to be sacriWced if any are to survive. The
killing of the fetus by means of an abortion, therefore, is justiWed as a sacriWce
necessary for the survival, if not the good, of the greater whole. The fetus
must be sacriWced by the mother in order for the mother to be able to
continue the nurturing of the other children already born. Thus, rather than
the mother nurturing the fourth child, the fourth child, the fetus, must be
sacriWced.

Lifeboat ethics and justification for killing

Michelman’s story not only illustrates a traditional view of motherhood in
the context of obtaining a non-traditional goal for women – abortion rights –
it also corresponds to a speciWc ethical model that justiWes killing – lifeboat
ethics. The Model Penal Code (Philadelphia: American Law Institute), pre-
pared and published by the highly respected American Law Institute, analyses
the lifeboat model in terms of a justiWed choice of evils. The context of the
lifeboat model involves a situation in which the homicidal actions of an
individual that ordinarily would be criminal are nevertheless defensible
because these acts are the only way to save other lives. As stated in the Code,
‘conduct that results in taking life may promote the very value [life] sought to
be protected by the law of homicide’ in the Wrst place. The example provided
by the Model Penal Code is:

[Suppose someone] makes a breach in a dike, knowing that this will inundate a farm,
but taking the only course available to save a whole town. If he is charged with
homicide of the inhabitants of the farm house, he can rightly point out that the object
of the law of homicide is to save life, and that by his conduct he has eVected a net
saving of innocent lives. The life of every individual must be taken in such a case to be
of equal value and the numerical preponderance in the lives saved compared to those
sacriWced surely should establish legal justiWcation.

In other words, the lifeboat model justiWes killing when the sacriWce of one
life is necessary to secure the lives of a greater number. As Dame Mary
Warnock asserts, when faced with a choice of two people dying, or one
person dying at the expense of another, the decision is easy – though it is the
lesser of two evils, the latter is preferable to the former. As the journalist Polly
Toynbee (2000) notes, the ethicist Professor Bernard Williams oVers these
hypotheticals in support of the view that it is preferable to sacriWce the lives of
a few if necessary to save the lives of many. For example, if ice cave explorers
Wnd themselves trapped and the only way to escape is to kill one of their
members so that the rest may live, then it is ethical to do so because this is a
situation that is ‘an unavoidable emergency . . . [that is] of no one’s contriv-
ing’. Similarly, if a rail trolley is speeding toward a man pinned to the tracks,
it is imperative to change onto another track to avoid killing him; however, if
the other track in question had Wve men pinned to it, then it would be
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preferable, and thus permissible, to stay on the original track in order to save
the Wve men at the expense of one.

Of course, real-life examples involving more than hypotheticals are excru-
ciating in their complexity. A recent example in the UK concerned the
decision whether to separate conjoined twins, Mary and Jodie (false names
used to protect their identity), who were joined at the lower abdomen and
who shared one set of lungs and heart. Their separation absolutely entailed
the death of one, but failure to separate most likely would have entailed the
death of both within six months, due to the strain of supporting two lives on
only one set of heart and lungs. As the journalist Steven Morris (2000)
observes, ethicists approach this problem in two ways. Utilitarians believe it is
more ethical to ‘save one life even at the cost of another’. However, ab-
solutists (Morris, 2000) take a diVerent stance, asserting that ‘it can never be
right to sacriWce a life . . . [As] [t]he Archbishop of Westminister Cormac
Murphy-O’Connor, said: ‘‘There is a fundamental moral principle at stake
no one may commit a wrong action that good may come of it’’ ’.

The law of some nations, however, does allow for the separation of
conjoined twins, even when the operation necessarily entails the loss of life
of one of them. In 1993, for example, doctors at the Children’s Hospital of
Philadelphia, USA, made the diYcult decision to separate conjoined twins,
knowing full well that this would mean the death of one of them. However,
doctors believed that both twins would die unless this operation was conduc-
ted, so with the permission of the parents of the twins, they separated them;
one died as a result of the operation, and the other one lived for ten months
after the operation. According to Mr. Justice Johnson, however, who gave the
initial High Court judgment in the case of the conjoined twins born in the
UK, ‘The court would never authorise a step to actively terminate a life, even
to relieve misery, [but would authorise] treatment to be withdrawn, even if
this leads to death’. (The Court of Appeal permitted the operation to
proceed, but overruled Johnson’s reasoning insofar as it relied on this
implicit parallel between the healthy twin as a ‘life-support’ device and a
ventilator, which can lawfully be withdrawn.)

In the US, although the lifeboat model has its complications, it neverthe-
less underlies pro-choice arguments that seek to justify why a woman has a
right to kill the fetus. This justiWcation legally and culturally maps onto a
traditional model of motherhood, because the nurturing aspect of the
woman seeking an abortion is not the issue. Initially, the presumption is that
everyone in the lifeboat is in harmony with everyone else. As Michelman puts
it, she was a 30-year-old mother of three, pregnant with her fourth child,
planning to have a total of six children, who had assumed the economic
support of a husband. The initial situation is one of traditional, harmonious,
family life. More broadly, we can characterize this type of justiWcation as a
sacriWce model having four main components:
(1) It applies to a situation where there is a group – more than one person –
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in a closed system, context, or environment, such as a lifeboat, having no
access to outside resources.

(2) In the closed system there are not enough resources to go around to take
care of everyone; hence, someone or something in the group must be
sacriWced for the sake of the greater whole.

(3) There is no necessary adversarial relationship between any of the entities
in the closed system. Thus, the lifeboat model can be an environment of
harmony and love, but it is also a tragic one because there are not enough
resources for everyone to survive. Thus, in order for the greater number
to survive, there has to be some sort of sacriWce that will make it possible
for more rather than fewer to continue their existence. In the context of
the abortion debate, the entity that is sacriWced is the fetus.

(4) Perhaps most importantly, the lifeboat model of sacriWce is consistent
with a traditional image of women whose primary concern is a relational
one, based on how to meet the needs of others. Hence, one of the most
strategically powerful characteristics of the lifeboat model as a justiWca-
tion for abortion rights is that it involves no role change for women.
Women who choose an abortion do so in order to be good mothers to
children already born or ones who will be born at a later time. Abortion
becomes a means of providing for, or taking care of, others. The problem
is deWned simply in terms of being a mother with too many to care for,
and without adequate resources. The only solution is to sacriWce one
entity, the fetus, in order to be able to nurture others. Such a sacriWce
aYrms rather than challenges maternal norms and roles for women.

The problem with the sacrifice model

The problem with the sacriWce model of motherhood, however, is that it
cannot be used to argue for the need for abortion funding. In a normal
lifeboat scenario, no one calls upon the state to help toss someone overboard.
Rather, the hope is that the state will provide the resources necessary to avert
the lifeboat crisis altogether. That is, the lifeboat model implies that if the
state arrives in the form of outside assistance, then everyone in the lifeboat
can survive. If the state could provide a conjoined twin with a needed heart
and lungs, for example, that would obviate the question of sacriWcing the life
of one twin for the sake of the other; such a solution, obviously, is inWnitely
preferable to deciding the ethical and legal issues implied in killing the one
twin who lacks those vital organs in order to save the other twin who has
them. Similarly, if the state could arrive in time to save all ice cave explorers,
thereby obliterating the need to sacriWce the life of one in order to save the
lives of the others, that would solve the ethical and legal complications of the
sacriWce model; there would be no longer a justiWcation for killing one of the
ice cave explorers because there would no longer be a context lacking
resources for all.
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So, too, in all lifeboat contexts. If by a miracle, or by state action, the
lifeboat context can be eliminated and there can be enough resources to
provide for all in the lifeboat, then the rationale for sacriWcing a member of
the group disappears, and with that disappearance, the language of justiWca-
tion for the killing of anyone or anything no longer applies. This is because
the key principle in a lifeboat context is that there is no initial or inherent
conXict among the parties, only a contextual lack of resources.

Abortion and the traditional model of motherhood

The use by pro-choice advocates of the sacriWcial, lifeboat model for abortion
rights, therefore, is a double-edged sword. On the one hand, its strength is
that it can justify abortion in a context of scarcity that employs a model of
motherhood involving no role change for women. Women can be depicted as
justiWed in seeking an abortion, without ever raising the issue of a conXict
between the mother and the fetus. A woman seeks an abortion, as Kate
Michelman presents it, because she lacks the resources to be a good mother at
that particular time in her life. She does not have the time, money or
educational requisites, so the fetus is sacriWced in order that she and others
for whom she is responsible can survive. Use of a traditional model of
motherhood to justify the right to an abortion is a crucial source of political
power. It allows pro-choice advocates to meet pro-life advocates on the same
footing, by arguing that pro-choice women are dedicated to being good
mothers, and that obtaining an abortion is a necessary means a woman must
sometimes use in order to be a good mother. Invoking traditional role norms
for women in the context of justifying the right to an abortion has been an
eVective use of traditional roles to gain non-traditional goals.

On the other hand, there has been a serious Xaw in the formula that links
traditional roles for women with the right to an abortion. Most signiWcant is
that such a justiWcation contains no principle that can be used to claim the
right to state assistance in providing an abortion, that is, killing the fetus. In
contrast, the lifeboat model argues just the opposite; the purpose of state
assistance is to provide resources so that it is not necessary for anyone or
anything to be sacriWced in a lifeboat scenario; the state’s job is to solve the
problem of scarce resources so that all may survive. In this respect, the
lifeboat model provides a better argument for funding childbirth than it does
for funding an abortion.

Thus, to Wnd a solution to the problem of access to abortion, including
abortion funding, wemust turn to a diVerentmodel of motherhood, one that
employs non-traditional roles for women and one that activates the other
major justiWcation for killing – self-defence.
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The non-traditional model of motherhood and abortion rights

The non-traditional model of motherhood

The key issue in redeWning the problem of abortion is to recognize that
medically and legally pregnancy is a condition in a woman’s body ‘resulting
from the presence of the fetus’. What is more, pregnancy is a condition that
massively alters and transforms a woman’s body and liberty. SpeciWc hor-
mones and proteins in a woman’s body, for example, are elevated to hun-
dreds of times their base level, thereby indicating that a fertilized ovum is
present and aVecting her body. While most of the changes resulting from the
fetus’s eVects on a woman’s body subside about a month after birth, a ‘few
minor alterations persist throughout life’. In a medically normal pregnancy:
some hormones in a woman’s body rise to 400 times their base level; a new
organ, the placenta, grows in her body; all of her blood is rerouted to be
available to the growing fetus; her blood plasma and cardiac volume increase
40 per cent; and her heart rate increases 15 per cent. These are just a few of the
massive changes that ordinarily result from the fetus’s eVects.

From choice to consent

In Roe, the Court established that the fetus was a separate entity from the
woman and that it was constitutional for the state to protect the fetus. With
this in mind, the key issue in redeWning abortion rights is to recognize that it
follows that a woman not only has a right to choose what to do with her own
body, but also a right to consent to the transformations of her body and her
liberty resulting from the fetus as a separate, state-protected entity. If we
accept that the fetus is indeed a separate entity, a move which pro-choice
advocates have more typically resisted, we can actually derive a novel pro-
choice argument. The traditional common-law position, still the dominant
one in English law, is that the fetus has no separate legal personality: ‘until
born alive, a foetus is not a legal person’ (Montgomery, 1997: p. 401). In
American constitutional law, the Supreme Court has refused to rule on
whether the fetus is a person, stating only that even if the fetus were a person,
it would not be included in the protections of the Constitution because the
Fourteenth Amendment refers to ‘born’ persons. Thus, at the moment, in the
United States the fetus lacks a legal, personhood status. Yet it is constitutional
for the state to protect the fetus, which means that the fetus is in a category
with other entities that are not legally people but are nevertheless under state
protection, such as endangered wildlife species.

What the consent argument does is to hoist anti-abortion campaigners
with their own petard by focusing not merely on what the fetus ‘is’, but on
what the fetus ‘does’. Whether the fetus is or is not a person, what it ‘does’ is
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to seriously harm a woman, if she does not consent to the condition of
pregnancy. This is because one way in which the law of medical negligence
deWnes harm is in terms of absence of consent. If a physician, for example,
performs life-saving surgery without consent, that physician legally is deemed
to have harmed the patient, even if the surgery saved the patient’s life. In the
case of pregnancy, if a woman consents to the eVects of the fetus, we have an
example of the symbiotic ideal of mother and child that cultures so often
idealize. However, given the quality and quantity of the transformations of a
woman’s body and liberty resulting from a fetus, if a woman does not consent
to pregnancy, even a medically normal pregnancy constitutes serious harm.

We can see why a medically normal pregnancy constitutes harm, if it is
non-consensual, by considering what would happen if a born person were to
aVect another born person’s body in even a fraction of the ways a fetus aVects
a woman’s body. The magnitude of the injuries would be easy to recognize, if
a born person injected into another’s body, without consent, hormones 400
times their normal level, or someone, without consent, took over the blood
system of another to meet her or his own personal use, or someone, without
consent, grew a new organ in that person’s body. Without consent, such
eVects of one born person upon the body of another born person would be
instantly recognizable as massive bodily injury, entailing a legal charge of
battery or assault.

Self-defence

Legally and culturally, the lifeboat context is one of two major situations in
which killing is justiWed. The other major justiWcation for killing another
living thing, including a person, is self-defence. The law recognizes and
aYrms the right of people to use deadly force to defend themselves against
even the threat of certain types of harm, much less actual harm. From a
review of state-level self-defence statutes, it is apparent that there are three
major types of harm which justify the right of a person to use deadly force in
self-defence: harm that threatens a person with death; serious bodily injury;
or a severe loss of liberty.

The threat of death involves an irreversible injury of existential propor-
tions – the ending of one’s life. Clearly, in this most extreme of all types of
injury, legal norms support the right of people to defend themselves with
deadly force against even the threat of such an injury. However, the second
type of harm recognized as justifying the use of deadly force in one’s
self-defence is when the threat of injury reaches a quantitative level that the
law considers it to be serious bodily injury. Legal norms try to assess ‘how
much injury is suYcient’ to warrant that label, and courts and legal norms
sometimes deWne the requisite quantity in terms of how much tissue damage
is involved, how the use of body organs or parts is impaired, or how much
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time it takes for the victim to recover. The Model Penal Code deWnes a
serious bodily injury as an injury ‘which creates a substantial risk of death or
which causes serious, permanent disWgurement, or protracted loss or impair-
ment of the function of any bodily member or organ’, where protracted
means as much as four weeks.

The third category of harm refers to one’s liberty. These are injuries where
the key issue is a person’s consent to interact with another person. Injuries
that justify the use of deadly force in self-defence include rape, kidnapping
and slavery. In all three cases, it is not that the action is necessarily wrong;
rather, it is that the action occurs without consent. Sexual intercourse with
consent is not a crime; without consent, it is rape. Travelling with somebody
is not a crime, unless one person is coercing the other against her or his will,
then it is kidnapping. Similarly, agreeing to work for someone is employ-
ment. To be forced and coerced to work by somebody is involuntary servi-
tude or slavery.

States across the USA aYrm the right to use deadly force in self-defence
when a person is threatenedwith death, serious injury or a severe intrusion of
liberty. Forty-two states, for example, have passed statutes explicitly aYrming
people’s right to use deadly force when another private party threatens them
with a suYcient quantity of bodily injury, referred to variously as ‘serious
bodily harm’, ‘serious physical injury’, ‘great bodily harm’, ‘great personal
injury’, ‘imperil of bodily harm’, ‘grievous bodily harm’, or as in the case of
Michigan, ‘brutality’. Thirty-six states explicitly aYrm a person’s right to use
deadly force in self-defence when threatened with forcible rape, even when
that rape is not aggravated by physical injuries in addition to the rape itself.
Thirty-Wve states legislatively recognize people’s right to use deadly force in
self-defence against kidnapping. Only one of these states, Indiana, stipulates
that the kidnapping must occur with the use or threat of force; kidnapping
alone is suYcient in the other states. Twenty-seven states speciWcally aYrm
the right to use deadly force when threatened with slavery, either by explicit
reference to their own state constitutions or to the federal Constitution. In
addition, some states aYrm the right to use deadly force in self-defencewhen
threatened with assault, robbery, arson, burglary and any other forcible
felony. Similarly, the Model Penal Code states that deadly force in self-
protection is justiWed when a person believes that ‘such force is necessary for
the purpose of protecting [herself or] himself against the use of unlawful
force by such other person . . . [such as] against death, serious bodily injury,
kidnapping or sexual intercourse compelled by force or threat’.

In US law, therefore, self-defence is an aYrmative right, meaning that
juries must be instructed that these injuries justify the use of deadly force in
self-defence. In a Texas case, for example, a woman shot and killed a man in
self-defence as he tried to rape her. An Appellate Court ruled that she had a
right to instruct the jury about her justiWed use of deadly force in self-defence,
to the eVect that:

224 E. McDonagh



You [the jury] are further instructed on the law of self-defense that a person is justiWed
in using deadly force against another to prevent the other’s imminent commission of
aggravated kidnapping, murder, rape, aggravated rape, robbery, or aggravated rob-
bery. (Goldway, 1978.)

Similarly, the Supreme Court of Michigan concluded that a lower court had
erred when it refused to instruct the jury that ‘force, including deadly force,
may be used to repel an imminent forcible sexual penetration’. The Supreme
Court of Connecticut reached a similar conclusion when it ruled that a trial
court should have instructed the jury that the ‘defendant could use deadly
force if necessary to repel sexual assault involving forced penetration as well
as serious bodily harm or death’.

Courts view the right to self-defence as grounded upon the most basic
tenets of natural law, and although ‘society may prescribe rules of caution
and prudence to be observed by persons before exercising the right’, society
may not ‘completely abrogate’ the right of self-defence. Some commentators
argue that the federal Constitution ‘precludes criminalizing and punishing an
act done in self-defense . . . [because] since the sixteenth century, a homicide
resulting from an act done in self-defense was justiWable and not unlawful’.
For this reason, we should classify the right of self-defence as a right ‘so
rooted in the tradition and conscience of our people as to be ranked as
fundamental’ and given the protection of the Due Process Clause of the
Fourteenth Amendment.

Self-defence with deadly force, therefore, ‘justiWes the actor’s conduct; it
does not simply excuse it’. Self-defence reXects our cultural understanding, as
translated into law, that when one party aggresses suYciently upon another,
it is preferable to free the non-aggressor of the aggressor’s intrusion than it is
to preserve the life of the aggressor. For this reason, ‘a person who properly
acts in self-defence engages in socially approved conduct’.

Self-defence and abortion rights

The self-defence model applied to abortion rights is older than Roe v Wade
itself. It dates back to a 1971 article by the moral philosopher Judith Jarvis
Thomson. Thomson asks us to imagine a situation in which we wake-up one
morning to Wnd ourselves attached to a famous violinist. If we break that
attachment, the violinist dies. The question posed is whether we have a moral
obligation to stay attached to the violinist, or whether we are morally justiWed
in breaking the attachment, even if that means the violinist’s death. Thomson
argues that the demands made upon us to remain attached to the violinist
exceed that required of morally responsible people. Hence, it is morally
permissible to detach ourselves from the violinist, even if that action necess-
arily results in the violinist’s death. The analogy with abortion is that even if
the fetus is dependent upon the woman for its survival, the types of demands
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it makes upon a woman exceed what any moral person need make. Thus, a
pregnant woman is justiWed in being a bad Samaritan by refusing to accede to
the fetus’s dependency needs, even if it entails killing the fetus to separate her
from it.

From self-sacrifice to self-defence

We can build upon Thomson’s claim that a woman has a right to be a bad
Samaritan by developing a constitutional right to abortion based on self-
defence. The positive value of such an endeavour is that it provides a new
claim for not only the right to an abortion, but also the right to abortion
funding. The negative aspect is that it entails a role change for women, one
that metaphorically substitutes a battleWeld model of motherhood for the
lifeboat model of motherhood. Is this necessarily a bad thing? From a
constitutional perspective, the answer is clearly ‘no’, since a self-defence
model of motherhood opens the door to a constitutional right to abortion
funding.

In our society, however, the presumption is that the state acts to defend
people against harm. The private right of self-defence, therefore, is meant to
be a means of last resort when the state is not available to assist in one’s
self-defence. Ideally, the state acts to defend people’s bodies and liberty from
harm resulting from other entities. The power of redeWning abortion rights in
terms of self-defence, therefore, is that it provides a way to establish an
aYrmative claim that the state must act to protect women’s bodies and
liberties from non-consensual eVects resulting from the fetus.

What the fetus does

We can contrast the lifeboat model and the self-defencemodel of state action
in this way. As we discussed, people in a lifeboat, suVering from scarce
resources, may conclude that the only solution to secure the survival of the
greater whole is to sacriWce someone in the lifeboat by killing them. If the
state were to arrive in the form of a rescue ship, however, the sacriWce would
no longer be necessary, and the state would not act to assist in such a sacriWce.
On the other hand, if the state arrived to Wnd one person in the lifeboat
assaulting another, the state would be expected to act to stop the harm
resulting to the victim. It is what the fetus does to a woman, therefore, not
what it is, which is the decisive principle that establishes not only a woman’s
right to terminate pregnancy by means of an abortion, but also her right to
state assistance.
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Contingent equal protection

It is important to note that the Supreme Court has established that the
Constitution does not guarantee a person a substantive Due Process right to
assistance from the state to protect a person from harm. However, the Equal
Protection Clause of the Constitution does require the state to treat people
who are similarly situated in a similar way. The key question, therefore, is
with whom is a woman similarly situated when she seeks an abortion?
According to the traditional model of motherhood, she is similarly situated
to a person in a lifeboat lacking resources necessary for all to survive.
According to the non-traditional model of motherhood, however, she is
situated in a non-consensual relationship with another entity, the fetus,
which is seriously harming her. We do not know, according to American
constitutional precepts, whether the fetus is a person or not. However, we do
know that the fetus is under state protection. Thus, there are two possibilities:
(1) The woman is suVering harm resulting from the fetus, which is a non-

human, yet state-protected entity, such as wildlife that causes harm.
(2) The woman is suVering harm resulting from the fetus, which is a human

being. In the Wrst instance, the state does protect people from harm
resulting from state-protected wildlife, such as grizzly bears and wolves,
even when the victims are negligent by entering restricted park areas
where there is great danger of such harm from wildlife. Thus, state
protection of wildlife does not negate state assistance to people suVering
harm resulting from that wildlife. Hence, if a woman suVering a non-
consensual pregnancy is legally viewed as similarly situated to a victim of
harm resulting from a state-protected, non-human entity, such as wild-
life, equal protection precedents mandate that the state must provide a
pregnant woman with assistance to protect her from that harm, that is,
with assistance to procure an abortion as the necessary means for
stopping the harm resulting from the fetus.

In the second instance, if the fetus is viewed as a person, the claim for state
assistance in protecting a woman from harm resulting from the fetus is also
evident. The state routinely protects victims of harm resulting from other
people, and the same would apply to the fetus. Of course, even if the fetus
were a person, it would have no conscious intentions or control of its
behaviour. Yet the state stops mentally incompetent people, which may
include those on drugs, the mentally ill, or persons with learning diYculties,
from harming others. The Equal Protection Clause, thus, would mandate
that the state also must stop the fetus from harming a woman.

Thus, whether or not the fetus is in the category of a person or of a
state-protected non-person, when the fetus harms a woman in a non-consen-
sual pregnancy, it situates her with other victims of harm. Since the state does
assist people whose bodily integrity and liberty are harmed by other entities,
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the state is obligated to protect a woman whose bodily integrity and liberty is
being harmed by a fetus. To do otherwise violates the Equal Protection
Clause of the Fourteenth Amendment, not on grounds of sex discrimination,
but rather on the grounds that the state is not protecting a woman’s funda-
mental right to bodily integrity and liberty in a similar way the state protects
others.

Abortion as role change

Despite pro-choice advocates’ use of a traditional model of motherhood to
deWne abortion rights, the termination of a pregnancy by destroying a fetus at
some level challenges assumptions about nurturing role norms associated
with women (Gelb and Palley, 1987). As the law scholar Robin West (1988)
observes, ‘American feminism is primarily strategic’. Hence, it is understand-
able that pro-choice advocates, for strategic, political reasons, wish to mini-
mize the challenge of that role dissonance by framing the abortion decision in
terms of women’s traditional identities as mothers. In such representations of
the abortion decision, a woman chooses an abortion in order to be a good
mother, either to the children she has already borne in the past or to the
children she intends to bear in the future. The particular fetus that is aborted
at most is a ‘problem’ or poses a ‘dilemma’ to the woman – but it is not in
conXict with her. In fact, currentlymost pro-choice advocates eschew depict-
ing the abortion decision in terms that even mildly suggest an adversarial
relationship between a woman and a fetus.

There is much to value, of course, in locating the abortion decision within
the framework of women’s traditional roles, and such a portrayal of the
abortion decision as part and parcel of women’s traditional role norms has
been enormously eVective in gaining public and political support for abor-
tion rights. Such portrayals, however, have not been eVective in gaining
constitutional support for a woman’s right to government assistance in
obtaining an abortion. It is for this reason, therefore, that it is necessary and
time to redeWne the problem of abortion rights, even if this redeWnition
requires expanding traditional role norms for women to include non-tradi-
tional ones. We must Wnd new depictions of the fetus and the pregnant
woman, depictions that can secure for women not only the right to an
abortion, but access to one as facilitated by public assistance. A consent to
pregnancy approach does just that. The consentmodel meets the standards in
the law for using deadly force in self-defence to stop that harm. Thus, all
pregnancies – not just medically abnormal ones – not only are harmful, if a
woman does not consent to pregnancy, but all non-consensual pregnancies
meet legal standards for the use of deadly force in self-defence to stop them.
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Roles and goals

As we know from the work of policy analysts, such as Joyce Gelb and Marian
Palley (1987), the problem of deWnition has been at the core of the feminist
agenda throughout its history, and particularly in its activist phase during the
1970s. How a problem is deWned is crucial, and of particular importance is
whether the problem involves merely role equity or role change for women.
Problems deWned in terms of role change for women pose much greater
obstacles than those that do not.

Hence, one of the most strategically powerful characteristics of the lifeboat
model as a justiWcation for abortion rights is that it involves no role change
for women. Women who choose an abortion do so in order to be good
mothers to children already born or ones that will be born at a later time.
Abortion becomes a means for providing for, caring for, or taking care of,
others. The problem is deWned simply in terms of being a mother with too
many to care for, and without adequate resources. The only solution is to
sacriWce one entity, the fetus, in order to be able to nurture others. Such a
sacriWce aYrms motherhood rather than challenges maternal norms and
roles for women. In this way, the traditional ethic of sacriWce, which some
pro-choice advocates currently invoke to justify the right to an abortion, is
powerful because it taps into a traditional model of motherhood. By so
doing, it exempliWes a potent formula used more than once by feminists
seeking non-traditional goals – namely, the linkage of a non-traditional goal
with a traditional model of motherhood. It was this formula that accounted
for the success of feminists in the US in the early decades of the twentieth
century who sought to obtain a constitutional guarantee of women’s right to
vote. In the Progressive era, mainstream woman’s suVrage leaders did not
challenge traditional role norms identifying women as maternal nurturers
whose lives were dedicated to helping others. On the contrary, they used the
traditional depiction of women as mothers and self-sacriWcial caretakers to
argue for why society would improve if women were entitled to vote.

Thus, although the goal of the right to vote involved non-traditional
behaviour for women, premising entry into the public realm, an equal
exercise of the suVrage with men, nevertheless the means used to achieve that
goal invoked traditional depictions of women’s greater moral and ethical
commitment to the care of others. What is signiWcant about women’s
enfranchisement in the early twentieth century in the US is that it was
decidedly not based on equality arguments about the sameness of men and
women, but rather upon diVerence arguments based on the dissimilarity of
men and women, even though from a political perspective. Ironically, the
utility of the traditional model of motherhood was its ability to obtain a
non-traditional goal for women – voting rights.

However, it is also correct to note that achieving the right to vote, while
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necessary, was scarcely suYcient for implementing a broader agenda of
women’s rights. Thus, it required a feminist social movement in the 1960s
and 1970s to challenge women’s inequality in marriage, employment, educa-
tion, sexual experience and psychological well-being. And it was in this
follow-up social movement stage of completing the policy agenda for
women’s rights that the traditional model of motherhood was also chal-
lenged. Betty Friedan’s The Feminine Mystique (1965) is notable not only
because it was a best-seller, but also because it was a direct attack on the
traditional model of motherhood that depicted women’s lives and identities
through the eyes of those for whom they cared, for whom they exercised an
ethic of care. In Friedan’s forceful view, such traditional norms robbed
women of a sense of self, so that they suVered from the ‘problem that had no
name’.

Understanding the discontinuity created in the early twentieth century by
using a traditional model of motherhood to achieve the non-traditional goal
of woman’s suVrage can inform today’s eVorts to obtain access to abortion
funding. While in the short-term a traditional model of motherhood may
gain an important legal and political right for women, such as the right to
vote in the early twentieth century or the right to an abortion in the latter part
of the twentieth century, in the long-term, changing women’s options in
society eventually challenges the very traditional basis used to garner new
options in the Wrst place. The historical as well as theoretical resistance to
dismantling traditional views of women, yet the necessity to do so to com-
plete the rights agenda, becomes an enduring motif in American law and
politics. In the case of abortion rights, therefore, we must confront the task of
expanding ethical norms appropriate for women to include the norm of
self-defence as a justiWcation for the right to obtain an abortion. Only by so
doing can we complete the agenda, in order to obtain both a constitutional
and a political guarantee of access to abortion services.
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Who owns embryonic and fetal tissue?

Donna L. Dickenson
Centre for the Study of Global Ethics, University of Birmingham, UK

Background: why does ownership of embryonic and fetal
tissue matter?

Until very recently the question of who owns embryonic or fetal tissue was of
limited commercial importance, although there were applications of aborted
fetal tissue in the treatment of Parkinson’s disease, diabetes mellitus and
other conditions. With a few exceptions the use of embryonic tissue was, so
to speak, a non-issue (Boer, 1994), although the use of ovarian fetal tissue was
speciWcally forbidden by Parliament.

By mid-1999, however, commercial exploitation of stem cells had been
termed the most controversial ethical issue in biomedicine (Capron, 1999).
The threshold event occurred in November 1998, when two separate teams of
US scientists claimed that they hadmanaged to isolate human embryonic and
fetal cells and grow them indeWnitely under laboratory conditions. These
pluripotent and/or totipotent cells are eVectively the parent cells for all bodily
tissues, with an unlimited capacity to divide and the theoretical potential to
become any body tissue. (Some authors equate pluripotent and totipotent
cells, but others distinguish between totipotent cells, at the 2–4 cell stage,
which are capable of giving rise to every cell line in the body and to an entire
human individual, and pluripotent cells, which are derived from the
blastocyst at a slightly later stage of development, when the outer and internal
cells have already become diVerentiated.) Provided that the subsequent
diVerentiation of embryonic stem cells can be controlled, it may conceivably
be possible to use embryonic and fetal tissue to produce bone marrow, blood
and brain tissue for transplant – eventually perhaps, any bodily tissue or
organ, although this possibility is some years distant. For example, healthy
cultured cardiac cells could be injected into damaged heart muscle following
myocardial infarct. (In mice, heart muscle cells have been derived from
embryonic stem cells injected into, and successfully integrated with, the heart
muscle of adult animals.) Neurological stem cell transplants might be par-
ticularly promising because the risk of rejection is moderated by the brain’s
unique immunological status (NuYeld Council, 2000: p. 4). As one of the
scientiWc teams stated,
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We could make universal donors. More speciWc cells could become transplant thera-
pies for diabetes, spinal cord injury, neurodegenerative disorders like Parkinson’s
disease, muscular dystrophies, arteriosclerosis and wound healing.

The use of stem cells would also streamline pharmaceutical testing; new drugs
could be tested for safety and eYcacy on cultured stem cells before being
tested in humans. Thus pharmaceutical and biotechnology Wrms are hugely
interested in the use of such cultured cells and in the development of tissue
banks of both undiVerentiated and specialized cells and tissues. Six to eight
pluripotent cell lines have already been developed, in the US and Singapore,
although some estimates (as of July 2001) cite up to 30 worldwide (Phillips,
2001). Eventually the need for embryo ‘donations’ should lessen as the self-
replicating stem-cell lines grow in size. But does this mean that the ethical
issues will disappear? Hardly. The enormous commercial value of these cell
lines, which will increase with their size, raises profound issues of justice and
exploitation, particularly issues of property rights.

Both the US teams were funded by the Geron Corporation, an American
biotechnology company which is now seeking a patent on the technologies.
At the time of writing, late in 2000, the UK’s Roslin Institute, which produced
the Dolly cloning technique, was reported to be exploring collaboration with
the Wisconsin researchers, with a view towards deriving cells from adult
patients that could be cloned using isolated embryonic stem cells. The aim is
to develop cell therapy rather than manufacturing tissues and organs, with
the advantage of avoiding immunological rejection problems. By a remark-
able coincidence, the Geron Corporation also has a major interest in the
commercial arm of the Roslin Institute. The globalization of stem cell
research and application is already upon us. It will almost certainly mush-
room into an international trade in embryonic stem cells. German research
groups already are using embryonic stem cells imported from other ‘less
moral’ countries such as Denmark, Finland, Spain, Sweden and the UK, since
the German Embryo Protection Act of 1990 prohibits any retrieval of cells
from embryos, under criminal penalties (Lunshof, 2000).

One of the US teams, based at the University of Wisconsin, produced their
cells from blastocysts developed in vitro as part of infertility treatment. The
second team, from Johns Hopkins, used what they called primordial germ
cells, which would eventually have become gametes. Interest has mainly
focused on embryonic stem cells (ES cells) rather than embyronic germ cells
(EG cells), where attempts to derive adult cells in mice have led to abnormali-
ties. Use of ES cells has also been assumed to be less ethically debatable,
because it does not require abortion, or because pre-embryos are thought to
have a lesser moral status than fetuses. I think it is far from obvious, however,
that use of ES cells is ethically trouble-free; that is because I shall focus not on
the status of the fetus/embryo, but on the rights of the mother.

The Wisconsin method uses embryos grown in vitro, developed through
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fertilization of the mother’s ova with the father’s sperm – primarily ‘spare’
embryos which are not to be implanted. (It would also be possible to create
embryos from gametes ‘harvested’ expressly for this purpose.) Stem cells are
derived from the inner cell mass of the blastocysts; the outer cellular layer,
which would normally develop into the placenta, is dissolved. Since the
blastocysts are used before implantation, the mother’s ‘sweat equity’ is
reduced, but she has still undergone the labour of stimulation with fertility
drugs (superovulation) and extraction of ova – painful and moderately risky
procedures.

The Johns Hopkins method of using primordial gamete cells relies on
aborted fetal tissue, into which the mother has put the labour of early
pregnancy. John Gearhart’s team at Johns Hopkins derived stem cells from
primordial germ (gonadal) cells of fetuses aborted Wve to nine weeks after
fertilization. Oddly, although using aborted fetuses might appear to be the
more ethically and legally controversial of the two methods, the Hopkins
technique does not contravene federal restrictions, whereas limitations have
been imposed on the use of the Wisconsin method. The ethically signiWcant
diVerence seems to be that life is not deliberately created in the Hopkins case,
as by the admixture of gametes to form early-stage embryos, and the fetus is
dead before research starts, even if the cells are still alive. In the Wisconsin
method, the embryo is eVectively killed by removal of the outer layer of the
blastocyst (Capron, 1999).

Although the two techniques raise separate moral and legal questions,
commentators have united in approaching both of them almost solely
through focusing on the moral status of the embryo or fetus. So far as the
mother (and sometimes father) are concerned, the only legal and ethical
issues are usually held to concern the quality of consent to further uses of the
embryonic and fetal tissue. For example, the NuYeld Council on Bioethics
group (2000: p. 1) concluded that ‘the removal and cultivation of cells from a
donated embryo does not indicate lack of respect for the embryo’. UK
Parliamentary debate before the Human Fertilisation and Embryology (HFE)
Act of 1990 had culminated in agreement that embryo research is morally
acceptable if conWned to the period before development of the primitive
streak, and if no embryo on which research has been performed is re-
implanted in a uterus. Since a donated embryo from IVF (in vitro fertiliz-
ation) procedures is normally ‘surplus’ to requirements, and will not be
implanted in a uterus, the NuYeld Council committee concluded that there
were no moral objections to use of such embryos to create a stem cell line,
provided that parental consent was obtained to this further use. The alterna-
tive is to allow the embryo to perish; the embryo has no future life, and thus it
is not being robbed of any entitlement to life. Although the embryo does not
beneWt, it loses nothing, whereas other future persons may beneWt from
therapeutic research using embryonic stem cell lines (NuYeld Council, 2000:
paragraph 22).
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This is a straightforward utilitarian line, which appears to consider that the
only deontological arguments that might be deployed concern the fetus. But
even if we concede that the embryo or fetus has no rights which could give
rise to duties to refrain from stem cell development, that says nothing
whatsoever about the rights of the parents, and particularly about the rights
of the woman. The remainder of this chapter will concentrate on the risks of
exploitation of pregnant women, and conversely on the arguments in favour
of their possessing a property right in stem cells derived from their embryos
or fetuses, in addition to the procedural right to give or withhold consent to
the further use of those tissues. This new focus is particularly urgent if the UK
does implement the NuYeld Council recommendation to allow research
involving human embryos for purposes of developing tissue from embryonic
stem cells, amending existing legislation (Schedule 2 of the HFE Act). At
present there is no plan to create ES cells deliberately for this purpose,
provided that suYcient cells can be obtained from donated surplus IVF
embryos. However, even this comparatively modest proposal raises diYcul-
ties about possible exploitation of vulnerable couples undergoing IVF, and
particularly about the claim-rights of women.

These rights can be viewed in a Lockean fashion, as derived from the
labour which women put into the processes of superovulation and egg
extraction (for ES cells) or early pregnancy and abortion (for EG cells).
Alternatively, a Marxist feminist interpretation would emphasize the added
value which women put into the ‘raw material’ of gametes. If the Marxist
interpretation is preferred, one would focus interest on women’s alienation
from their reproductive labour, and on the exploitative transfer of rights in
the products of that labour to private commercial companies. For the
purposes of this discussion, either the liberal or the Marxist model is valid.
However, most of my discussion will be more Lockean than Marxist.

Property, persons, pregnancy and progeny

It is important to emphasize that Locke does not say we own our bodies; only
God does. What we do own is our labour, which is the expression of our
moral agency or personhood; this is what Locke is referring to when he
declares that ‘Every man hath a property in his own person’ (Waldron, 1988;
Dickenson, 1997). To extrapolate this argument to organs and tissue, no
other parts of the body are owned, because we do not put labour into creating
our own bodies. Only the products of pregnancy can be viewed as rightfully
belonging to the pregnant woman, because she puts labour into them. On a
straightforwardly Lockean account, women should have a presumptive prop-
erty right in the products of pregnancy.

In the Moore case it was arguable that even if Moore lacked a right in his
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T-cells, the hospital and researchers did as well, resulting in a stand-oV (Gold,
1996). What we have here is an excellent example of the old maxim, ‘Hard
cases make bad law’. The Moore case exhibited such egregious abuses of the
patient’s informed consent that the legal judgment turned almost entirely on
those abuses. (Not only was Moore never told that his original splenectomy
had yielded T-cells with remarkable immune powers, developed into a $3
billion cell line; he was asked to keep returning to donate all manner of other
bodily products on the pretext of further therapy and check-ups.) The wider
issue of development rights inMoore’s cell lines was decided in a manner that
arguably breaches previous legal precedents (Gold, 1996), by awarding all
such rights to the researchers and the hospital board of regents. It may be that
the patient does not own the tissue, but does that necessarily mean that the
researcher or hospital does? If we wish to avoid commodiWcation of tissue by
allowing the patient tradeable rights, why are we so willing to allow com-
modiWcation by allowing them to the researchers?

The assumption in the case of ES and EG cells, however, must be that the
woman has a presumptive right in these cells, outweighing the rights of the
clinic and researchers. Possibly some such inchoate recognition of pregnant
women’s property rights in fetal and embryonic tissue actually lies behind the
provisions in both the Polkinghorne report and the report of the US National
Bioethics Advisory Committee (NBAC) prohibiting women from directing
the uses to which such tissue should be put (Polkinghorne Committee, 1989;
NBAC, 1999). Yet whereas women’s exercise of rights in the tissue derived
from their pregnancies is closely scrutinized, we can predict that if somatic
cell transfer ever becomes a possibility, donors will be able to specify the use
to which that tissue will be put. If there were similar rules for embryos to the
Polkinghorne rules forbidding directed donation for aborted fetal cells (to
family members or other named individuals), the commercial appeal of the
somatic cell technique would vanish, since the main use is to be transplanta-
tion of autologous cells or tissues grown from stem cell lines derived from
embryos cloned from patient’s own DNA (Capron, 1999: p. 27).

In the case of both ES and EG cells, of course, the father has also made a
genetic contribution, but, I would argue, not a donation of his labour. It is
obscene in more than one sense to compare masturbation to produce sperm
with superovulation and egg extraction. To argue for the father’s ownership
of either blastocysts grown in vitro or embryos, then, one would have to
assert that his right derives from his ownership of his sperm or genes, but I
have already argued that we do not actually own parts of our body, including
gametes and genes. The 1990 HFE Act supports this interpretation insofar as
it pays gamete donors expenses; the Authority and the clinics it licenses are
not purchasing gametes, but recompensing donors for loss of time and travel
expenses. I have argued elsewhere that abuses have occurred under the Act
(Dickenson, 1997), not least the clinics’ practices that have eVectively left

237Who owns embryonic and fetal tissue?



women paying to donate gametes, but the principle in the Act is clear. In the
US, common law has sometimes supported the notion of the father’s genetic
ownership of the fetus, as in the Baby M case. Here a commercial ‘surrogate’
mother was required to hand the baby over to the contracting couple, but on
legal reasoning which actually invalidated the notion of contract at the same
time as upholding the particular contract. In the judge’s words, the father
‘cannot purchase that which is already his’, by virtue of his genetic input (In
the Matter of Baby M, 1987). This case represents the unpleasant extreme of
allowing ownership by virtue of genetic property in the body. Nor is it clear
why the gestational mother, who was also the genetic mother, was not seen to
‘own’ the baby, on this reasoning. It is not a model I wish to follow.

Far from aVording the pregnant woman rights in the embryonic and fetal
tissue that she has laboured to create, most current policy documents con-
centrate on making sure that she freely gives up any such rights, through
giving a clear and separate consent to use of the tissue for research and
therapeutic purposes. This exhortation in the name of the ‘gift relationship’
(Titmuss, 1997) is the strategy suggested separately by the NBAC Report
(1999) in the US, and by the Medical Research Council working party and the
NuYeld Council commission in the UK. The advisory report from the Geron
corporation ethics group (Lebacqz et al., 1999) is slightly franker in advising
that women donating embryonic or fetal tissue should be told about market
value, but one suspects that this proviso is inserted merely to stave oV

Moore-type legal actions. Given the vulnerability of IVF patients, and their
typical gratitude towards the clinicians for giving them any chance of a child,
there is plenty of room for exploitation. As Lori Knowles puts its, there is a
‘tension between the altruism individuals are supposed to exhibit by dona-
ting their tissue for research and the current patent system, which encourages
companies to stake lucrative property claims in that research’ (Knowles,
1999: p. 38).

‘In law, a tangible thing is either a person or property, and if it is one it
cannot be the other’ (Knowles, 1999: p. 39). In the US and UK, although
palpably not in Germany, it is widely agreed that the blastocyst is not a
person. Therefore it must be property, as the Geron Corporation is happy to
agree; but it does not follow from this that the property necessarily belongs
solely to the Geron Corporation or its equivalents. In the Moore case it was
argued that granting any form of property rights to the tissue donor, Moore,
would impede the free Xow of scientiWc research – but so, of course, do
patents on cell-lines and genes by biotechnology companies. The issue of
whose property, for whose beneWt, needs a wider airing than it has so far
received in the stem cells debate. As Knowles (1999: p. 40) cogently states:

Fears about a market in human body parts and about commodifying human repro-
duction have prompted many to suggest that couples should not sell their embryos.
The same arguments are used to argue that donors should not share in the proWts

238 D.L. Dickenson



resulting from research on their embryos. In property law, however, restrictions on
sales are prompted by the nature of the property itself, not by the status of the person
claiming a commercial interest. Therefore, if it is wrong to commercialise embryos
because of their nature, then it is wrong for everyone. It is simply inconsistent to argue
that couples should act altruistically because commercialising embryos is wrong,
while permitting corporations and scientists to proWt Wnancially from cells derived by
destroying those embryos.

Models of ownership for embryonic and fetal tissue

What are the models to follow in the stem cell debate? We could adopt one of
at least three possible approaches to ownership of embryonic and fetal tissue.

Status quo

In this model we would uphold the law’s primary concentration on obtaining
consent from the donor of the tissue, rather than conferring property rights
on her. This is the basis of guidelines from the American College of Medical
Genetics, which establish that patients must be asked for consent before
research is done on tissue samples (American College of Medical Genetics,
1995). It was also roughly the approach of the UK Polkinghorne Committee
(1989), although the scope of proWtability and commercial application of
tissue has moved on enormously since then. Given, however, that ‘informed
consent is no part of English law’ (Sidaway, 1985) this is unlikely to provide
satisfactory protection for women. The very favourable public image of IVF is
another problem: there is not going to be much pressure on IVF clinics to
justify what they do with blastocysts obtained as part of infertility treatment.
Couples may be pressured to agree that ‘spare’ blastocysts can be used for
commercial purposes, perhaps in exchange for reduced cost of treatment
cycles.

This Wrst model continues to maintain what has become a Wction in
actuality, if a fact in law: that tissue extracted after procedures is no longer of
any interest to anyone. Yet between 1976 and 1993 Merieux UK collected 360
tons of placental tissue annually from UK hospitals for sale to French drug
companies (Nelkin and Andrews, 1998). Almost certainly, none of the
mothers was asked for consent to this use of the placenta grown in her body,
and expelled as the Wnal stage of her labour in childbirth. In Canada, a similar
practice was reversed after a Sicilian woman asked for the placenta, in order
to carry out the custom of eating it; only then did the extent of the scandal
become known (J.-L. Baudouin, pers. comm., 1999).

Similar issues arise in relation to umbilical cord tissue. In 1988, a French
team under Dr Elaine Gluckman developed a process for turning umbilical
cord blood into a substitute for bone marrow in transplantation. The team
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originally envisaged communal, non-proWt banks of umbilical cord blood,
but the process was quickly taken over by private Wrms, who marketed their
own reprocessed blood back to the mothers as a form of insurance, to be
stored for their babies (Sugarman et al., 1997). Likewise, a method of
cryo-processing stem cells from neonates was patented by the US-based
Biocyte Corporation in 1991, assuring the Wrm rights over therapeutic servi-
ces in both the US and Europe.

In the face of full-scale commercialization elsewhere of life forms, follow-
ing the 1980 US decision inDiamond v Chakrabarty and the 1998 decision by
the European Parliament to support patenting of life in order to maintain
competitiveness with the US, we need better protection than the common
law has previously aVorded us. The amount of original input necessary to
obtain a patent is minimal – for example, a patent on a diagnostic test for
Down’s syndromewas given to a researcherwho merely established a correla-
tion between a particular hormone level and the syndrome, not the test itself.
Researchers have been given patents on particular gene sequences without
even having established their function. Not much labour has been ‘mixed’
with the natural substance in these cases.

What restrictions have the biotechnology companies so far imposed upon
their researchers? The Geron Ethics Advisory Board code (Lebacqz et al.,
1999: p. 31) speciWes that ’the blastocyst must be treated with the respect
appropriate to early embryonic human tissue’. This means ’ensuring that it is
used with care only in research that incorporates substantive values such as
reduction of human suVering’ (Lebacqz et al., 1999: p. 33). But as Knowles
points out, this is a very low threshold, met by almost all medical research. In
any case, Geron had already obtained and begun stem cell research on
embryos before appointing an ethics board to draw up guidelines, implying
that these guidelines were purely an afterthought (Tauer, 1999).

There are straws in the legal wind, however, of which the UKKelly decision
(R. v Kelly, 1998) on theft of body parts could be one (an argument which I
shall develop further in the third option). Other jurisdictions also oVer
alternative legal models, for example, France, where human tissue cannot
legally be bought or sold, although limited use of embryonic tissue is allowed
(in contradistinction to the apparently ethically correct but commercially
wide-open situation in Germany.). This leads us on to the second option.

Strict regulation of commercialization

So far, this second approach has not manifested itself much in practice in the
US or the UK, and it is likely to face even greater obstacles as commercial
interests gather further momentum. To some considerable extent, however,
the UK already regulates assisted reproduction, through the statutory regula-
tory body established by the HFE Act 1990. In vitro research on human
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embryos is illegal without a licence from the Human Fertilisation and
Embryology Authority (HFEA), for both the project and the premises in
which it operates. The uses of fetal tissue (relevant to EG cells) are regulated
by guidelines set down by the Polkinghorne Committee (1989), aimed at
maintaining a strict divide between the decision to undergo an abortion and
the decision to allow further uses of aborted tissue. The Polkinghorne review
also concluded that research ethics committee approval must be sought for
‘all proposals for work with fetuses or fetal tissue, whether alive or dead, and
whether classed as research or therapy, because of the high level of public
concern’. In the wake of the Bristol inquiry and the Alder Hey hospital
scandal over the retention of dead children’s organs, the public is no doubt
still concerned. But there are no statutory provisions in the UK governing the
uses which can be made of aborted fetal tissue; as with the Moore judgment,
the focus is solely on the correctness of the procedure, not on the uses made
afterwards of the ‘tissue’ removed.

No research can be authorized on embryos older than 14 days, but that
provision would still allow the method developed by the Wisconsin team,
using blastocysts, under license from the HFEA. None the less, there are
mounting commercial pressures, by which I include pressures from the
leading IVF clinics, to repeal the 14-day rule and to end regulation alto-
gether. These pressures were manifest in the deliberations of the Chief
Medical OYcer’s expert advisory group on therapeutic human cloning,
where IVF specialists argued that schedule 2 of the HFE Act already permit-
ted stem cell line development – even though the techniques described in
this chapter, and the cloning technologies which give them commercial
importance, were completely unknown at the time the Act was passed in
1990. This argument was successfully resisted by the legal expert on the
committee, but pressure will continue to mount for altering schedule 2 –
particularly now that the NuYeld Council on Bioethics has recommended
doing so. Likewise, the HFEA and the Human Genetics Advisory Commis-
sion have recommended that the Secretary of State should add two further
purposes to the primarily reproductive diagnostic ones now mentioned in
schedule 2: ‘developing methods of therapy for mitochondrial diseases’ and
‘developing methods of therapy for diseased or damaged tissues of organs’
(HGAC/HFEA, 1998). This latter proviso, very broadly couched indeed,
would eVectively give carte blanche to the IVF clinics for commercial exploi-
tation of stem cell lines. The arguments for therapeutic beneWt of stem cell
commercialization seem to be in the ascendant in the UK at the moment,
which does not augur particularly well for strict regulation.

In the US, the NBAC has approved stem cell research if done with close
oversight, as long as embryos used as sources of stem cells would otherwise
have been discarded. Federally funded research is now permitted on stem
cells themselves, so long as the work of deriving cells from embryos is done
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with private money – getting around a ban which has existed since 1996 on
embryo research. This seems an unattractive variant of regulation, however,
leaving the biotechnology companies to garner federal funding for further
development of the cell lines which they have already produced themselves
(Cahill, 1999).

Some commentators (e.g. Gold, 1996; Knowles, 1999) have proposed that
commercial researchers and Wrms should be permitted to ‘commodify’ stem
cells and other bodily tissues, but only under the condition that they return a
share of the proWts to the National Health Service or the wider political
community. In this model, donation would remain altruistic, but Wrms
should be obliged to make cell lines widely available and to price the products
derived from them at an aVordable level – under pain of penalties from a
patented biotechnology products review board. As a pragmatic solution, this
proposal is attractive, but I want to propose something diVerent.

Vesting control over all tissue in the mother, and treating alienation
of it from her as theft

A feminist model sensitive to women’s alienation from their reproductive
labour might want to take a more radical tack than regulating commercial
interests. I have already hinted that the recent decision in Kelly might be
construed favourably to women, provided we make two assumptions:
(1) embryonic or fetal tissue is akin to parts of a corpse (even though it has

never been a living person) and putting labour into bodily parts of a
non-living body conveys some sort of property right;

(2) the labour which the woman puts into superovulation and egg harvest-
ing (in the case of blastocysts and other forms of human embryo) and
into pregnancy and childbirth (in the case of umbilical cord blood and
placental tissue) gives her a right over the tissue.

This need not be a fully-Xedged property claim, and given the legal and
philosophical incoherence of the concept of property in the body, it probably
should not be. It need only be as great as the scope delineated in Kelly –
enough to protect the tissue from being appropriated by others, under
penalty of the Theft Act. In his inXuential model, A Theory of Property,
Stephen Munzer argues that ‘persons do not own their bodies, but they do
have limited property rights in them’ (Munzer, 1990: p. 41). These he views as
primarily powers (to transfer, waive and exclude others from the use of one’s
body parts) rather than as claim-rights (to possess, use, manage and receive
income) (Munzer, 1990: p. 22; following Honore, 1961).

Even with these two assumptions, there are still problems. Vesting control
over tissue in the mother may not be suYcient to protect the woman from
exploitation by commercial interests. Those interests surpass any in sur-
rogacy, where it is diYcult enough to distinguish between allowing women to
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contract as equals and opening them to exploitation. Arguably, thinking of
the mother as having any kind of property interest in fetal tissue or the tissue
by-products of pregnancy is also false to the uniqueness of the relationship
between the woman and the developing fetus (Mahowald, 1994).

None the less, the great advantage of this model is that it recognizes what
women do and endure in infertility treatment, pregnancy and childbirth. It
gives them a property in the labour of their persons and the products of that
labour. This is not the same as owning a baby, which is not what we are
talking about in the case of embryonic stem and germ cells. It is diYcult to
believe that placental tissue could have been ‘harvested’ without anyone’s
noticing that the mother might have something to say about it. Yet the
ignoring of women’s labour is pervasive throughout the discussion of rights
over fetal and embryonic tissue (Mahowald, 1994). This third model makes
sure that women’s labour gets noticed.

If the second model is unlikely to succeed, however, why should the third
have any chance at all? One reason is that it foregrounds the need to assign an
owner to the tissue, that is, the bankruptcy of the traditional doctrine of res
nullius in the face of commercial interests that want to make very sure that the
res is deWnitely not nullius.Whereas regulation, in the second model, accepts
that commercial interests or academic researchers own the tissue, but must
bow to a certain degree of societal control over their actions, the more radical
model actually aVords a better chance of litigation establishing that their
ownership is not free and clear. If all the women whose placentas were
‘harvested’ had to be compensated or indeed acknowledged, that would be
quite a disincentive.

Near where I live, a motorway was planned to cut through an area where
rare butterXies abounded, ‘Alice’s Meadow’. Hundreds of local people each
bought a one-metre square of the meadow, and all their claims had to be
adjudicated before eminent domain could be given. The motorway went
elsewhere. It’s a thought, isn’t it?
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The fewer the better? Ethical issues in multiple
gestation

Mary B. Mahowald
Department of Obstetrics and Gynecology, University of Chicago School of Medicine, USA

Until the last part of the twentieth century, Hellin’s Law governed the
predictability of multiple births – the natural occurrence of twins in the
general population is 1/100, and the frequency of each higher multiple is
determinable by multiplying the denominator by 100, so that the frequency
of triplets is 1/10 000, the frequency of quadruplets is 1/1 000 000, and so on.
Since the advent of fertility drugs in the 1960s and in vitro fertilization (IVF)
in the 1970s, the incidence of multiple gestations has increased markedly. By
the late 1980s, the rate of multiple births had more than tripled; it appears to
be rising still (Hammon, 1998: p. 338).

With each higher order of multiples, risks to both fetus and pregnant
woman escalate. For women, the risks include anaemia, preterm labour,
hypertension, thrombophlebitis, preterm delivery and haemorrhage.
Tocolytic therapy to avoid preterm delivery introduces further risks. For
fetuses or potential children, the risks include intrauterine growth retarda-
tion, malpresentation, cord accidents and the usual sequelae of preterm
delivery, such as respiratory distress, intracranial haemorrhage and cerebral
palsy (Hammon, 1998: p. 339).

ConXicts between the interests of pregnant women and their fetuses are
not new; attempts to induce abortion and to rescue fetuses have occurred
through most of human history. Although medical advances have consider-
ably reduced the mortality and morbidity risks of childbearing for most
women and their oVspring, that same technology has introduced methods by
which people who would not otherwise reproduce can have biologically
related children. These methods are mixed blessings when the pregnancies
they facilitate exacerbate the risks of gestation for women and their fetuses.
They are also mixed blessings when, while providing a means to desired
motherhood for some, they occasion pressures on others to undergo risks
they would not otherwise encounter.

In what follows I describe diVerent methods of fetal termination in
multiple gestation, and critique the terminology used in discussing these
methods. The perspective I bring to this analysis is a version of feminism
which demands that diVerences be identiWed and evaluated for the extent to
which they are associated with inequality (Mahowald, 2000: chapter 4). To
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illustrate a range of morally relevant variables, I sketch a number of cases,
both real and concocted, examining these from my egalitarian feminist
standpoint. I conclude that, while greater eVorts are needed to reduce the
incidence of multiple gestation, fetal termination with pregnancy preserva-
tion is justiWed in certain circumstances.

Methods of fetal or embryo termination in multiple gestation

According to one of its foremost practitioners, ‘Most cases of multiple
pregnancy are iatrogenic and avoidable by more diligent use of fertility drugs
and better patient management’ (Evans et al., 1997: p. 771). Although
iatrogenic practice has not been reported in the well-publicized cases
of the McCaughey septuplets and the Chukwu octuplets, we do know that
these gestations were initiated through use of fertility drugs, that at least
one newborn died and others suVered lasting impairment, and that the
women involved faced severe health risks with long-term adverse conse-
quences (Associated Press, 1998; Tribune News Services, 1999). We also
know that the high multiplicity of these gestations could probably have been
avoided, even after the administration of infertility drugs, if ultrasound
monitoring indicated maturation of multiple follicle cells (Manier, 1998:
p. 1). At that point, clinicians might have declined to administer a second
drug that would trigger the release of eggs. Alternatively or additionally, the
patient might have agreed to refrain from intercourse until her next cycle,
when the risk of multiple gestation would be reduced by modifying her drug
dosage.

Obviously, prevention of multiple gestation is desirable and can probably
be accomplished in most cases. As already acknowledged, however, the
possibility of high multiples occurs in nature, albeit rarely, and the mortality
and morbidity of these gestations for women and some of their fetuses can
only eVectively be reduced by terminating other fetuses. In other words, the
criterion on which to base the medical prognosis for women and their
potential children in multiple gestations is ‘the fewer the better’. How, then,
does one reduce many gestating fetuses or embryos to fewer?

An apparent, relatively easy answer occurs in the context of in vitro
fertilization, when higher order multiples can be avoided by declining to
transfer more than three or four embryos after fertilization, storing or
disposing of extra ones in some other way. In fact, this is the usual practice of
reproductive endocrinologists, who tend to consider higher order multiples a
failure rather than a success. The recommendation to transfer only three or
four is thought to strike a balance between the risk of multiples and the risk of
not achieving a pregnancy at all. This approach does not adequately answer
the question raised, however, because multiple gestations are still possible,
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regardless of whether fertilization occurs in vitro or in vivo. Moreover, the
disposition of untransferred embryos poses additional questions, which I
have addressed elsewhere (Mahowald, 2000: chapter 12).

Current techniques by which to limit the number of embryos or fetuses in
a multiple pregnancy involve either direct termination or removal of in vivo
embryos. The removal procedures are performed through transcervical suc-
tioning at 8 to 11 weeks’ gestation or through transvaginal aspiration usually
at six to seven weeks’ gestation. Unfortunately, the transcervical technique is
associated with a high (50 per cent) incidence of total pregnancy loss, and the
transvaginal technique precludes rudimentary detection of anomalies such as
nuchal folds (suggestive of Down’s syndrome). Transvaginal aspiration also
precludes the possibility of spontaneous loss of embryos, which could make
further termination unnecessary. (Some practitioners of transvaginal aspir-
ation wait until about 10 weeks so as to allow for spontaneous loss, but the
approach is more diYcult and risky at that point.) In the light of these
limitations, the most common method of terminating some of the embryos
or fetuses in a multiple gestation is direct termination at 9 to 12 weeks
through transabdominal needle insertion of potassium chloride into the fetal
thorax; the goal of this procedure, to ‘achieve cardiac standstill’, is later
conWrmed (or otherwise) by ultrasound (Evans et al., 1997: p. 772). If cardiac
function has not ceased, the procedure may be repeated.

As in the preceding paragraph, the terms fetus and embryo are used
interchangeably in discussions of this issue because the distinction between
embryos and fetuses is not cleanly deWnable by duration of gestation. Some
authors (e.g. Grobstein, 1995) use the term ‘pre-embryo’ for the embryo that
has not yet implanted in the uterus. I Wnd this term misleading because it
suggests, inaccurately, that the genetic material essential to development has
not yet been assembled in the newly fertilized organism (cf. Mahowald,
1995b).

Eight weeks of gestation is often stipulated as the threshold between
embryonic and fetal development, but this is a broad generalization. Cardiac
function begins weeks earlier and lung function or kidney function much
later. In general, embryonic development starts at fertilization and continues
until all components of the basic organ system are initiated; fetal develop-
ment consists mainly of their elaboration. Depending on the duration of a
multiple gestation, then, procedures for reducing the multiple may involve
embryos or fetuses. Because common parlance often uses the term fetus to
describe the developing organism from fertilization to birth, I will hereafter
also do that.
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More on terminology

The language used to name procedures to reduce the number of developing
fetuses in an established gestation is controversial in its own right. Among the
terms utilized are selective birth, selective abortion, selective reduction, fetal
reduction and multifetal pregnancy reduction (Berkowitz et al., 1996).
Others that could be utilized are partial abortion or partial feticide. The term
‘selective birth’ has been used for cases of multiple gestation in which a
speciWc fetus had been identiWed as anomalous and targeted for termination.
(Targeting could occur for other reasons, such as sex selection.)

Prenatal detection of the anomaly is not possible until weeks, sometimes
months, after detection of the number of gestating fetuses. Ultrasound
guided cardiac injection of the targeted fetus is then the means through
which termination is accomplished. Obviously and perhaps misleadingly, the
term ‘selective birth’ focuses on the fetuses that are not targeted. ‘Selective
abortion’ would more accurately describe the procedure, but only if abortion
is deWned as termination of the fetus rather than termination of pregnancy.

‘Selective reduction’ is accurate if speciWc fetuses are targeted and if the
pregnancy itself is not thought to be ‘reduced’. But women, after all, are
neither more nor less pregnant, regardless of the number of fetuses they are
carrying. What is reduced, therefore, is the number of gestating fetuses. In
situations in which selective reduction of fetuses occurs, the actual procedure
is direct termination of the targeted fetus or fetuses. In these cases, ‘selective
termination’ would be a more accurate representation of what is intended
and done. If abortion is deWned as termination of the fetus rather than
termination of a non-viable pregnancy, ‘selective abortion’ would be accurate
when speciWc fetuses are targeted and ‘partial abortion’ would be accurate in
other cases as well. (Clinical texts usually deWne abortion as termination of a
non-viable pregnancy; popular understandings tend to identify it with termi-
nation of fetuses. Cf. Mahowald, 1982.) If abortion is deWned as termination
of a (non-viable) pregnancy, terminating one fetus while maintaining the
pregnancy through another (or others) is not equivalent to abortion.

Years ago I used the term ‘fetal reduction’ to describe interventions to
reduce the number of developing fetuses in multiple gestations (Mahowald,
1993: pp. 87–90). I now consider the term ‘reduction’ misleading or ambigu-
ous. It is misleading because it obscures the fact that the procedure in most
cases entails direct killing of at least one fetus, and in other cases makes it
impossible for some fetuses to survive, which to many is morally equivalent
to killing. It is ambiguous because ‘reduction’ is not equivalent to ‘termina-
tion’. Although ‘termination’ is the more honest description, a fair and
adequate deWnition of the procedure needs to include the aim of maintaining
the pregnancy by preserving some fetuses.

‘Multifetal pregnancy reduction’ is the term most commonly used by those
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who perform the procedure (e.g. Berkowitz et al., 1996: p. 1265; Rorty and
Pinkerton, 1996: p. 55; Evans et al., 1997: p. 771). It is also the vocabulary
preferred by the American College of Obstetricians and Gynecologists. This
terminology, however, raises some of the same problems cited above –
pregnancy is not reducible, and even if it were, the term ‘reduction’ mis-
characterizes the intervention. To be adequate, a deWnition of the procedure
would indicate that it involves terminating fetuses while preserving preg-
nancy. Awkward but accurate deWnitions could therefore be any of the
following: fetal termination with pregnancy preservation; fetal termination
and preservation in multiple gestation; reducing the number of fetuses in
multiple gestation; abortion with pregnancy preservation; and partial abor-
tion. As already suggested, the last two deWnitions are only accurate if
abortion is deWned as termination of the fetus rather than termination of
pregnancy. Hereafter, I will use the Wrst deWnition, which I consider simplest,
clear and accurate – fetal termination with pregnancy preservation, which I
will shorten to FTPP.

Egalitarian feminism and FTPP cases

An egalitarian version of feminism gives priority to equality, broadly con-
strued, as an ethical consideration. Individual liberty may therefore be
subordinated to other goods in order to render the diVerent capabilities of
individuals as equal as possible – for example, in Amartya Sen’s notion of
equality of capability (Sen, 1995). But what are the capabilities to be con-
sidered with regard to FTPP and to whom do they belong?

DiVerent capabilities belong to diVerent individuals whose interests may
be promoted or impeded through FTPP. Although fetuses are not legally
persons, and their personhood is morally debatable, they are in fact living,
human and genetically distinct from the women in whom they develop.
Many human fetuses have the capability of becoming persons both legally
and morally. In high order multiple gestations, however, that capability is so
greatly and unalterably reduced (without intervention) that the scenario is
morally diVerent from, say, a twin gestation, where the capability of both
fetuses becoming legal and moral persons is high. The following cases
illustrate this morally relevant diVerence along with other variables that
inXuence the capabilities of individuals. Consideration of these variables is
crucial to ethical decisions about whether FTPP should be requested or
performed. Case 2a is one in which I was personally involved; case 3a is the
well-publicized case of the McCaughey septuplets. Although the other cases
are Wctitious, all of the features enumerated have occurred in real cases.
∑ Case 1a: Normal twins – during her second prenatal visit, a 36-year-old

mother of Wve children, aged 2 to 12 years, is told that she has a twin
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gestation. She tells her doctor that she thinks she can handle a single
newborn but not two at once. ‘I simply don’t have time for twins’, she says.
Having heard about FTPP, she asks whether this is an option for her. The
alternative of adoption is suggested but rejected. The woman has the
Wnancial resources to cover the costs of FTPP.

∑ Case 1b: Same case as 1a except that one fetus has Down’s syndrome.
∑ Case 1c: Same case as 1a except that one fetus has trisomy 13.
∑ Case 1d: Same case as 1a except that the woman cannot pay for FTPP.
∑ Case 2a: Infertility drug + twin gestation – an aZuent childless woman

undergoing infertility treatment for two years becomes pregnant after
taking Perganol. She has been told that this drug might cause multiple
gestation. At eight weeks’ gestation, ultrasound conWrms the presence in
utero of two fetuses, both of which appear healthy. One week later, the
woman asks her physician to reduce the number of fetuses to one. Al-
though the patient is informed that this procedure involves risk of losing
the other fetus also, she persists in her request for FTPP, indicating that if
this cannot be done, she will seek abortion of both fetuses, and ‘try again’
for another pregnancy.

∑ Case 2b: Same case as 2a except that the twins are known to be a male and a
female, and the woman asks the physician to target the female fetus.

∑ Case 2c: Same case as 2a except that the woman asks the physician to target
the male fetus.

∑ Case 2d: Same case as 2a except that the woman has a triplet gestation and
wants to have a singleton.

∑ Case 2e: Same case as 2a except that the physician has never performed
FTPP.

∑ Case 3a: Infertility treatment and high-order multiples – after having a
daughter with the assistance of a fertility drug (Metrodin), Bobbi
McCaughey asks her doctor for similar assistance to have a second child.
Six weeks later, ultrasound shows that she is carrying septuplets. Doctors
present the option of FTPP as ameans by which to optimize the chance of a
live healthy birth of at least one child. The option is rejected on grounds
that it is morally equivalent to abortion.

∑ Case 3b: Same as 3a except that fertilization occurs in vitro, allowing
transfer of fewer embryos.

∑ Case 4: Quadruplet gestation after IVF or natural fertilization.

From an egalitarian feminist standpoint, the variables in the above cases need
to be identiWed because they are sometimes associated with inequality or
unjust discrimination. The variable of ability to pay, for example, expands the
options of some women while restricting those of others; it may thus
exemplify classism. Targeting disabled fetuses or fetuses of a speciWc sex
suggests unequal regard for one individual or group as opposed to another; it
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may thus exemplify ableism or sexism. In high-order multiple gestations,
however, consideration of FTPP is mainly based on the desire of most
pregnant women to have a healthy child. Most women not only desire this
goal but pursue it at some cost to themselves, for example, by refraining from
practices they might otherwise enjoy, such as alcohol consumption or smok-
ing. In addition, many potential parents hope to have children who are
bright, attractive, and athletically or artistically gifted; such hopes or desires
are hardly to be equated with discrimination towards those who are not so
endowed. The eVorts of most pregnant women to promote the health or
welfare of their intended oVspring are beneWcent or non-maleWcent, and in
some cases altruistic, rather than discriminatory.

Cases 1a–d and 2a–e are similar in that they involve relatively minor
medical risks to the women and their fetuses. However, the rationale for
FTPP in Cases 1a–d may be tied to the woman’s responsibilities to children
already born, whereas the rationale in Case 2a is apparently tied solely to the
woman’s wish to have one child rather than two. Some infertile women are
especially anxious about their ability to be the ‘perfect mother’ they aspire to
be, and this anxiety may be exacerbated when the woman has conceived
twins. The physician’s sensitivity to such anxiety is morally appropriate, but
does not imply that termination of the fetus is morally justiWed or that the
physician is morally obliged to accede to the request. Libertarian feminists
would support the woman’s request in all of the cases described except
perhaps Case 1d; they might even maintain that clinicians are obliged to
comply with such requests. Whether egalitarian feminists would support
FTPP in any of these cases depends not only on the woman’s wishes and
welfare but also on variables such as responsibility for children already born.
Egalitarian feminism might therefore support FTPP in Case 1a but not in
Case 2a, unless the moral status of the fetus is either denied or considered less
compelling than respect for the autonomy of the pregnant woman.

From an egalitarian feminist standpoint, the variables introduced in Cases
1b and 1c suggest the relevance of considerations of beneWcence towards the
potential child. FTPP that targets a fetus with trisomy 13 may be defended on
grounds that this condition is usually fatal within the Wrst year of life; given
the probable necessity of burdensome treatment that outweighs its expected
beneWt to the potential child, FTPP may be viewed as fetal euthanasia. FTPP
that targets a fetus with trisomy 21 or Down’s syndrome cannot be described
as fetal euthanasia unless conditions other than mental retardation support a
similar rationale. Most individuals with Down’s syndrome live a life that is
relatively happy; accordingly, prevention of their birth cannot be justiWed on
grounds of beneWcence towards them. Still, the increased burden of care and
its impact on other family members, coupled with the woman’s desire to
avoid these burdens by targeted FTPP, may override an obligation of beneW-
cence towards the fetus or potential child. This position is weakly supportable
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by those who attribute some moral status to the fetus; it is obviously better
supported by those who deny that status.

Egalitarian feminists support access to health care regardless of ability to
pay; this makes Case 1a morally comparable to Case 1d – FTPP should be
oVered or not oVered in both situations. For libertarian feminists, however,
the two situations are not comparable, and denial of FTPP for the woman
who cannot pay for it is justiWable if its provision would necessitate the
restriction of other women’s liberty, e.g. through their having to subsidize
their poorer counterparts. Unfortunately, medical centres that provide re-
productive assistance generally operate according to the libertarian model;
only those who can pay out of pocket or through their insurers obtain
treatment.

In all of the cases described, libertarians might be stymied by the need to
respect the autonomy of clinicians as well as patients. In case 2a, for example,
the physician who was asked to perform FTPP was reluctant to do so. After
observing the twin gestation on ultrasound, he considered himself successful
in helping her to achieve a desired pregnancy. When she did not agree that
this was good news, he was not only disappointed but somewhat angry. The
physician recognized, however, that the moral content of the request was
equivalent to requests with which he had complied in the past – that he help
some women to continue their pregnancies and help others to terminate
them. He acknowledged that he did not in general Wnd abortion morally
objectionable.

Although the physician did not mention it at the time, I later learned of a
variable that undoubtedly contributed to his reluctance – he had never
performed FTPP (cf. Case 2e). In his hands, therefore, there was probably
greater risk of losing both fetuses and of harming the pregnant woman than
in a more experienced physician’s hands. From both libertarian and egalitar-
ian feminist standpoints, the pregnant woman deserved to know this if in fact
the physician was willing to comply with her request. Instead, he bypassed
that disclosure when he referred the woman to a medical centre in which
FTPP had been done successfully, telling her that his reason for doing so was
his moral discomfort about performing it. Quite apart from moral reticence,
the physician’s lack of experience provided adequate grounds for referral
elsewhere. The appropriateness of the decision was demonstrated one year
later when he performed FTPP for the Wrst time, and all three fetuses of a
triplet gestation were lost.

FTPP that targets either male or female fetuses, as in Cases 2b and 2c, is
hardly justiWable on grounds of beneWcence towards the fetus or potential
child. From an egalitarian feminist standpoint, Case 2b (targeting the healthy
female fetus) is more problematic than Case 2c (targeting the healthy male
fetus) because FTPP is much more likely to be sexist in its rationale and
societal impact when females rather than males are targeted. In contrast to
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both of these cases, Case 2d describes an increased risk for the pregnant
woman and three fetuses, making considerations of beneWcencemore signiW-
cant than in twin gestation (while less signiWcant than in high order multiple
gestations). Still, considerations of beneWcence may not support FTTP in
triplet gestations because it does not improve the odds of taking home a
healthy baby (Berkowitz, 1996; Souter and Goodwin, 1998). Although ma-
ternal risk may be reduced through FTTP, it also exacts a high emotional toll,
particularly for those who have undergone the rigours of infertility treatment
in order to become pregnant in the Wrst place. Unlike women who choose
FTTP for higher order multiples, those with twin or triplet gestations are
unable to base their decisions ‘on the understanding that they are saving
some of the children by sacriWcing others’ (Souter andGoodwin, 1998: p. 69).

In Cases 3a, 3b and 4, the rationale for requesting FTPP is to save lives
rather than to lose them. Most clinicians agree that the relatively good
outcome in theMcCaughey case is not one that can reasonably be expected to
recur. It has been alleged by some that proper management of Bobbi
McCaughey’s treatment would have avoided the risks of a septuplet preg-
nancy. The means of saving lives (direct killing) is morally problematic, but
not intervening seems morally tantamount to allowing patients to die when
they can be saved. If the only way of having any fetuses survive is to remove or
terminate some of them, the moral reasons for doing so are surely more
compelling than in other cases. In fact, it seems more pro-life to reduce the
number of fetuses in such a situation than to permit the continuation of a
pregnancy in which all of the fetuses would otherwise be expected to die. A
libertarian feminist standpoint would support FTPP in this case on the same
grounds as it supports it in the other cases, respect for the pregnant woman’s
autonomy. An egalitarian feminist standpoint would also support FTPP but
on additional grounds, namely, the moral imperative to save lives that can be
saved. (DiVerent feminist standpoints are supported by feminist standpoint
theory, which I have described and defended in Mahowald, 1995a.)

Within the context of that imperative, targeting some fetuses rather than
others for removal or termination is egalitarian in that the criterion for
selection is blind to the diVerent characteristics of the fetuses themselves. The
operator selects those that may most easily be reached so as to minimize the
risks of the intervention for others and for the pregnant woman.

Case 3b diVers from 3a (the McCaughey case) only in the manner in which
pregnancy was initiated. Most cases of multiple gestation occur through
infertility drugs rather than through IVF.With IVF in the US, the recommen-
ded number of embryos transferred is three or four; this maximizes the
woman’s chance of giving birth to a healthy infant while minimizing the risk
of high order multiple gestation. To reduce risks for both women and fetuses,
clinicians are obligated to follow this recommendation. Even when it is
followed, however, a quadruplet pregnancy can result, as described in
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Case 4, and this obviously increases concerns about mortality and morbidity.
Prior to advances in reproductive and perinatal technology, the septuplet

and octuplet births that have been reported could not have occurred; these
were not ‘natural’ multiple gestations but gestations induced by ovulation
stimulation. Because of the demands of conWdentiality, suspicions that the
cases were mismanaged from a medical point of view cannot be conWrmed.
Family physicians and generalist obstetrician-gynaecologists who lack spe-
cialized training in infertility treatment can and do prescribe infertility drugs
without utilizing techniques that would minimize the risk of high-order
multiples. Whether administered by generalists or specialists, however, infer-
tility treatment has become a proWtable business that egalitarian feminists are
loathe to support because it increases the gap between those who can aVord it
and those who cannot.

Regarding Case 4, the diVerence between a naturally induced quadruplet
gestation and one triggered by fertility drugs is relevant because of the
possibility of avoidance in the latter cases. Multiple births induced by infertil-
ity treatment are generally suspect on feminist grounds because of the
probability that gender stereotypes inXuenced the decision to pursue treat-
ment in the Wrst place. While egalitarian feminists concur in this suspicion,
we also critique the relative unavailability of reproductive assistance to poor
infertile women who seek such assistance without being driven to do so
through gender stereotypes. To the extent that women autonomously choose
infertility treatment, they are responsible for the associated risks of multiple
gestation about which they have a right to be fully informed. From an
egalitarian feminist standpoint, a woman’s fulWllment of that responsibility
means taking account of the impact of her decision not only on herself and
her potential children but also on the wider society, which is hardly likely to
beneWt by high order multiples.

Given the impact of gender stereotypes, the risk of multiple gestation to
women and to potential children, concerns about overpopulation and re-
sponsibilities to children already born, some feminists maintain that fertility
drugs should be outlawed. As one feminist put it, ‘Only when women are
willing and able to deWne themselves in terms larger than ‘‘mom’’ will they
come to accept that they are just Wne exactly the way they are – childless – and
that there is a natural rhythm to the planet which may not include their
having children, and that the concept of ‘‘mother’’ can be broadened to
include the whole world’ (‘Zoe’, 1999). This broadened concept is not only
applicable to women regardless of whether they have children; it is also
applicable to men. To the extent that both sexes become mothers in this
sense, society in general will implement the nurturant or care-based ethic that
Sara Ruddick characterizes as a feminist politics of peace (Ruddick, 1989).

An egalitarian version of feminism calls for individuals to take account of
the broader societal context by opposing injustice towards any non-domi-
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nant group. Because the capabilities of women and their potential children
may be further reduced through multiple gestation, FTPP may be defended
in high multiple gestations as a means through which to promote their
equality with those who are dominant. In twin and triplet gestations, whether
it promotes the equality of women or children remains questionable.

In high-order multiple gestations, the pregnant woman’s right to FTPP is
supportable solely on grounds of the risk to her of sustaining the pregnancy.
Reports of septuplet and octuplet pregnancies provide ample evidence of
how severe these risks can be. For example, Nkem Chukwu, who conceived
octuplets, was hospitalized for three months and fed intravenously during
much of her hospitalization. In the Wnal two and a half weeks of her gestation,
she lay almost upside down to relieve pressure on her abdomen, suVering
nosebleeds as a result. Following delivery, she required additional surgery to
stop internal bleeding (Associated Press, 1998). Even if no fetuses were
expected to survive, risk to the mother would justify the procedure, as it does
in cases of late abortion for maternal health reasons. The expectation that
mortality and morbidity risks will be decreased through FTPP strengthens
the argument, but this can be countered by pointing to the fetuses that are
terminated rather than those that may be saved.

Although egalitarian feminists do not regard potential persons as equal in
value to actual persons, many acknowledge responsibility for potential
children as morally relevant to decisions about FTPP. This acknowledgment
is based on a sense of responsibility to those already born and the impact of
decisions on them; it may also stem from a sense of responsibility for
potential children. In other words, responsibilities for potential persons are
not as great as responsibilities to actual persons, but they still have moral
weight.

From an egalitarian feminist standpoint, even if the fetus has moral status
or standing, FTPP is morally justiWable so long as (1) its moral status is
deemed less compelling than the pregnant woman’s autonomy, or (2) the
decision is not based on the desire to avoid the birth of a child or children
with disabilities (Silvers et al., 1998). Those who view the moral status of the
fetus in gradualist terms are unlikely to impute greater value to it than to
women’s autonomy as early in gestation as FTPP is usually performed. Even
later, however, the decision may, and often is, based on the desire to insure
the live birth of at least one child rather than the desire to avoid the birth of
one or more who are disabled. In other words, survival and avoidance of
morbidity are separable goals. Some individuals and couples simply want to
maximize their chance of having a living child, whether able or disabled.

Moreover, FTPP to avoid the birth of a child or children with disabilities
does not itself imply disvaluing either fetuses or persons with disabilities.
Such decisions may instead be based on the inability of the woman or couple
or the inability of society to provide adequate care for the potential child or
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children. Because the same rationale is applicable to gestations of singletons,
both able and disabled, it surely does not constitute discrimination against
those who are disabled. Rather, it describes the forced option that some
women face in the context of tragically limited supports for potential
children. It is possible, therefore, to aYrm equal respect for the disabled while
undertaking FTPP so long as the mere fact of the disability does not deter-
mine the choice. Not the disabilities themselves but their inevitably and
overwhelmingly burdensome consequences to the children as well as the
women who raise them are the grounds for interventions.

A Wnal argument in defence of FTPP in cases of high-order multiple
gestations is based on an analogy with the right of born persons, whether able
or disabled, to decline life-saving or life-sustaining treatment. If competent,
informed adults have a legal and moral right to die by refusing such treat-
ment, and if there are circumstances in which such refusals on behalf of
others are viewed as reasonable by most people, it hardly seems just to
prevent cessation of treatment in comparable circumstances for those who
are incompetent, such as children or fetuses. Or, to put it diVerently, if we are
morally bound to respect the right to die as well as the right to live in other
humans, why should fetuses not be accorded similar respect? Abortions
typically entail imposition rather than refusal of treatment, but FTPP is more
like refusal than imposition of treatment, at least in situations of high order
multiples, because sustaining such pregnancies without FTPP requires even
more medical technology than FTPP itself. The technology required to
continue high-order multiple gestations also entails greater risk, discomfort
and cost to the pregnant woman. Beyond her right to FTPP for the sake of her
own health, then, FTPP in eVect is the means by which she may decline the
medical technology that would otherwise be required to sustain a pregnancy
associated with severe fetal morbidity. She thus acts on behalf of the fetuses
that are terminated as well as those whose chance of survival is thereby
enhanced.

Conclusion

When multiple gestation occurs, whether naturally or through reproductive
interventions, women should have the legal option of undergoing FTPP just
as they have the option of abortion in singleton pregnancies. In neither case,
however, should ability to pay be the criterion by which some women are
refused and others oVered the procedure. Again as with abortion, physicians
should not be legally obliged to perform FTPP if they are morally opposed to
it, so long as they refer the woman elsewhere. For women themselves, the
moral parameters of FTPP decisions include many relevant variables. In my
delineation of real and concocted cases, I have illustrated some of these – the
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burdens and beneWts of maintaining versus reducing the number of fetuses,
the goals of FTPP in particular cases, whether fetuses are targeted for reasons
involving social prejudice, and responsibilities to already born children as
well as potential children. In general, I conclude that FTPP in high order
multiple gestations is morally justiWable in order to save lives and reduce
severe morbidity for the pregnant woman as well as surviving fetuses. This
rationale is adequate even if fetuses are imputed to have moral standing, so
long as women give their full, informed consent to the procedure.

In cases involving twins and triplets, FTPP is not comparably justiWable
because it does not increase the likelihood of having a healthy baby to take
home. (Data on FTPP in twin and triplet gestations show outcomes no better
than the outcomes in twin and triplet gestations when FTPP is not per-
formed; see Souter and Goodwin, 1998. If these data were proved wrong, my
view would change.)

None the less, reducing triplets to twins probably results in lower costs and
fewer days in the hospital, along with a decrease in the moderate morbidities
associated with prolonged hospitalizations and preterm delivery. (I have
developed this argument more fully in Silvers et al., 1998.) While FTPP in
triplet gestations is defensible as a means of avoiding those burdens, eVorts to
avoid them introduce concerns about discrimination against those who are
disabled. From an egalitarian feminist standpoint, such decisions can and
should stem from diVerent criteria, such as responsibilities to other persons
and lack of societal support of care for those who are disabled. From that
same standpoint, FTPP is hardly defensible in twin gestations unless fetuses
have no moral standing or their standing is subordinated to the autonomy of
the pregnant woman. In other words, other factors being equal, the case for
FTPP in high order multiple gestations is compelling, the case for FTPP in
triplet gestations is less compelling, and the case for FTPP in twin gestations
is the least compelling.

In sum, nature’s paradigm is a wise dictum for potential practitioners of
FTPP – humans were designed to have one baby at a time. Although the
successes and excesses of the infertility industry have apparently supplanted
Hellin’s Law, ‘the fewer the better’ remains an applicable guideline for
infertility specialists as well as for women.
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Caesarean section: who chooses – the woman or
her doctor?

Wendy Savage
Academic Department of Obstetrics and Gynaecology, St Bartholemew and Royal London Hospital School
of Medicine, UK

Caesarean section (CS) is a major operation which may be life-saving for
mother or child. Like any major operation it carries risks, needs adequate
anaesthesia and requires the informed consent of the woman.

The procedure

The woman may receive a general anaesthetic which renders her unconscious
after injection of a suitable agent. Anaesthesia is then maintained with
volatile gases, passed into the lungs via a tube in the trachea. Care has to be
taken when the woman has been in labour that stomach contents are not
regurgitated and inhaled into the lungs, as emptying of the stomach is
delayed during labour. Because of this risk and the unhappiness that many
women feel at not being aware of their baby’s birth, regional anaesthesia is the
preferred method today.

These methods involve passing a needle in between the vertebrae in the
spine and injecting local anaesthetic agents, which requires considerable skill.
There is a risk of the blood pressure falling, so an intravenous infusion is set
up beforehand. If the woman has already had a catheter introduced into the
epidural space to administer drugs to relieve pain, this can be topped up to
give a higher degree of pain relief. Alternatively a spinal anaesthetic can be
given, where the needle is passed into the cerebro-spinal Xuid surrounding
the spinal cord. This usually lasts about an hour, whereas the epidural can be
maintained to give post-operative pain relief, if there are suYcient staV to
monitor the woman adequately in the postnatal ward.

One advantage of a regional technique is that the woman is conscious
when the baby is born and can hold her whilst the abdomen is being closed.
Once adequate anaesthesia has been induced, the bladder is catheterized, and
most doctors today leave this in for 24 hours. The skin is cleaned with
antiseptic solution and the abdomen covered with sterile drapes around the
line of incision. Normally a horizontal cut 12 to 20 cm long is made above the
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pubic bone, through the skin, subcutaneous fat and rectus sheath. The rectus
muscles are separated, the peritoneal cavity opened and the uterus comes into
view. This is then opened in the lower part and the membranes ruptured and
the baby delivered though the incision. The cord is cut and the baby passed to
the paediatrician. As the baby has not experienced labour she may be slower
to breathe and Xuid may need to be sucked out of the mouth and nose. The
baby is usually delivered within 10 minutes and then it takes from 20 to 60
minutes to close the abdomen, depending on whether this is a Wrst or later
CS.

Effects and complications of Caesarean section

As with any major operation, the wound is painful and analgesic agents are
required, which may aVect the breast-fed baby. Prophylactic antibiotics are
usually given to prevent infection; thrombolytic agents may be needed to
prevent blood clots forming in the veins and haemorrhage may occur during
or after the operation. Despite the use of prophylactic antibiotics, studies
have shown that 20–45 per cent of women have infection associated with the
operation (Nice et al., 1996). Looking after a newborn baby with a scar in the
abdomen and whilst recovering from surgery is not ideal. Blood transfusion
is needed more often than following a normal birth. Pulmonary embolism is
more common after CS; thus, as the rate of surgery continues to rise (even
though the death rate per 1000 operations has declined over the last 20 years),
the number of women dying following CS has remained much the same in
the UK for the decade to 1993 – 80–90 per triennium (ConWdential Inquiry,
1991–1993 by the Department of Health et al., published in 1997). The direct
eath rate estimated by Marion Hall from the 1988–90 Wgures was 1.8 per
100 000 vaginal deliveries, 14.8/100 000 following elective CS and 25.2/
100 000 following emergency CS (Hall, 1994: p. 191). In the last UK ConW-
dential Inquiry (1994–1996, by the Department of Health et al., published in
1998) the chapter devoted to CS was omitted, ostensibly because of the poor
quality of data about the CS rate. Better case ascertainment makes it diYcult
to compare with earlier inquiries; the overall maternal mortality Wgure rose
from 9.9 in the previous two reports (ConWdential Inquiry 1988–1990,
1991–1993 by the Department of Health et al., published in 1994 and 1997
respectively) to 12.2 per 100 000 maternities in 1994–96 (Department of
Health et al., 1998). I estimate that the rate of death from pulmonary
embolism, which is commoner after any surgical procedure, was nine times
higher following CS than vaginal delivery (4.37 vs. 0.51 per 100 000 delive-
ries) assuming a 15 per cent CS rate during this period. If the CS rate was
lower, the death rate would be at least 10 times higher following CS than a
vaginal delivery.
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Long-term problems are less well documented, but both voluntary and
involuntary infertility is higher (Hemminki et al., 1985; Jolly et al., 1999).The
risk of CS in a subsequent pregnancy is increased, as is the risk of placenta
praevia (where the afterbirth is in the lower part of the uterus) and placenta
accreta (where the afterbirth penetrates deep in the wall of the uterus). These
are dangerous conditions which may cause massive haemorrhage or even
death if hysterectomy (removal of the uterus) is not performed in time
(Clark, Koonings and Phelan, 1985).

Epidemiology

Over 100 000 CS per year are performed in England, and over a million in the
US. Caesarean section is now the most commonly performed major oper-
ation in the UK. Sixteen per cent of all UK women, and 19 per cent of women
having their Wrst baby in Scotland (which has accurate data), were delivered
by CS in 1995 (Scottish Health Services, 1997). In England, where the data are
less accurate, the overall rate in 1994–95 is also thought to be about 16 per
cent, with some hospitals reaching rates of 25 per cent (Department of Health
Statistical Bulletin, 1997). The English National Board midwifery audit for
1998 (based on replies from 87 per cent of maternal units in England) found
that 68 per cent of units had a rate of 10.0–19.9 per cent, 25 per cent had
20.0–29.9 per cent, and 2 per cent had a rate of over 30 per cent (ENBNMHV,
1998).

The last decade has seen a continuing rise in the rate of CS in most
countries in the world (McIlwaine et al., 1985; Lomas and Enkin, 1989;
Notzon, 1990; Savage, 1990). At the same time that public health physicians
(and some obstetricians) in the western world fear that women are being
subjected to unnecessary surgery, women who need CS are being denied it in
the developing world. Thousands die every week in agony from obstructed
labour or are left with Wstulae that ruin their health and leave them socially
isolated (de Costa, 1998). Even in the West, some women have complained
that when they have asked for a CS, because they feel they are not going to
deliver normally, it has been refused by the doctor, sometimes with disas-
trous consequences. Now in the UK, some obstetricians are saying that
women are asking for CS (Jackson and Irvine, 1998; Mackenzie, 1999)
although the information they have been given before making such a request
is an unknown quantity (McIlwaine et al., 1998). In a later prospective study
Graham et al. (1999) showed that in seven per cent of women having a CS,
maternal preference was a direct factor in making the decision. In the US, the
government set targets to reduce the rate (Department of Health and Human
Services, 1991), which has fallen slightly from its peak of 24.7 per cent in 1989
to 22.8 per cent in 1994 (Clarke and TaVel, 1996).
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In England in 1990, the government response to the House of Commons
Select Committee report on maternity care (Select Committee Report, 1992;
Department of Health, 1993) aimed to give women more choice and control
over childbirth. These reports emphasized the need for better communica-
tion between professionals and with the woman, and for continuity of care by
fewer people. One had hoped that if 30 per cent of women were looked after
entirely by midwives (as in the Netherlands with a CS rate (CSR) under 10
per cent; TreVers et al., 1990), that this would reduce the CSR, but this has
not happened. This is partly because this target ‘indicator of success’ set by
the Changing Childbirth team has not been met (Rothwell, 1996) and partly
because some obstetricians and midwives have interpreted this directive as
‘allowing’ or giving every woman the right to choose to have a CS (Paterson
Browne and Fisk, 1999).

From the viewpoint of public health, i.e. the health of populations, there
are also problems. The CSR is now 18 per cent; if it should be 10 per cent or
less (World Health Organization, 1985) and if each one per cent rise in CSR
costs the National Health Service £5 000 000 (Audit Commission, 1997), then
unless it can be shown that there is health beneWt from this high cost, there
must be better ways to use £40 000 000.

The rising CSR is not just about medical or woman power, advances in
medical technology or changing societal expectation, it is also about the
organization of services and money. The highest rates are found in countries
in which the medical system is dominated by private practice, as for example
in the US and Australia (Sakala,1993). In South America the even higher rates
are said to be due to social factors, while Chile, with a rate of 37 per cent
nationally, is thought to have the highest rate in the world. The recent steep
rise followed a change in the organization of payment for health care (Murray
and Serani Pradenas, 1997).

A woman’s right to choose a Caesarean section

As a professional, one has a duty to the individual patient, as well as a duty to
society to use resources wisely (General Medical Council, 1995). At the
individual level, one’s advice should be based on good, unbiased, up-to-date
evidence (if it exists), complemented by one’s own experience. Decisions
should bemade in the best interests of the patient. The patient has the right to
decline to take one’s advice, but, in my view, does not have the right to ask the
doctor to perform a procedure which the doctor considers unwarranted by
the evidence and which is not in the patient’s best interests. In contrast to
induced abortion, where terminating a pregnancy up to 20 weeks is statisti-
cally safer than carrying a pregnancy to term, in the UK even elective CS
carries a ninefold risk of death compared with vaginal delivery (ConWdential
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Inquiry, 1994–1996 by the Department of Health et al., published in 1998).
So, whilst as a doctor I can support ‘a woman’s right to choose’ an abortion,
and as a feminist I also support it, I do not think that CS on demand is every
woman’s right. ‘Physicians have the responsibility to inform and counsel
women in this matter. At present, because hard evidence of net beneWt does
not exist, performing CS for non-medical reasons is ethically not justiWed’
(FIGO, 1999).

Those who argue that CS is now so safe that women should be allowed to
choose the mode of delivery quote the risk of damage to the pelvic Xoor and
the risk of a baby dying during labour, but rarely discuss the disadvantages to
the woman of having a major operation, whilst coping with breast-feeding,
sleepless nights and the major life event of becoming a mother. Is death even
mentioned? The overall risk of dying in association with pregnancy is about 1
in 10 000, about the same as one’s risk of dying in a road accident. Following
vaginal delivery it is about 1 in 50 000, and following elective CS it is about 1
in 7000 (Hall, 1994) The risk of a baby dying in labour at term is about 1 in
1000 (CESDI, 1998), and in about half of these cases, with diVerent manage-
ment the baby might have lived. I would prefer to improve the standard of
care so that babies do not die needlessly. Midwifery care has been associated
with good outcomes and low rates of CS – about 1.5 per cent (van Alten,
Eskes and TreVers, 1989; Durand, 1992) – but obstetricians seem reluctant to
look at this work.

The passage of a baby through the birth canal is an amazing process, and
not unnaturally there are changes to the anatomy of the pelvic Xoor. Many
women in middle age have some degree of prolapse of the uterus or vaginal
walls, although with smaller families, and the abandonment of high forceps
deliveries, the number is decreasing. Work done in the 1980s suggested that
damage to the pudendal nerve during childbirth was related to urinary and
faecal incontinence in later life (Snooks and Swash, 1984). Recently the use of
ultrasound to demonstrate damage to the anal sphincter, a promising new
research technique (Sultan et al., 1993), has been used to support the idea of
elective CS to preserve the pelvic Xoor, but rejected in a British Journal of
Obstetricians and Gynaecologists editorial (Sultan and Stanton, 1996). The
high rates reported in this non-random sample do not necessarily Wt with
women’s own perceptions or obstetricians’ clinical observations.

Sleep et al. (1984) reported that two per cent of women (of 67 per cent
followed up in their prospective randomized study of the use of episiotomy)
had urinary stress incontinence three or more times a week, and half of these
used a pad. Occasional stress incontinence was reported by at least a third.
Faecal incontinence was reported occasionally by three per cent of women
three months after delivery but not mentioned in their later follow-up study
(Sleep and Grant, 1987). MacArthur et al. (1997) reported that four per cent
of 916 (out of a total of 1667 women delivered consecutively) developed new
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faecal incontinence after childbirth, which persisted in 2.4 per cent at 10
months. A more recent study from Scandinavia (Zetterstrom et al., 1999)
found lower rates. Forceps delivery, large babies, occipito-posterior positions
(when the baby’s back is towards the mother’s back and a bigger diameter of
the head passes through the pelvis) and previous constipation have been
associated with higher rates. Third-degree tears, which vary in incidence from
one in 1000 to one in 200 deliveries, are associated with continued faecal
incontinence in up to 50 per cent of women (Tetzschner et al., 1996).

In my experience, women with severe problems with bowel and bladder
control are rarely seen. Planned surgery when the woman is older and not
caring for a newborn baby, for those who are shown to need it, seems a better
use of resources. A review in 1998 concluded that studies on anal and faecal
incontinence ‘are weakened to various degrees by methodological error . . .
There are no good longitudinal data to suggest whether anal incontinence is a
persistent or remitting condition in large populations’ (Bump and Norton,
1998: p. 746).

Why women ask for Caesarean section

Ryding (1993) studied 33 women requesting CS in a Swedish hospital in
1988–90, with a CSR of 8.2 per cent and a perinatal mortality rate of 4.8 per
1000. Half decided to have a vaginal delivery after consultation, giving a rate
of CS on request of 2.7 per 1000, most of these following a diYcult labour the
Wrst time round. Graham et al. (1999) reported the views of 166 women who
had undergone CS; seven per cent of those women expressed a preference for
this mode of delivery.

An editorial in the British Journal of Obstetricians and Gynaecologists in
1996 by a leading urogynaecologist and one of the researchers in the Weld
concluded that it was diYcult to pick out the womenwhowould beneWt from
elective surgery. It would be premature to oVer CS to all women, it was
argued, and the morbidity of this approach would outweigh the beneWts
(Sultan and Stanton, 1996). If all women learned and practised pelvic Xoor
exercises from the teenage years, it would probably provide greater beneWt
and protect against urinary problems in later life (J. Mantle, 1999, pers.
comm.). The evidence about long-term problems following CS is lacking, as
little research has been done in this Weld, so it is diYcult to tell women how
many will suVer from pain in the scar, secondary infertility or pelvic pain due
to infection.
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Forced Caesarean section: the law in England and Wales

Legal enforcement of the doctor’s decision to perform a CS when the woman
did not consent began in the US in 1973 and became an issue in the 1980s
(Kolder et al., 1987). After 1990, following a successful posthumous appeal
against a forced CS in the case of AC (In re AC, 1990) the climate has changed
in the US. The Wrst reported British case occurred in 1992 (Re S, 1992) and
then in 1996 there followed a spate of Wve cases, two on the same day (Table
17.1).

The Royal College of Obstetricians and Gynaecologists (RCOG) Ethics
Committee published its guidance in 1993 (RCOG, 1993) and stated un-
equivocally that, ‘It is inappropriate, and unlikely to be helpful or necessary,
to invoke judicial intervention to overrule an informed or competent
woman’s refusal of a proposed medical treatment, even though her refusal
might place her life and that of her fetus at risk’. Since then the Court of
Appeal has clearly restated the legal situation in Re MB (February 1997) and
Re S (1998; see Re S, 1996).

English law makes it quite clear that a competent adult has the right to
refuse treatment and that surgery without consent is an assault on the person.
As Wall J said in his judgment in the Tameside and Glossop case (1996):

∑ (i) It remains a criminal and tortious assault to perform physically invasive medical
treatment without the patient’s consent.

∑ (ii) A mentally competent patient has an absolute right to refuse medical treatment
for any reason, rational or irrational, or for no reason at all, even where that
decision will lead to his or her own death.

∑ (iii) Where it is impossible for the patient to communicate the decision through
unconsciousness or lack of mental competence and the treatment is not contrary to
a known competent previously expressed decision of the patient, it is lawful to
provide treatment which is:
(a) necessary to save the life or preserve or prevent deterioration of the physical and
mental health of the patient;
(b) in the patient’s best interests.

∑ (iv) A patient lacks the relevant mental competence to make treatment decisions if
he is incapable of:
(a) comprehending and retaining treatment information;
(b) believing such information;
(c) weighing such information in the balance to make a choice.

The competence test relied on the judgment by Thorpe J in Re C (1994), who
said ‘I consider helpful Dr E’s analysis of the decision-making process into
three stages’ – which are those given above. C was a paranoid schizophrenic
in Broadmoor who did not want his leg amputated. Despite his long-standing
mental illness, he was deemed to have the capacity to make an informed
decision. In fact he recovered the use of his leg with only conservative surgery.
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The question of competence to decide was modiWed in the MB case, where
the Court of Appeal ruled that a person lacks capacity if some impairment or
disturbance of mental functioning renders the person unable to make a
decision whether to consent to or to refuse treatment. That inability to make
a decision will occur when
(1) The patient is unable to comprehend and retain the information which is

material to the decision, especially as to the likely consequence of having
or not having the treatment in question.

(2) The patient is unable to use the information and weigh it in the balance
as part of the process of arriving at the decision.

If, as Thorpe J observed in Re C (supra), a compulsive disorder or phobia
from which the patient suVers stiXes belief in the information presented to
her, then the decision may not be a true one. SigniWcantly, the question of
belief was dropped, unless it was deemed part of a mental illness.

The Court of Appeal also dealt with the question of ‘temporary factors’
such as confusion, shock, fatigue, pain or drugs, which may erode a person’s
capacity, saying that those concerned must be satisWed that such factors are
operating to such a degree that the ability to decide is absent. Another such
inXuence may be panic induced by fear. Again, careful scrutiny of the
evidence is necessary, because fear of an operation may be a rational reason
for refusal to undergo it. Fear may also, however, paralyse the will and thus
destroy the capacity to make a decision.

It is also clear that in English law the fetus is not a legal entity separate from
its mother, it does not have legal rights. Balcombe LJ expressed this doctrine
in a judgment in the Court of Appeal, In re F (in utero) (1988), where a local
authority sought to make the fetus a Ward of Court and to detain a pregnant
woman, who, despite a history of mental illness and a nomadic life-style, was
not currently suVering from mental illness as deWned by the Mental Health
Act 1983. If the law is to be extended in this country, so as to impose control
over the mother of an unborn child where such control may be necessary for
the beneWt of that child, then under our system of Parliamentary democracy
it is for Parliament to decide whether such controls can be imposed, and if so,
subject to what limitations or conditions.

The Wrst English case where we know that a womanwas forced to have a CS
against her will occurred in April, 1992. Caroline Spear was booked for a
home birth, but was transferred to hospital when the midwife found the
presentation to be breech (when the bottom of the baby, not the head is
entering the pelvis, as happens to about three per cent of women at term).
Despite Ms Spear’s objection that breech babies could be born vaginally, the
doctor insisted on performing a CS. Ms Spear allegedly suVered from post-
traumatic stress disorder following the birth, and then sued for assault. The
action was settled out of court for £7000, although the North Middlesex
Hospital did not admit liability. Ms Spear was unable to continue to Wght the
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case through the courts as she was not granted legal aid. However, childbirth
activists felt that this was a victory, and despite Ms Spear’s disappointment at
not being able to take the case to court, she said she felt vindicated. Following
her enforced CS, she had two babies born normally at home.

The second case, which was the Wrst in the UK to involve a court order, was
Re S (1992). This concerned a Nigerian woman with a transverse lie who
refused a CS on religious grounds. The decision of the President of the Family
Court, Sir Stephen Brown, was made in the interests of the fetus and has been
criticized by many authorities, including the Court of Appeal in 1997. He
relied upon a reference to the lower court’s decision in the US Angela Carder
case (In re AC, 1990), although that judgment, authorizing an enforced CS,
had been reversed on appeal. Both Angela Carder and her baby died soon
after the operation, and her estate sued the hospital, winning the appeal. The
judgment stated that such interventions were ‘virtually never’ justiWed: ‘Even
a dying woman with a viable fetus has the Wnal say’ (Hewson, 1992). Surgery
such as CS against the will of a competent patient was not justiWed, a view
shared by the American Medical Association and the American College of
Obstetricians and Gynecologists (ACOG, 1987). In the Court of Appeal
judgment Re MB (1997) Butler Sloss LJ, Saville LJ and Ward LJ said of Re S:

The interest of the fetus prevailed. It is a decision the correctness of which we must
now call in doubt. That is not to say that the ethical dilemma does not remain.
Nonetheless, as has so often been said, this is not a court of morals . . .

(Re MB, 1997: p. 21.)

There was considerable debate within the medical and legal professions about
this decision; in 1993 the Ethics Committee of the Royal College of Obstetri-
cians and Gynaecologists (RCOG, 1993) published their guidance.

In January 1996, Tameside and Glossop health authority sought leave to
perform a CS if necessary on a woman who was detained under the Mental
Health Act (MHA). She was a schizophrenic, and in the opinion of the
psychiatrist lacked the capacity to consent (although, as Re C demonstrates,
people with mental illness do not necessarily lack capacity). The fetus was
said to be growing poorly, and the obstetrician wished to induce her labour
and, if the fetus became distressed, to carry out a CS. The order was granted,
but because this was not an emergency there was time to discuss the issues. It
was argued that if the baby were stillborn, the woman’s mental health would
suVer, and so the treatment was ordered under the MHA, a decision of
dubious legal standing.

The next case in April of 1996 involved another Ms S who attended her
new general practitioner (GP) for the Wrst time at 36 weeks, having recently
moved into the area. The GP diagnosed pre-eclampsia (raised blood pressure,
protein in the urine and generalized swelling due to Xuid retention, PET) and
recommended admission to hospital. The woman said she believed in allow-
ing nature to take its course. When it was explained that this was a dangerous
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condition that might lead to her having Wts and the baby being stillborn, she
apparently said that she did not care if she and her baby lived or died. The GP,
alarmed by this attitude, rang her previous GP, who said she had been
depressed, so the help of a social worker was invoked. The social worker, GP
and the GP’s partner arranged forMs S to be admitted to SpringWeldHospital
for assessment under Section 2 of the 1983 MHA. Later that night she was
transferred to St George’s Hospital, as the staV in the psychiatric unit did not
feel that they had the facilities to look after a pregnant woman with PET.

She was seen by the duty registrar and brieXy by the senior registrar. The
next day, despite a psychiatrist being called who said she was competent to
make a decision about her treatment, the hospital obtained a court order
from Hogg J, authorizing them to perform a CS, on the grounds that she was
in labour and the PET was severe. The order required her to be delivered
immediately. Ms S had instructed solicitors, but neither they nor she were
informed that the hospital was going to court. When the order was obtained,
Ms S did not struggle against the administration of the anaesthetic as she felt
this would be undigniWed, but acquiesced. She refused to sign the consent
form, and following the birth rejected the baby initially. After four days she
was transferred back to SpringWeld Hospital where the psychiatrists did not
Wnd any mental illness. She then took her own discharge (St. George’s NHS
Trust v S, 1998). There was considerable disquiet about this case, which was
widely reported in the media (Dyer, 1997; Gibb, 1997).

On 26th June 1996, two cases came before the High Court, one breaking
oV so that the second case could be heard urgently. The facts were presented
within two minutes. A Bengali woman, Ms Choudhury, who had had a
previous CS, said she would rather die than have another operation, but the
consultant considered that the scar would rupture if she did not have a CS
within the next hour. She was unrepresented by legal counsel. Despite the fact
that there was no question of her lacking capacity to understand and believe
information, the judge ordered her to have a CS. It was said that she lacked
the third component of capacity, the ability to weigh up information (Roch-
dale Healthcare NHS Trust v C, 1997). Johnson J said:

I accepted the view of the consultant obstetrician in relation to the Wrst two elements
in the analysis of Wall J in Tameside as to the capacity of the patient in the sense of her
ability to comprehend and retain information and to believe such information.
However, I have concluded that the patient was not capable of weighing up the
information she was given, the third element. The patient was in the throes of labour
with all that is involved in terms of pain and emotional stress. I concluded that a
patient who could, in these circumstances, speak in terms which seemed to accept the
inevitability of her own death, was not a patient who was able properly to weigh up the
considerations that arose so as to make any valid decision, about anything of even the
most trivial kind, surely less one which involved her own life. [Emphasis added.]

(Rochdale Healthcare NHS Trust v C, 1997, p. 505.)
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During the hearing Ms Choudhury agreed to sign the consent form, but is
now suing as she said that this was done under duress. Following the Ms S
appeal, it was held that if the woman was unrepresented, any court decision
was unlawful.

The other case heard that day by Johnson J was Norfolk and Norwich
Healthcare (NHS) Trust v W (1997). Here the woman had not realized that
she was pregnant (she had previously been sterilized, having had three CS
operations), and did not believe that she needed an assisted delivery by
forceps. She had been diagnosed as being in the second stage for some hours.
The Court authorized the obstetricians to perform an assisted delivery, if
necessary proceeding to CS. The judge ruled that she lacked capacity because
she could not balance the risks:

She was called upon to make the decision at a time of acute emotional stress and
physical pain in the ordinary course of labour, made even more diYcult for her
because of her own particular mental history. I held that termination of this labour
would be in the best interests of the patient. I was satisWed that unless the patient was
delivered of the fetus she was carrying, whether by way of forceps delivery or by
Caesarean section, then her own physical health would be put at risk. This risk would
arise if the fetus died because of rupture of the old Caesarean scar or by suVocation in
the birth canal. The death of the fetus would have immediate and increasing deleteri-
ous eVects on the patient herself leading to serious damage and possible death.
Termination would end the stress and the pain of her labour, it would avoid the likelihood
of damage to her physical health which might have potentially life-threatening conse-
quences and, despite her present view about the fetus, would avoid her feeling any feeling
of guilt in the future were she, by her refusal to consent, to cause the death of the fetus.
Throughout the judgment I have referred to ‘the fetus’ because I wish to emphasise that

the focus of my judicial attention was upon the interests of the patient herself and not
upon the interests of the fetus which she bore. However, the reality was that the fetus was a
fully formed child, capable of normal life if only it could be delivered from the mother.

[Emphasis added.]

The woman was safely delivered, but her reaction to the intervention is not
known as she left the area.

On 5th December 1996, there was another application regarding a woman,
Ms L, with alleged needle phobia. Kirkwood J heard this case over the
telephone, speaking to her doctors and the Trust barrister but not to the
woman.

In February 1996, Blackburn Hospital applied for an order, Re MB, for a
woman with a footling breech presentation who had been advised to have a
CS. She had agreed, but when the anaesthetic was about to be administered,
she refused because she apparently had a needle phobia. The Court ordered
the CS, ruling that she lacked capacity because of the panic induced by her
fear of needles. The procedure was carried out the following day. Again the
woman was not legally represented. She appealed, and in April 1997 the case
was heard before three judges, who accepted that she had temporarily lacked
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the capacity to consent but strongly reiterated the right of a competent adult
to refuse treatment. They said:

Every person is presumed to have the capacity to consent to or to refuse medical
treatment unless and until that presumption is rebutted. A competent woman who
has the capacity to decide may, for religious reasons, other reasons, for rational or
irrational reasons or for no reason at all, choose not to have medical intervention,
even though the consequence may be the death or serious handicap of the child she
bears, or her own death. In that event, the courts do not have the jurisdiction to
declare medical intervention lawful and the question of her own best interests,
objectively considered, does not arise. (Re MB, 1997.)

The judges suggested some guidelines for hospitals faced with the situation
where a woman might lack the capacity to consent to medical treatment
because of mental illness or inability to comprehend the information.

In February 1998, Ms S appealed against the judgment in April 1996 which
had forced her to undergo a CS whilst detained under the Mental Health Act.
The Court of Appeal allowed the appeal and granted leave for judicial review
(St George’s Healthcare NHS Trust v S, 1998), saying:

Even when his or her own life depended on receiving medical treatment, an adult of
sound mind was entitled to refuse it; . . . although pregnancy increased the personal
responsibilities of the woman, it did not diminish her entitlement to decide whether
to undergo medical treatment. An unborn child was not a separate person from its
mother and its need for medical assistance did not prevail over her right not to be
forced to submit to an invasion of her body against her will, whether her own life or
that of her unborn child depended on it, and that right was not reduced or diminished
merely because her decision might appear morally repugnant.

Unless lawfully justiWed, the removal of the baby from within the applicant’s body
under physical compulsion constituted an infringement of her autonomy and
amounted to a trespass, and the perceived needs of the foetus [sic] did not provide the
necessary justiWcation. Granting judicial review and ordering the appropriate declar-
ations, the Court held that an individual was not suVering from mental disorder and
could not be detained under the Mental Health Act 1983 against his will merely
because his thinking process was unusual and contrary to the views of the overwhelm-
ing majority of the community at large. Unless an individual case fell within the
prescribed conditions, the Mental Health Act of 1983 could not be used to justify
detention for mental disorder, and a patient so detained could not be forced into
medical procedures unconnected with his mental condition unless his capacity to
consent to such treatment was diminished. The necessary care and treatment for the
applicant’s pregnancy was not treatment for which she could be admitted to hospital
under the Act of 1983, nor could it be argued that the unborn child was a ‘person’ in
need of protection.

The unlawfulness of the applicant’s transfer and detention in the general hospital
would have entitled her to make an application for habeas corpus which would have
led to her immediate release; her transfer back to the mental hospital and subsequent
detention before her Wnal discharge . . . were therefore unlawful.

There are several disturbing features about these cases, Wrst the fact that
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Wve of the seven women in cases where orders were obtained were unrep-
resented by a solicitor or barrister, so that their side of the story was not
heard. In the Wrst case, Re S (1992), the OYcial Solicitor acted as the
representative but had no discussion with the woman; in the St George’s case
the hospital solicitors did not communicate with Ms S’s solicitors, and the
judge did not know she had instructed them.

A second disturbing element is the speed with which the cases were decided
by the judges, often on inadequate or incorrect medical evidence. For
example, the St George’s case (1998) was heard in the lunch break; the Court
was told that the woman had been in labour for 24 hours and ‘every minute
counted’, both statements being untrue.

Thirdly, some judges appeared to be acting to protect the fetus, as in the
cases of Re S (1992) and Ms S of 1996, despite the fact that the fetus is not a
person in English law. Is there a move to change the law, despite the forceful
arguments that have been restated by Butler Sloss et al. in the MB and the
St George’s cases? In 1988, Balcombe J turned down an application by social
workers to admit a pregnant woman for the good of her fetus, stating:

Approaching the question as one of principle, in my judgement, there is no jurisdic-
tion to make an unborn child a ward of court. Since an unborn child has, ex hypothesi,
no existence independent of its mother, the only purpose of extending the jurisdiction
to include a foetus [sic] is to enable the mother’s actions to be controlled. Indeed that
is the purpose of the present action.

Two cases where putative fathers aimed to prevent women from having a
legal abortion, Paton v British Pregnancy Advisory Service (1979) and C v S
(1987), both upheld the woman’s right to have a legal abortion. Sir George
Baker, president of the Family Court, said in the Wrst case:

The Wrst question is whether this plaintiV has a right at all. The foetus [sic] cannot, in
English law, in my view have any right of its own at least until it is born and has a
separate existence from its mother. That permeates the whole of the civil law of this
country (I except the criminal law which is now irrelevant) and is, indeed the basis of
the decisions in those countries where law is founded on the common law, that is
today, in America, Canada, Australia and, I have no doubt, in others.

However, Lord Donaldson in Re T (1992), a case where a pregnant woman
involved in a car accident required a blood transfusion, raised a question in
his judgment:

An adult patient, who like Miss T, suVers from no mental incapacity, has an absolute
right to choose one rather than another of the treatments being oVered. The only
possible qualiWcation is a case in which the choice may lead to the death of a viable
foetus [sic]. That is not this case and, if and when it arises, the courts will be faced with
a novel problem of considerable legal and ethical complexity.

No one would have thought such a problem could be decided in 18 min-
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utes, as occurred in the case of S in October of that year (Hewson, 1992).
American courts Wrst forced pregnant women to have blood transfusions

in 1974 (Riley–Fitkin–Paul v Anderson, 1964; In re President of Georgetown
College, 1964) and later to undergo CS operations. From 1973, for the sake of
the fetus, women in the US have been ordered to have treatment or given
unusually heavy sentences for drug oVences, but the climate has changed
since 1990 after the Angela Carder appeal (see Chapter 7). More recently in
1997, in another such case involving glue-sniYng, the Canadian Supreme
Court accepted a woman’s autonomy by a 7–2 majority. McLachlin J said:

Judicial intervention . . . ignores the basic components of women’s fundamental
human rights – the right to bodily integrity, and the right to equality, privacy and
dignity . . . The common law does not clothe the courts with power to order the
detention of a pregnant woman for the purpose of preventing her from harming her
unborn child. Nor, given the magnitude of the changes and their potential ramiWca-
tions, would it be appropriate for the courts to extend their power to make such an
order. (Winnipeg Child & Family Services, 1997.)

In another early US case, the judge ordered a CS as the obstetrician said the
woman could not deliver normally, because of a placenta praevia detected on
ultrasound. The placenta lies in front of the baby in the lower part of the
uterus, and bleeding may kill the woman if an operation is not done. The
woman delivered normally before the operation could be performed (Kolder,
Gallagher and Parsons, 1987).

In summary, women have been forced by the courts to undergo blood
transfusions, operative deliveries and admission to hospital for treatment in
the US and more recently in the UK. Judges have exhibited a paternalistic
attitude, placing the non-existent legal rights of the fetus above the woman’s
autonomy. However, in the UK, the Court of Appeal judgments in 1997 and
1998 have stated clearly that a pregnant woman has the right to refuse
medical treatment. There remains a possibility that some lawyers will try to
use the European Court of Human Rights to attempt to change the law to
give the fetus legal status.

Ethical issues

The debate about forced CS usually focuses on the conXict between maternal
and fetal rights, but as Draper (1996) points out, the woman, as in the Angela
Carder case, may consider that she knows best about her unborn child.
Angela Carder considered the fetus was too immature to survive, and she was
right. In another US case, a woman with nine children refused a CS advised
by the doctors because the cord was round the baby’s neck. She considered
that her other children would suVer if she had a CS, which would also hurt
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her, whereas a dead baby she could accept. Judge Margaret Taylor in 1982
declined to order a CS. The baby was born normally and was healthy. Judge
Taylor added that once women are denied the right to refuse treatment at
delivery, there are logically no lengths to which doctors and courts cannot go
to protect life (Hewson, 1992).

In the majority of cases it seems that there has been a breakdown in the
doctor–patient relationship, either because of current or past mental illness,
or because the doctor cannot accept the woman’s right to make her own
decisions. The ethical principles of autonomy, beneWcence and non-maleW-
cence may be diYcult for a hard-pressed clinician to cope with, when faced
with the dilemma of a woman refusing medical advice which may lead to her
death or the death of her unborn child. The lattermay beneWt, but the woman
may not. If her autonomy is to be overridden and she is forced to accept an
invasion of her body for the sake of her child, the doctor or medical/
midwifery team may be physically subduing her. Can this be ethical behav-
iour?

If women must accept such surgery for the sake of their children (and of
course the vast majority do without any question) should not parents donate
organs for the sake of their children? Naturally the majority would do so, but
should they be compelled to make such a sacriWce? As Robert Francis QC said
in a lecture to the Medico-Legal Society in 1995 (Francis, 1995):

The trouble with Re S is, if it is correct, that we have to face an expanding range of
cases in which a patient is obliged to submit to surgery in the interests of a child. After
all, if surgery is mandatory to save the life of a viable fetus, why should a parent not be
compelled to donate bone marrow or a kidney to a child who will die without the
beneWt of such donation? If such cases are to be prevented on the grounds that the
interests of the parents and child must coincide, how is that requirement squared with
the established law where a person’s objective best interests are to be subordinated to
his express will?

In McFall v Shimp (1978), a US case, the cousin of a person who required a
bone-marrow transplant as treatment for leukaemia, declined to donate.
Flaherty J. ruled in his favour, saying:

Our society, contrary to many others, has as its Wrst principle the respect for the
individual, and that society and government exist to protect the individual from being
invaded and hurt by another. Many societies accept a contrary view which has the
individual existing to serve the society as a whole. In preserving such a society as we
have it is bound to happen that great moral conXicts will arise and will appear harsh in
a given instance . . . Morally this decision rests with the defendant, and in the view of
the court the refusal of the defendant is morally indefensible. For our law to compel
the defendant to submit to an intrusion of his body would change every concept and
principle upon which our society is founded. To do so would defeat the sanctity of the
individual.
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Medical issues

The quality of the medical care in these cases does not always seem to have
been high; nor was there really a medical emergency, in some instances. For
example, in the Caroline Spear case, there was no reason why she should not
have been allowed a trial of vaginal breech delivery, and if the registrar was
not competent to conduct this, the consultant could have come in to teach.
Alternatively, as she was in early labour, she could have been transferred to
another hospital where vaginal breech deliveries were done.

I have met with a refusal to have a CS only twice in 35 years of obstetric
practice. The Wrst, a woman in Nigeria, told me at about 5.00 a.m. that she
did not want a CS, which I had recommended because she appeared to be in
obstructed labour in her Wfth pregnancy, as she always deliveredwhen the sun
rose. I told her that I thought this baby was bigger and she would not do so
this time. When the sun rose at 6.45 a.m. and she was still not delivered, she
agreed to a CS.

The second woman was only 16 years old, and did not speak English; her
husband, who was a devout Muslim, would not agree to a CS. When it
became apparent that she was not going to deliver after several hours of full
dilatation, he agreed, but sadly the baby died. However, when she returned
the next year, he accepted our advice and she went on to have six more
children by CS because she had a small pelvis. At the age of 26 she had a
premature baby at 28 weeks, born normally. If we had gone to court would he
have tried to have his wife deliver at home the next time and perhaps die from
a ruptured uterus? An unanswerable question.

George Annas writing in the New England Journal of Medicine in 1987,
said:

It is not helpful to use the law to convert a woman’s and society’s moral responsibility
to her fetus into the woman’s legal responsibility alone. The best chance we have to
protect fetuses is through enhancing the status of all women by fostering reasonable
pay for the work they do, providing equal employment opportunities and adequate
daycare, providing a reasonable social safety net, and ensuring all pregnant women
access to high quality pre-natal services . . . By protecting the liberty of the pregnant
woman and the integrity of the voluntary doctor–patient relationship, we not only
promote autonomy, we also promote the well-being of the vast majority of fetuses.

If doctors lose the trust of women because they compel them to undergo
surgery, they are Xying in the face of patient autonomy and the shared
decision-making that characterizes medicine today. But if we give up our
professional training and merely act as a technician performing surgery at the
behest of the woman, without questioning her reasons, we will lose our right
to be considered a profession.
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Introduction

Medical knowledge regarding the ways in which women can actively pursue
healthy pregnancies and the birth of healthy infants covers an increasingly
broad spectrum of activities before, during and after the usual ninemonths of
pregnancy. In fact, depending upon the clinical situation, the number and
range of activities are such that, if a woman were to take all obstetrical advice
seriously, she would be facedwith a daunting list of instructions ranging from
mere suggestions to strong professional recommendations. Few women
could (or would want to) fully adapt their lives to the entire range of advice
from physicians, midwives, nurses, nutritionists, physiotherapists and child-
birth educators, and generally this is not a problem. In principle, professional
advice is something that patients can choose to follow or not – this is the
essence of informed choice (Faden and Beauchamp, 1986). In some instan-
ces, however, failure to follow professional recommendations elicits pejorat-
ive judgements of non-compliance, and while these judgements are provoked
by a failure to comply with speciWc advice, typically they are applied to the
patient as a whole. Moreover, even if the patient ultimately consents to the
recommended course of action, she may continue to carry the label of
non-compliant because of her initial eVorts to resist medical authority, and
this labelling frequently has repercussions for her subsequent interactions
with health care professionals.

Some health care providers now use the terms adherence and non-adher-
ence instead of compliance and non-compliance in an eVort to promote
more ethically sound interactions between themselves and their patients. We
agree with Feinstein, however, that there is no ‘preferred substitute for
compliance.Adherence seems too sticky; Wdelity has too many other connota-
tions; and maintenance suggests a repair crew. Although adherence has its
advocates, compliance continues to be the most popular term for lack of
anything better’ (Feinstein, 1990).

In this paper we explore the factors that go into judging a woman to be
non-compliant in the context of pregnancy and consider the implications of
such judgements. Though we recognize that these judgements can be made
by one or moremembers of the health care team, we focus here on physician–
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patient interactions. We are particularly interested in understanding what
is problematic in the circumstances that elicit judgements of patient non-
compliance from the perspectives of both the physician and the patient.
Towards that end, we explore a number of scenarios in which these judge-
mentsmay arise and try to understand the reasons for the patient’s behaviour
and for the physician’s decision to apply that label. Further, we consider the
implications for the patient–physician relationship of invoking a framework
that evaluates patient behaviours and choices in terms of compliance and
non-compliance. Finally, we suggest that a subset of the behaviours and
choices that the language of non-compliance now captures are not inherently
problematic. They ought not to be construed as non-compliance, but rather
as informed or uninformed refusals. In our view, the only situations that are
inherently problematic are those where the patient fails to comply with her
own choices which may or may not be consistent with directions from her
physician. A commitment to provide respectful health care requires that
these situations be dealt with in a way that enhances, rather than undermines,
autonomy-respecting, integrity-preserving patient–physician interactions.

The scope of compliance/non-compliance judgements

To situate the experience of women who are judged to be non-compliant
with respect to obstetrical advice, we review the range of advice that women
are likely to receive before, during and after pregnancy.

The advice

Medical advice about pregnancy and pregnancy-related behaviours begins
before conception. There are medical opinions on who should become
pregnant, when and under what circumstances. For example, women diag-
nosed with a serious medical condition that makes pregnancy extremely
hazardous for themselves and/or their fetuses (e.g. cyanotic heart disease,
brittle diabetes or AIDS) are among those who may be advised not to become
pregnant. Frequently these women require medication to control their own
illnesses, and in some cases their doctors worry that these medications may
have an adverse eVect on the developing fetus. Of equal concern are the
health risks to the women should they decide to stop or alter their medica-
tions during pregnancy. Particularly troublesome in this regard are cases of
mental illness such as schizophrenia or depression where women’s ability to
function in society is thought to be dependent upon continued use of the
prescribed medication. In such circumstances, women who choose to be-
come pregnant against medical advice are faced with the unpalatable choice

286 F. Baylis and S. Sherwin



of continuing their medication and risking the well-being of their future
child, or abstaining from its use for the duration of the pregnancy and
seriously risking their own health and independence.

For women who intend to become pregnant, there is also advice on the
timing of conception. From a medical point of view, it is best to bear children
in early adulthood (from late teens to early thirties). Pregnancy too late in a
woman’s life can increase the health risks to both the woman and the fetus.
For example, women over 40 years of age face an increased rate of gestational
diabetes and hypertension as well as an increased rate of fetal chromosomal
anomalies. Further, in some cases there will be patient-speciWc advice regard-
ing the timing of conception because of the woman’s particular health status
and needs. For example, a woman with severe cervical dysplasia could be
advised to delay pregnancy until her treatment was complete. Sometimes
advice about the timing of conception is followed, sometimes not; and
sometimes this is intentional, sometimes not.

In addition to the above, there is medical advice about a range of pre-
conception behaviours that may aVect the medical outcome of pregnancy.
For example, in the months before pregnancy it is important to eat a
well-balanced diet and take folic acid supplements to reduce the risk of spina
biWda and other neural tube defects. For this reason, family doctors and
gynaecologists post notices in their oYces directing women to consult them if
they are ‘thinking about becoming pregnant in the next fewmonths.’ Despite
extensive eVorts to educate fertile women about the beneWts of pre-concep-
tual folic acid however, many remain unaware of these beneWts. And among
those who are aware of the beneWts of folic acid supplementation there is still
a high rate of incorrect usage (Metson et al., 1995; Roberts, 1996).

Further, before pregnancy is initiated women will be advised to overcome
addictions to such dangerous substances as tobacco, crack cocaine, anabolic
steroids and solvents. From a medical perspective this advice is hardly
optional. From the woman’s perspective this advice, though sound, may be
impossible to follow; addictions are not simply about choice (Baylis, 1998).
Unfortunately, some physicians seem to have little appreciation for the
powers of addictions and become very angry with women who expose their
fetuses to harm for the sake of a smoke or a high. (For further discussion see
Chapter 8 by Susan Bewley.)

Once women do become pregnant, they are enjoined to become patients
and the medical advice they receive typically becomes more direct and
potentially overwhelming. Prenatal care usually includes advice on virtually
all aspects of a woman’s life, including:
∑ diet (eat plenty of green, leafy vegetables, consume lots of calcium,monitor

weight gain);
∑ exercise (do this in moderation, with some activities curtailed);
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∑ work, including unpaid housework (avoid exposure to dangerous chemi-
cals, heavy lifting; reduce hours and stress; in certain circumstances, give
up work altogether and remain conWned to bed);

∑ prescription and over-the-counter drugs (avoid most, take care with
others);

∑ tobacco (stop smoking and also avoid second-hand smoke)
∑ alcohol (avoid drinking)
∑ recreational drugs (stop);
∑ sex (continue as comfortable).

Further, women with pre-existing medical conditions that make pregnancy
particularly hazardous, and those who develop serious conditions such as
hypertension in the course of pregnancy, will receive much more urgent and
case-speciWc instructions. With due diligence, but varying degrees of success,
most women will try to follow these directives. Among those who fail, some
will be labelled non-compliant.

Also, during pregnancy women are likely to be given advice regarding
genetic counselling and testing, particularly if their pregnancy results from
the use of reproductive technologies, or if they are considered at above
average risk of giving birth to a child with a serious disease or disorder. This
latter category includes women of ‘advanced maternal age’, women with a
family history of genetic disease, and women who are members of an at-risk
community (e.g. elevated risk of Tay–Sachs disease among Ashkenazi-de-
rived communities). If a woman follows such advice and certain fetal
anomalies are detected, or the woman is found to be carrying multiple
embryos, more advice will likely be forthcoming (claims about non-directive
counselling, notwithstanding). In some cases, the woman may be advised to
terminate her pregnancy or undergo selective fetal reduction. In other cases,
as when the fetus has a major congenital anomaly that could be corrected in
utero, she may be encouraged to consent to fetal therapy or research
(Caniano and Baylis, 1999). Not surprisingly, women’s responses to such
advice varies considerably.

Doctors also have Wrm opinions about the best ways of managing the
potentially complicated and dangerous Wnal stages of pregnancy – labour and
delivery. The timing, mode and location of delivery are all subject to strong
medical advice and are frequently the source of serious contests of will
between patients and their doctors. For example, it is not uncommon for
some women to question their doctors about the wisdom of initiating and
continuing tocolysis for preterm labour or inducing labour for worsening
gestational hypertension (Lettrie et al., 1993). There can also be serious
disagreement regarding the need for Caesarean section, anaesthetic, episi-
otomy or forceps, as well as disagreement about the participants to be
involved in the delivery including the roles of midwife, labour coach and
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children. A patient’s resistance to medical preferences on such matters may
be interpreted as non-compliance on the part of worried and exasperated
physicians.

The location of delivery can also be a contentious issue. In North America,
particularly, doctors tend to be wary of home births. Further, depending
upon the circumstances of the pregnancy, physicians may want to insist that
women travel to a tertiary care centre fully equipped with all necessary
technology. For women in remote rural areas, these demands can be especial-
ly burdensome.

Finally, medical care does not end after women have given birth. The
postpartum woman will be advised to return to her family physician for
follow-up care to make sure that her uterus has involuted (returned to
normal size), there are no infections or cervical abnormalities (pap smear),
blood pressure has returned to normal, nutritional status is adequate, and so
on. At this time, the woman will receive advice about the appropriate period
of time to wait before becoming pregnant again and options for contracep-
tion. There will also be questions about, and advice relevant to, the mother–
child relationship, nursing, coping and general fatigue. As well, the new-
born(s) will be monitored to ensure adequate nutrition and appropriate
growth. The general expectation is that ‘good’ mothers will comply with
physician advice on how best to promote their own and their child’s health
and well-being.

Implications of the compliance and non-compliance
framework

As the above clearly shows, there is an overwhelming amount of expert
medical advice directed at women who are contemplating pregnancy or are
currently pregnant. Moreover, this advice is layered on top of abundant
general health advice (e.g. about good oral health, breast self-examinations,
stress management and so on), as well as advice about proper care of existing
children, households and partners. Few women will manage to follow all of
this advice and most will diverge at least to some degree from the directions
they are oVered. Happily, most women none the less will emerge from
pregnancy with their own health and that of their fetuses intact. Moreover,
many will escape the label of non-compliant. It is worth observing, then,
when physicians evaluate failure to act in accordance with medical advice in
terms of the compliance and non-compliance framework, and when they do
not.

It appears that judgements of compliance and non-compliance are re-
served for circumstances in which there exists a physician–patient relation-
ship or formal interaction. Since most healthy fertile women do not assume
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the role of obstetrical patient until they are pregnant and seeking routine
prenatal care, it is unusual for these labels to be invoked (with respect to
reproduction-related behaviours) prior to conception. Physicians may worry
about women who conceive outside of the ideal time frame, eat inadequate
diets, or consume dangerous substances – and some will make disapproving
moral judgements regarding those who Xagrantly ignore widely available
medical knowledge – but most doctors are unlikely to label such women
non-compliant. Failure to act in accordance with general directives for
initiating a healthy pregnancy may be regretted, and may even be construed
as evidence of poor judgement, but such failure is unlikely to be perceived as
non-compliance. It is quite a diVerent matter, however, when the women are
in the speciWc role of patient ‘under the care of ’ a physician (or clinic), where
failure to comply involves the rejection of patient-speciWc medical advice.

None the less, not all divergence from physician opinion will evoke the
label non-compliant. For example, the term is seldom used when the behav-
iour in question is within a morally contested realm such as prenatal genetic
testing. In the face of public and professional debates about the appropriate-
ness of the genetics agenda, refusal of genetic testing is generally tolerated.
Also, the label non-compliant is seldom used when patients demonstrate
excessive enthusiasm for medical interventions deemed unnecessary. For
example, patients who request Caesarean deliveries that their doctors do not
consider medically required may have their requests refused, but they are
unlikely to be seen as non-compliant. (See Chapter 17.) The same is true with
patients who request/demand an amniocentesis in the absence of profes-
sionally accepted risk factors. Thus, it appears that failure to act in accord-
ance with patient-speciWc medical advice is a necessary but not a suYcient
condition for being so labelled.

The label non-compliant is readily assigned, however, in cases where there
is a perceived risk of serious harm for the fetus or the woman that is avoidable
but for the woman’s failure to comply with her physician’s recommenda-
tions. The paradigm of non-compliance is women who continue to smoke or
drink (or sniV solvents, use crack cocaine or other illegal drugs) during
pregnancy, and women who do not defer to medical expertise during labour
and delivery (Greenwall, 1990; Lescale et al., 1996).

Some clear patterns emerge regarding judgements of compliance and non-
compliance. First, these judgements not only denote the existence of a
doctor–patient (or health care professional–patient) relationship (or formal
interaction), they also reXect certain assumptions about the nature of that
relationship. SpeciWcally, the framework of patient compliance and non-
compliance expresses a commitment to an implicit hierarchical structure
within medicine, in that these terms reXect an understanding of the doctor–
patient relationship as inherently unequal. The labels compliant and non-
compliant apply in cases where those with greater power have issued
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directives to those with less power, and these directives have either been
followed or set aside. In marked contrast, those with lesser power can only
make requests of those with greater authority. For example, patients who
refuse to act in accordance with physicians’ professional recommendations
can be deemed non-compliant with medical advice. On the other hand,
physicians who refuse to act in accordance with women’s requests may be
judged uncooperative, but not non-compliant. To be sure, it is possible for
physicians to be labelled non-compliant, but in their case it is not for failure
to respond to patients’ demands, but rather for failure to comply with
practice norms or professional guidelines, such as established protocols,
prescription standards or research criteria. (See, for example, Cheon-Lee and
Amstey, 1998; Helfgott et al., 1998.)

Furthermore, within the doctor–patient relationship the label non-com-
pliant does not simply record the patient’s divergence from prescribed
behaviours, it also expresses/implies disapproval of, and disappointment in,
the patient’s behaviour. When the label is invoked, there is a presumption
that something has gone seriously wrong in the relationship and that blame
should be assigned. Physicians applying the label non-compliant generally
intend to assign that blame to patients, particularly when patients refuse
interventions that are standard care. From the physician’s perspective such
refusals not only represent needless risks with the future well-being of the
patient and/or her oVspring, but they also create potential problems of legal
liability in the event of a ‘bad outcome’ and a later claim by the patient about
inadequate care. Not surprisingly, physicians may seek to distance themselves
from such responsibility.

Interestingly, however, much of the literature tracking this phenomenon
suggests that blame for patient non-compliance should rest with physicians
and not patients, since it is the responsibility of the former to inform properly
and educate patients and, in so doing, to convey adequately the importance
of conscientiously following medical advice (DiMatteo and DiNicola, 1982:
esp. p. 251). Jonsen, for example, argues that ‘[t]o refer to the problem as
compliance is to pose it as a problem of the behavior of patients and,
consequently, to seek its causes in the patient. In so doing, the sins of the
careless, irrational, authoritarian physician are visited on the heads of his
patients’ (Jonsen, 1979). Issues of blame and responsibility aside, there are
good reasons to question the labelling of patients as non-compliant. Labell-
ing particular patients in this way emphasizes the authoritarian nature of the
physician–patient relationship without usually producing ‘better’ patient
behaviour.

In addition, situating patient behaviours within a framework of compli-
ance and non-compliance discourages development of the trust that is
essential for a good doctor–patient relationship. In labelling a patient non-
compliant, the physician is expressing his/her distrust in the patient’s ability
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or motivation to make appropriate use of medical expertise. The term is
pejorative and often functions as an expression of exasperation at the pa-
tient’s ‘irresponsible’ behaviour. For her part, the patient may be sensitive to
any moral judgements surrounding her behaviour. She may be wary of
negative labels generally and, in particular, worried about being labelled
non-compliant and abandoned by her physician if she is judged unworthy.
Hence, she may feel anxious about being fully honest with her physician.
Rather than bringing her questions and concerns to the forefront, she may tell
the physician what she thinks he/she wants to hear and may also seek to
minimize the time spent with her physician in order to hide her ‘negative’
behaviour and avoid disapproving lectures.

Finally, the decision to invoke the framework of compliance and non-
compliance works against the goals of informed choice. It does not situate the
woman’s actions and choices in the context of her own life, but instead
constructs and evaluates the patient’s behaviour in response to her phys-
ician’s expressed views regarding the means necessary to achieve a ‘good
outcome’. The woman’s agency is reduced in that she is discouraged from
determining her behaviour on the basis of her own perception of what
constitutes a good outcome and how best to achieve it. She is expected to
follow passively medical instructions or to Wnd herself on the defensive,
accounting for her failure to do so. This situation, where consent is de
rigueur, is clearly at odds with the professed commitment to respect the
autonomous choices (i.e. informed consents and informed refusals) of pa-
tients.

In sum, the framework of compliance and non-compliance trades on the
unequal, hierarchical nature of the physician–patient relationship, poten-
tially denigrates patients, undermines trust, reduces patient agency, and
conXicts with the goals of informed choice. Given these problematic implica-
tions, it is curious that this framework is so prominent in obstetrics and other
areas of medicine.

A closer look at judgements of non-compliance

While there is wide variation among physicians in the appropriate use of the
term non-compliant, in general a physician will label a pregnant woman
non-compliant when she fails to act in accordance with expressed medical
advice that is believed to be of beneWt to herself or her fetus. The physician
worries that the woman’s behaviour unnecessarily increases the risk of
avoidable harm. In addition, other factors sometimes inXuence the phys-
ician’s decision to apply the label non-compliant. For example, some phys-
icians are personally aVronted by their patients’ unwillingness to follow their
advice; they interpret such action as evidence that the patient lacks respect for
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their medical expertise. Further, some physicians worry that failure to follow
their instructions may have serious economic consequences for the health
care or social services system. As such, physicians may invoke the label
non-compliant not only when they are concerned on behalf of their patient
and her future child, but also when they have concerns about their own
dignity and authority and/or about costs that will be borne by the state. And,
as noted earlier, physicians sometimes seek to protect themselves from legal
actions in anticipation of a preventable ‘bad outcome.’

For their part, patients generally will not know that they have been labelled
non-compliant, though they may experience the consequences of this labell-
ing and not be able to make sense of their situation, especially if that label
follows them through subsequent medical encounters. Some patients, how-
ever, will know that they have been labelled and will be angry about this,
particularly if from their perspective the medical advice oVered is insensitive
to their circumstances and an unjust basis for the negative judgement that
follows.Other patients will be more upset than angry, and may internalize the
implicit negative moral judgement. That is, the labelling may engender guilt
and undermine self-esteem. We note here that even though countless studies
demonstrate that patients in all areas of medicine routinely diverge from
medical directives and that judgements of non-compliance are common
throughout medicine (Sackett and Snow, 1979; Cramer and Spilker, 1991),
these judgements take on a particular urgency in obstetrics. This is because a
non-compliant pregnant patient is thought to be risking not only her own
health, but also the well-being of the future child she is expected to be
nurturing. Social stereotypes that demand that women be self-sacriWcing for
the sake of their (future) children judge women especially harshly if they fail
to make all reasonable eVorts to protect the health of their developing fetuses.
It is one thing to be bad at caring for oneself. It is generally considered a far
greater Xaw for women if they are bad at caring for their (future) children.
These judgements are not entirely external. Women tend to internalize the
social messages of good mothering and pregnant women may well feel
guilt-laden if they suspect their own behaviour could harm their future
children.

To understand better the problems that the compliance and non-compli-
ance framework is meant to capture, and to help set the stage for an
alternative approach, we review a fairly standard range of behaviours is which
patients fail to follow the speciWc advice of their doctors. In identifying these
behaviours, we are particularly interested in understanding whether patients
and physicians agree about the nature of the problem. Our aim is to see if
other responses might better address the perceived problem than the pejorat-
ive labelling represented by judgements of non-compliance and to determine
whether the situations might be better described according to alternative
frameworks.
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Deliberate refusals: value conflict

As noted above, women sometimes make a deliberate decision to reject their
physicians’ advice because it runs contrary to their values. For example, a
woman who has undergone infertility treatment and is carrying three or
more fetuses may be advised to submit to selective termination in order to
increase the chance of a healthy pregnancy, uncomplicated delivery and the
birth of healthy infants. If she is adamantly opposed to abortion, however,
she will reject the advice out of hand, as it is in direct conXict with her
deep-seated values. As long as the values that the woman is following are clear
and accepted within the culture, she is unlikely to be labelled non-compliant.
None the less, she may experience less support from her physician as tensions
mount because of potential harms associated with her choice. In the abstract,
most physicians will formally acknowledge a patient’s right to make her own
deliberate value choices; in practice, though, some will Wnd it extremely
diYcult to demonstrate full respect for what they perceive to be poor choices.

Deliberate refusals: epistemological conflict

In other cases, women may agree with the values that inform the physician’s
recommendation (e.g. promotion of their own health and that of their
fetuses), but question the medical knowledge on which that advice is based.
Medical knowledge is, after all, imperfect and continually subject to revision
and re-interpretation. Consider, for example, how in the past 100 years
medical advice regarding morning sickness has changed. In 1899, a pregnant
woman might have been advised to take cocaine for nausea (ten minims of a
three per cent solution), and to sip champagne to prevent vomiting (Merck,
1899). In the 1950s, tragically, thousands of women worldwide were advised
to use thalidomide to control nausea in pregnancy until the disastrous eVect
on the fetuses’ developing limbs became evident. Current wisdom is that soda
crackers and a soft drink will frequently relieve nausea (Merck, 1999:
pp. 2021–2). Similarly, in recent decades advice on weight gain during preg-
nancy has varied dramatically: Wrst, women were told that all weight gain was
good; subsequently, they were told that weight gain should not exceed the
estimated total weight of the placenta and the baby; today, most women of
average weight are advised to strive for a weight gain of between 25 and 35
pounds (c. 11 and 16 kg).

Not only are there inconsistencies over time with respect to the informa-
tion on which medical advice is based, there are sometimes also signiWcant
inconsistencies among physicians at any one point in time. For example,
there is signiWcant variation in rates of Caesarean deliveries, use of fetal
monitors, and numbers of ultrasounds performed in diVerent geographical
centres. Not surprisingly, such diVerences in professional practice patterns
undermine patient conWdence in expert medical opinion.
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A second reason for some women to doubt medical knowledge is evidence
of past mistakes. In the 1950s, for example, women considered at risk for
miscarriage were advised to take DES (diethylstilboestrol) to reduce the
likelihood of miscarriage, even though research failed to establish its eVec-
tiveness at this task. The tragic consequences of such marketing include an
exceptionally high frequency of genital cancers among the young adults
whose mothers took DES while they were pregnant. As this and other
mistakes clearly demonstrate, medical opinion sometimes rests on incom-
plete and inaccurate data.

Finally, women may also doubt medical knowledge because they ‘know’
better, as when their lived experience (or that of a family member or close
friend) contradicts medical dicta. A woman advised to exercise during
pregnancy because this will help ease the labour may deny this claim based on
personal knowledge – e.g. she may have experienced a long hard labour with
her last pregnancy, despite having followed medical advice regarding exer-
cise. Similarly, a woman informed of the need for a Caesarean delivery may
remember having a successful vaginal delivery after having been told once
before of the need for a Caesarean.

In addition to any doubts that women may have about the validity of
particular medical knowledge, there may also be disagreement with the
(problematic) epistemological assumption held by many physicians that
medical knowledge is preferable to other forms of knowledge and should
always be privileged. As feminist epistemologists have argued, there are
multiple ways of knowing; scientiWc knowledge is one form among many. It
is a particularly useful way of promoting some forms of understanding, but it
cannot account for all types of important information. Experiential, and
particularly, embodied ways of knowing provide other essential kinds of
knowledge that cannot always be accessed through scientiWc methods. In the
complex, embodied experience of pregnancy, women must depend upon
both scientiWc and experiential forms of knowledge (Abel and Browner,
1998).

For many women an important test of whether their doctor values experi-
ential knowledge is if the doctor is attentive to (and validates) the reports
about their experiences through pregnancy. To care well for their obstetrical
patients, physicians need to listen carefully to women’s descriptions of their
bodily experiences. If this is a repeat pregnancy, for example, they should be
interested in learning what is diVerent in this experience from that of earlier
pregnancies. Often, it is women’s own reports that give the Wrst indication of
complications or diYculties in a pregnancy. Physicians who disregard
women’s reports or concerns about their embodied experience in favour of
abstract, scientiWc knowledgemay Wnd that their own advice is disregarded in
turn because their patients do not believe it was based on all relevant
information.
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Deliberate refusals: distrust

Some women who intentionally reject medical advice do so not because of
conXicting values, or problematic knowledge claims, but rather because of a
deep-seated mistrust of physicians and the medical profession as a whole.
There is some evidence, for example, that African-Americans who reject
medical advice sometimes do so in part as ‘a response to racially diVer-
entiated histories and sentiments concerning medical intervention and ex-
perimentation’ (Rapp, 1998, p. 147). In some jurisdictions, women from
ethnic-racial minorities are much more likely to be encouraged to accept
sterilization as a form of contraception than are women who are part of the
dominant social group (Lopez, 1998). So, too, are women with serious
mental or physical disabilities. Poor women, especially those dependent on
welfare, are subject to intense monitoring and regulation by the state in many
aspects of their private life, and may assume that the physician is simply one
more agent of the state, intent on extending the state’s control ever further
into their lives. Lesbian women may sense their doctor’s disapproval of their
plans to raise children in a non-standard family. And women with serious
addictions, especially those with criminal records, may expect that the phys-
ician has only contempt for them and little concern for their welfare.Women
from these various social groups have reason to see physicians as representing
a culture that is hostile to them; hence, they may distrust the physician’s
commitment to their well-being and that of their children. Under such
pervasive conditions of distrust, it is diYcult to see why women would
choose to follow medical advice unless the value to them of doing so is made
very clear to them.

Failure of understanding

There are other cases, however, which diVer markedly from the previous
examples where patients deliberately decide against accepting medical advice.
SpeciWcally, there are many cases in which patients do not follow medical
advice simply because they do not fully comprehend the recommendations
or instructions they have been given or the reasons behind them. Consider,
for example, patients who are taking prescribed medications at the wrong
times or in the wrong ways (Lasagna and Hutt, 1991). Another classic
example of this problem is missed appointments. A recent study of high-risk
pregnant women who failed to keep appointments at an obstetric complica-
tions clinic documents a failure to understand the underlying medical condi-
tion, the possible impact of this condition on the health of the fetus and the
beneWts of attending the clinic (Blankson et al., 1994).

Failure of understanding also colours many decisions regarding prenatal
testing where patients who are not scientiWcally literate may have diYculty
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deciphering the language. Consider, for example, the counter-intuitive use of
the medical phrase ‘positive test result’ to denote a negative outcome. There
are also patients who will have diYculty with statistical thinking and who
may forgo or accept testing having misunderstood the risk of miscarriage or
the risk of carrying a fetus with a chromosomal abnormality.

Inadvertent non-compliance

There are other, more complicated reasons for patients’ failure to act accord-
ing to medical directives, as well. It is not unusual for a patient and physician
to agree on the goals of the medical advice, and the legitimacy of the
knowledge base upon which it rests. As well, the patient believes in the good
will of the physician, understands the advice given and agrees that it should
be followed. Nevertheless, the patient does not act in accordance with the
medical advice. One reason for this behaviour, as noted earlier, is that there is
just too much advice directed at pregnant women and it is simply not
practical for anyone to follow it all. It is not a deliberate rejection of the advice
but just a reXection of other aims and commitments guiding her activities as
well as medical interests.

Medical attention often focuses on speciWc behaviours without consider-
ing the full range of concerns and constraints that structure patients’ lives.
Consider for example, patients whose jobs depend on working long and
unpredictable shifts. They may not eat properly, get adequate exercise or be
able to keep their doctors’ appointments. They may appear irresponsible to
doctors who do not appreciate the lack of control these women have over
their time. Similarly, pregnant women who work in unhealthy environments
may not be able to change jobs and for Wnancial reasons may not be able to
quit working. They may be judged non-compliant if they have been advised
that the workplace exposes the developing fetus to toxic substances. Another
example of this problem is women who develop diabetes during pregnancy.
They will need to learn to test their blood sugar levels frequently, to eat at
regular intervals, to modify their diet signiWcantly, and perhaps to administer
insulin daily. They can agree with their physicians about the medical need for
such adjustments, but still Wnd that the stresses of daily life make adaptation
to the recommended regimen very diYcult. The demands of work, children,
and possibly poverty may militate against their ability to meet some of these
prescriptions. Further, their own conXicting emotions about having such a
serious disease may foster ambivalent attitudes about fully acknowledging
and addressing their state (Martins, 1999).

For other women, apprehension (possibly engendered by a failure of
understanding) is another reason for diverging from recommended actions.
For example, fear of amniocentesis, chorionic villus sampling and per-
cutaneous umbilical cord sampling is often the reason for missed prenatal
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diagnosis appointments. In addition, some womenwill not have access to the
support system necessary for them to comply with medical advice – for
example, if they have serious addictions they may not be able to stop
consuming the dangerous substance(s) on their own, and there are very few
treatment programs willing to accept pregnant women.

In yet other cases, patients have diYculty explaining, even to themselves,
the reasons for their failure to follow medical advice and feel very confused
about their competence as future mothers. The underlying assumption with
compliance and non-compliance judgements is that patients are purely
rational beings who will follow medical advice if it is fully explained to them
and they understand the likely consequences of their behaviour. Yet human
beings are more complex than this simplistic picture suggests. Our actions
reXect both conscious and unconscious motivations and our reasons for
action are not always transparent to us. The biomedical model suggests that
experiences should all be subject to rational evaluation and control, but daily
life makes it evident that the experience of pregnancy cannot be reduced to
this model without losing important dimensions. Emotional and physical
experience – yes, even ‘intuitions’ – need to be acknowledged as part of a
patient’s motivational structure.

Judgments of non-compliance in review

In the ideal physician–patient relationship, responses to medical advice
should be mutually satisfactory, based on mutual respect, mutual under-
standing and mutual responsibility. There is no need to speak of non-
compliance, since patient and physician come to an agreement on an accept-
able and realistic plan. This ideal is not always attainable, however, and
sometimes a consensual regimen cannot be negotiated, or, if it can be
negotiated, it cannot always be precisely followed. Typically, this is when
judgements of non-compliance are invoked.

From a physician perspective, the problem with each of the Wve categories
of behaviour described above is the patient who ignores or rejects medical
advice aimed at protecting and promoting her own and her fetus’s health and
well-being. SigniWcantly, however, the nature of the problem varies with the
perspective taken. From a patient perspective, a description of herself as the
problem might only apply when failure to act in accordance with the advice
received is inadvertent.When a pregnant womanwants and intends to follow
her doctor’s recommendation(s), but for one or more reasons is unable to do
so, she (like her physician) may perceive herself as the problem. On the other
hand, when there is a failure of understanding or a deliberate rejection of
medical advice – because of a value-conXict, an epistemological conXict, or
distrust – the patient may instead describe the problem in terms of physician
limitations. For her, the problem is the physician who attempts to pressure
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her to comply with medical advice by reproaching her for her ‘bad’ behav-
iour, who unfairly judges her to be irresponsible, who treats her with
suspicion in anticipation of further ‘mistakes’, or who appears to question
her capacity for autonomous decision-making.

When patients choose not to conform to medical advice, physicians need
to look for integrity-preserving ways of providing their patients with respect-
ful health care. At the very least, this would involve ‘no-fault’ attitudes
towards behaviour that diverges from what has been recommended (Fink,
1976). More speciWcally, when patients intentionally refuse medical advice,
their behaviours and choices should be respected; to do otherwise is to
misunderstand fundamentally where decision-making authority ultimately
rests. Such cases should be clearly understood as patients choosing diVerently
than their physicians might hope, not as instances of failures to comply with
the instructions of a higher authority.

On the other hand, when patients do not conform to medical advice
because they do not understand their situation and the available options
before them, physicians should strive to help them make sense of the options
before them, perhaps in a context of shared decision-making (Brock, 1991).
Here, the aim is to help patients make responsible decisions by providing
them with a full understanding of the relevant and available information,
including the implications of their own behaviour.

Finally, when patients have understood their options and have chosen to
followmedical advice but then fail to do so – for reasons they may or may not
understand – they need to be engaged and empowered so that they can
identify and eVectively pursue their own short- and long-term goals. This is
not about better educating or motivating patients or more eVectively coun-
selling or persuading them to pursue a particular course of action, but is
rather about developing creative strategies for dealing with obstacles that may
not be evident or acknowledged by either the patient or her physician.

In this schema, there is no place for the language of compliance and
non-compliance – language that is imbued with the hierarchy of medicine
and thus is fundamentally at odds with the commitment to promote agency
and respect the autonomous choice of patients. Such language inappropriate-
ly obscures that which is important, namely, the context within which, and
the reason(s) why, a patient does not conform with medical advice. To
fashion an ethically acceptable response to situations where patients do not
follow medical advice, it is necessary to understand the patient’s motives and
life setting, the legitimacy of goals other than the pursuit of health, and the
limits of individual physicians and of medicine more generally. Seeking
appropriate targets for blame inhibits rather than facilitates this task. Follow-
ing the patient’s sense of agency and control is more consistent with a
commitment to respectful patient care, and, moreover, helps to support the
patient’s own desire for achieving a healthy pregnancy.
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Do new reproductive technologies benefit or
harm children?

Christine Overall
Department of Philosophy, Queen’s University, Kingston, Canada

In the recent ethical and social scientiWc literature on new reproductive
technologies (NRTs) and practices there is not much discussion about their
impact on children (e.g. Birke, Himmelweit and Vines, 1990; Iglesias, 1990;
Marrs, 1993; Robertson, 1994; Hartouni, 1997; Steinberg, 1997). As the Wnal
report of the Canadian Royal Commission on New Reproductive Technolo-
gies (Royal Commission on New Reproductive Technologies, 1993: p. 42)
puts it,

There is a dearth of information about, for instance, the direct outcomes of being
conceived through assisted reproduction. Physical outcomes are important to moni-
tor, but there may also be emotional and psychological outcomes to being born
through the use of assisted methods of conception. For instance, we know very little
about the eVect on a child’s sense of identity and belonging of being born through
assisted insemination using donor sperm or following in vitro fertilisation using
donated eggs.

Books and anthologies written from a feminist perspective mostly emphasize
the eVects of NRTs on women (e.g. Rowland, 1992; Spallone, 1989). None the
less, there is a connection, in reproductive issues, between the status of
women and the status of children. This connection is explicitly recognized
within the United Nations Declaration of the Rights of the Child (United
Nations, 1959), which calls for ‘special care and protection’ both for children
and for their mothers, ‘including adequate prenatal and postnatal care’
(Principle 4). Hence, it can plausibly be argued that if NRTs either beneWt or
harm women, then their children may be comparably aVected. For example,
the criminalization of maternal substance abuse indirectly threatens the
well-being of children, since the threat of criminal prosecution may deter
pregnant women from seeking medical care (Blank and Merrick, 1995:
p. 165).

In this chapter I evaluate, from a feminist perspective, a number of
arguments about the direct beneWts and harms of reproductive technologies
and practices with respect to children. As a moral touchstone for their
assessment, I use the United Nations Declaration of the Rights of the Child,
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which sets forth, in a reasonably clear and uncontroversial fashion, some
basic and essential moral entitlements for children everywhere, entitlements
that are widely acknowledged, even if they are not always acted upon.

I shall conWne my discussion to the western world, since that is the context
in which most of the arguments on both sides have been advanced. For the
purposes of this chapter I deWne a ‘child’ as a human oVspring, from the time
of birth up until the end of adolescence. For reasons I shall not explore here, I
do not regard a human embryo or fetus as an infant or child; hence I reject the
approach taken, for example, by Jerome Lejeune, who claims, in the title of
one of his papers, that ‘Test Tube Babies are Babies’ (Lejeune, 1992). None
the less, what is done to embryos and fetuses obviously can aVect the children
they may become. For this reason, the treatment of embryos and fetuses can
be highly relevant to – although it is not identical with – the issue of the
treatment of children.

Alleged benefits of NRTs and practices

It is important to notice that NRTs and practices are rarely defended in terms
of arguments about direct alleged beneWts for children. The focus of argu-
ment is almost always on potential parents, both women and men, and what
they will receive. However, there are a few recurrent claims about the beneWts
of NRTs to children that deserve attention. Three main beneWts are repeat-
edly cited: existence itself; loving, motivated, prosperous parents; and the
avoidance of disabilities.

Existence itself

One prominent argument is that technologies such as IVF (in vitro fertiliz-
ation) are a beneWt to oVspring since without the technologies, some children
wouldn’t exist – even if their existence includes physical or psychological
health problems and/or disabilities. Existence itself is a beneWt conferred by
NRTs upon some lucky children. Thus, John Robertson, a prominent de-
fender of the use of NRTs, argues that however diYcult the problems may be
arising from a life created through reproductive technology, that life is
unlikely ever to be so bad as to be not worth living (Robertson, 1994: p. 76).
He states, ‘Whatever psychological or social problems arise, they hardly rise
to the level of severe handicap or disability that would make the child’s very
existence a net burden, and hence a wrongful life’ (Robertson, 1994: p. 122).

How should we assess this argument? ThomasH. Murray points out that if
it is accepted without analysis, then virtually no ‘novel method of bringing
children into the world’ could be morally condemned (Murray, 1996: p. 37).
The argument implies that criticizing a reproductive technology requires
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showing that the children thus created would have been better oV never
having been born. Of course it seems true that being alive is usually good; I
have little doubt that most children created through NRTs and practices are
glad to be alive. Still, this argument should not be allowed to trump all other
evidence about possible harms generated by reproductive technologies.

For it would be a moral and conceptual mistake to assume that there are
children who would have missed out on a beneWt – life – if not for NRTs. It is
not as if children exist in a limbo, waiting to be given the opportunity to live
via NRTs. Never having existed would not make some hypothetical child
worse oV; there is no child to harm (ParWt, 1984: p. 487). So, even if coming
into existence is a type of beneWt, failing to come into existence is not a harm.

Having life is the precondition that makes all other beneWts – and harms –
possible. If a child suVers illness or disabilities because of the circumstances of
his or her conception or prenatal existence, then we seem to have harmed
him or her, in the process of beneWting him or her by causing his or her
existence. It is arguable that every person has an interest in possessing a
healthy, non-disabled body. If the damages incurred at conception are
suYciently great, there seems to be virtually no beneWt to the child at all.

I conclude that, from a perspective before conception of a child, life is not a
beneWt, since there is no one to beneWt; only from the perspective after
conception has occurred is life arguably a beneWt – and then, only if the life is
not heavily damaged through the process of conception itself. Causing
someone to exist is not a beneWt, since there is no one to beneWt; but once the
person exists, she or he has life, which is usually a good thing.

Loving, motivated, prosperous parents

A second alleged beneWt claimed for NRTs is based on the ostensible charac-
teristics of the parents. Prospective parents who use NRTs are often prosper-
ous, seem really to want children, are in some instances supposedly assessed
for stability, and are ready to have children. More simply, the claim is that
NRTs beneWt (potential) parents, who want children (Snowden and Mitchell,
1983: p. 76; Macklin, 1994: p. 56) and are pleased to have them; hence they
indirectly beneWt the resulting child.

This argument usually takes its most explicit form in the context of debates
about so-called surrogate motherhood, or what I prefer to call contract
pregnancy, where the claim is made that the children resulting from the
contract receive all the beneWts of life within middle-class or wealthy families,
who are equipped to provide the material, social and intellectual privileges
seldom attained in working-class families. Thus, the American Fertility
Society (1990: p. 312) claims,

Even if there are psychological risks, most infertile couples who go through with a
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reproduction arrangement that involves a third party do so as a last resort. In some
cases, their willingness to make sacriWces to have a child may testify to their worthi-
ness as loving parents. A child conceived through surrogate motherhood may be born
into a much healthier climate than a child whose birth was unplanned.

However, this argument is not persuasive. Its classist bias is immediately
obvious: the assumption is that life in a middle- or upper-class family is
inevitably a greater beneWt to a child than life in a working-class family. This
assumption worked to the disadvantage of Mary Beth Whitehead, a working-
class woman, when she sought custody of her biological daughter, so-called
‘Baby M’, whom she contracted to create for William Stern, a well-oV

professional.
More signiWcantly, perhaps, the argument assumes that would-be parents

who resort to NRTs and practices are especially motivated and beneWcent
toward their subsequent children. However, as I shall suggest later, there are
also reasons to be concerned about the motives and goals of these people.
And, at the very least, there is no empirical evidence that I know of to suggest
that they make better parents than those who do not use technology in
reproduction.

Avoidance of disabilities

The third main beneWt claimed for some NRTs and practices is that they can
help to reduce or eliminate disabilities in children (Tauer, 1990: p. 75). For
example, Deborah Kaplan (1994: p. 50) lists several possible beneWts to
children of prenatal diagnosis (PND) and treatment. First:

Prevention or amelioration of the disability using methods such as treatment through
dietary changes or supplements for the mother or infant; prenatal treatment of the
fetus through pharmaceutical or surgical interventions; other forms of treatment or
therapy for the infant that occur after prenatal diagnosis.

Second:

Prevention of family disruption through prenatal preparation by family members.
This can entail obtaining information about the diagnosed condition and its conse-
quences through reading or through talking to families who have children with
similar disabilities or to adults who live with the disability themselves. It may also
include such means as Wnding out about available public or private resources or forms
of assistance, purchasing equipment, or making home modiWcations.

So, the suggestion is that the technologies of prenatal diagnosis beneWt
children directly through the prevention and amelioration of disabilities, and
indirectly, by assisting parents. These claims seem justiWed.

However, it would be a mistake to accept the related claim, made by some,
that NRTs produce better, or even perfect, babies (Spallone, 1989: pp. 113,
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117; Snowden and Mitchell, 1983: p. 77); that, for example, babies generated
by IVF or donor insemination (DI) using sperm from gifted fathers are
smarter or prettier (Scutt, 1990: p. 285). There is no clear evidence to support
these claims. And there are reasons to be cautious about them, since, as I shall
later show, they betray a eugenicist agenda.

Possible harms of NRTs and practices

I turn now to those arguments that claim that NRTs and practices harm
children. These claims arise from asking, what kind of future do NRTs give to
children, speciWcally to those born as a result of them, but also to other
children who may be aVected by the attitudes that NRTs foster?

Some claims about harms to children of NRTs are not plausible. For
example, I am unpersuaded of the necessity, insisted upon by some Roman
Catholic critics of NRTs, of ‘naturalness’ in reproduction, and of marriage as
the ideal or the only moral site for the raising of children (Iglesias, 1990:
p. 159). For if naturalness is the criterion of moral acceptability, then many
medical interventions are morally unjustiWed. If marriage is the criterion, it is
hard to account for the growing number, and evident success, of common-
law relationships in which children are being born and raised.

Among the problems of NRTs for children that I think are serious are Wve
that deserve special examination: the emphasis on a genetic link with one’s
oVspring and the possibility of eugenicist tendencies in the application of
reproductive technologies; the sexism of sex preselection and the hetero-
sexism and racism of selective access to NRTs; the possible dangers to
children’s health of some reproductive techniques; the selling of children
through contract pregnancy arrangements; and the violation of the right of
children who are created through sperm or egg ‘donation’ or contract
motherhood to know the identity of their progenitors.

Genetic links and eugenicist tendencies

The motive behind many new reproductive technologies and related prac-
tices (e.g. contract pregnancy and IVF for male subfertility problems) is the
goal of obtaining, particularly for the potential father, a genetic link with
one’s oVspring. But this emphasis on a genetic link is thought by some
commentators to reinforce a cultural notion of the child as possession, as a
form of property. When producing (better) babies is treated as a business
opportunity, infants are seen as commodities, as consumer goods marketed
to the infertile (Rowland, 1992: pp. 3–4, 243).

Such a view of children is arguably incompatible with Principle 2 of the
United Nations Declaration of the Rights of the Child (United Nations,
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1959), which mandates ‘opportunities and facilities’ to enable children ‘to
develop physically, mentally, morally, spiritually, and socially in a healthy
and normal manner and in conditions of freedom and dignity’, and also with
the recognition in Principle 6 that children need ‘love and understanding’ for
‘the full and harmonious development’ of their personalities.

The result of the longing for children, especially children of a certain kind,
a longing which, to some extent, NRTs exacerbate, could be the generation of
performance pressures on children to live up to parental expectations. Such
pressures seem inconsistent with the spirit of Principle 7 of the United
Nations Declaration of the Rights of the Child, which states that the ‘best
interests of the child shall be the guiding principle of those responsible for his
education and guidance.’

A related concern, frequently expressed in the literature by feminist theor-
ists, involves worries about eugenicist tendencies generated by the use of
techniques of prenatal diagnosis (e.g. Birke et al., 1990: p. 184; Bopp, 1990:
pp. 205–7). The concern is both for general eVects on children (Blank and
Merrick, 1995: p. 101), with the fear that the quest to improve the characteris-
tics of infants may cause psychological hardship and exacerbate the com-
modiWcation of children, and also, more speciWcally, for the negative impact
of the existence and use of prenatal diagnosis on children with disabilities,
who may be made to feel that they are mistakes who should never have
existed (Kaplan, 1994; Murray, 1996: p. 132), and who may be made less
welcome within this culture.

In response to the latter claim, however, the Canadian Royal Commission
on New Reproductive Technologies argues that it ‘does not seem likely’ that
‘funding for PND will aVect the funds available for social support for people
with disabilities’ (Royal Commission on New Reproductive Technologies,
1993: p. 800). Their reason is that PND has little aVect on the incidence of
disabilities (Royal Commission, 1993: p. 799), and people who seek PND
may already have a child with disabilities whom they love: ‘[E]vidence
suggests that in countries where PND is practised, there is greater rather than
less interest in the welfare of people with disabilities as a result of increased
medical and social awareness of their needs and rights’ (Royal Commission,
1993: p. 802).

My own view is that it is not inevitable or necessary that the use of PND for
fetal impairment will lead to the devaluing of children with disabilities.
Indeed, the informal evidence suggests that even while the use of PND is
growing, attempts to integrate people with disabilities within ‘mainstream’
culture, while at the same time providing for and supporting their diVeren-
ces, are also growing. Although I am concerned about the potential com-
modiWcation of children caused by the use of NRTs, I agree with Ruth
Chadwick, who argues, ‘If we say that it is better, all things considered, to
produce a child who is not handicapped rather than one who is, this does not
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commit us to saying that handicapped children are less worthy of respect. It is
just that, other things being equal, it is preferable for the individual, the
family, and the society’ (Chadwick, 1992: p. 112). The use of NRTs and
practices to reduce or ameliorate disabilities seems acceptable, provided it
can be separated from the expectation or use of NRTs to ‘perfect’ oVspring or
to set inappropriate standards for the health, achievements and acceptability
of children (Murray, 1996: pp. 133–7).

Sexism, heterosexism, racism and NRTs

Another possible danger of NRTs and practices is connected to invidious
forms of discrimination. For example, in the practices of sex selection and
preselection, children are being sought or avoided on the basis of their sex.
Some commentators have worried that the resulting childrenwill be expected
to conform to certain gender stereotypes; to be ‘real girls’ or ‘real boys’. Gena
Corea suggests that the social validation of the role of ‘surrogate mother’ also
raises a general problem of sexism: ‘Is it in the best interests of female
children to be born into a world where there is a class of breeder women?
How damaging might that be to the self-esteem of girl children?’ (Corea,
1990a: p. 159).

Based on its own surveys, the Royal Commission claims that in Canada
‘most prospective parents expressed a weak preference for an equal number
of sons and daughters’ (Royal Commission, 1993: p. 890). While the Com-
mission takes this Wnding as evidence of the absence of sexism in oVspring
choice, I believe we should be uneasy. A truly gender-indiVerent parent
would probably not care about the balance of girls to boys. Certainly, a
preference for equal numbers of boys and girls could lead to disappointment
if, for example, only girls are born.

Moreover, within the practice of assisted reproduction, the pronounced
tendency to favour heterosexual relationships, and in some jurisdictions, to
explicitly deny DI or IVF to lesbians (Rowland, 1992: p. 251), socially sanc-
tions a blatant form of discrimination which, in addition to its injustice to
lesbians, may also harm children who are growing up with lesbian or gay
parents.

In addition, the motive to preserve racial lines, avoid miscegenation, and
protect the interests of white people over those of people of colour is another
form of discriminatory behaviour revealed within some reproductive practi-
ces. For example, the solicitation of ‘donor’ ova often invokes racial criteria –
only ‘Caucasian’ potential ‘donors’ need apply. Moreover, the principles and
precedents governing the legal resolution of disputes about contract preg-
nancy show that racial bias is an active ingredient in determining who is
considered to be the ‘real’ parent of a contractually produced child. In the
dispute between Mark and Crispina Calvert, a white man and Filipina
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woman, and Anna Johnson, a black woman who gestated their embryo and
then claimed to bond with the child she bore, the debate was framed to call
into question the reality of any feeling a black woman might have for an
unrelated putatively white child (Hartouni, 1997: pp. 94–6). Once again, the
enactment of prejudice and stereotype – this time on the basis of race – is
unlikely to have positive outcomes for children, especially those who are
being raised within so-called ‘mixed-race’ families.

I suggest that discriminatory practices within the applications of reproduc-
tive technologies are incompatible with the spirit of Principle 10 of the
United Nations Declaration of the Rights of the Child (United Nations,
1959), which mandates the protection of children from all forms of discrimi-
nation.

Possible dangers to children’s health

Principle 4 of the United Nations Declaration of the Rights of Children
(United Nations, 1959) says that children are entitled to ‘grow and develop in
health’, and that children have a right to adequate medical services. But some
commentators suggest that children’s health is potentially jeopardized
through certain reproductive technologies and practices. For example, in
donor insemination, the existence of uneven standards and ‘unsafe practices’
with respect to sexually transmitted diseases and genetic diseases may com-
promise the health of the resulting children (Royal Commission, 1993:
p. 471). Questions have also been raised about the potential for transmission
to children of genetic diseases as a result of the use of intracytoplasmic sperm
injection (ICSI) to treat male infertility (Tripp et al., 1997). In addition, it is
argued that the experimental use of hormones in conjunction with NRTs
may have long-term, unforeseen eVects on the oVspring (Rowland, 1992:
pp. 50–2), much as the long-term eVects of the hormone diethylstilboestrol
(DES) were unforeseen.

Another signiWcant potential danger of NRTs to children arises from being
conceived as part of large multiples. The use of IVF, with the return of several
embryos to the woman’s uterus, increases the likelihood of multiple preg-
nancy (Templeton and Morris, 1998). But multiple pregnancy is not an
optimal gestational condition. (See Chapter 16.) There is a greater risk of
ectopic pregnancy, spontaneous abortion, pre-term delivery, low birth
weight, Caesarean section, and stillbirth in IVF and GIFT (gamete intra-
fallopian transfer) pregnancies (Baird, 1992; Rowland, 1992: pp. 46, 64–5).
Low birth weight can result in breathing problems, and low birth weight
infants are more likely than normal weight infants to have cerebral palsy,
poor eyesight, short attention span, poor learning skills, hyperactivity, read-
ing diYculties and poor co-ordination and motor skills in childhood (Royal
Commission, 1993: p. 528).
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Moreover, being born as part of a multiple may not result in optimal
conditions for growing up, depending on the amount of practical help and
Wnancial assistance the parents receive (Raymond, 1992: p. 67; Royal Com-
mission, 1993: p. 529): ‘In one example, Hon Campbell in North London was
virtually housebound for a year with her triplets. In 1989, one Perth woman
had to relinquish three of her quads for adoption because of the strain
associated with their unwanted arrival’ (Raymond, 1992: p. 67). It is import-
ant to point out that all of these risks are, of course, undertaken without the
consent of the children themselves, let alone their knowledge and under-
standing.

Contract pregnancy and the sale of children

One practice in which children are arguably harmed and their rights certainly
violated is in contract pregnancy arrangements, in which children are bought
and sold. The evidence for the claim that a purchase occurs lies in the fact that
contracts stipulate that the full sum will not be paid if the child is stillborn;
the complete fee is paid only on delivery of a living baby.

In earlier work (Overall, 1987, 1993) I have argued that the buying and
selling of infants, no matter what the context, is a form of slavery, and hence
morally inexcusable. It is in clear contravention of Principle 6 of the United
Nations Declaration of the Rights of the Child, which states, ‘a child of tender
years shall not, save in exceptional circumstances, be separated from his
mother.’ It seems unlikely that the United Nations would be willing to regard
a contract for selling the child as constituting a genuinely ‘exceptional
circumstance’, for Principle 9 of the Declaration states clearly that the child
‘shall not be subject of traYc, in any form’.

Defenders of so-called ‘surrogacy’ arrangements have argued that the
practice is not baby-selling because:

the resulting child is never in a state of insecurity. From the moment of birth, he or she
is under the care of the biological father and his wife, who cannot sell the child. . . .
Moreover, no matter how much money is paid through the surrogacy arrangement,
the child, upon birth, cannot be treated like a commodity – a car or a television set.
Laws against child abuse and neglect come into play. (Andrews, 1990: p. 176.)

True, the practice of contract pregnancy does not mean that the child is
necessarily treated badly; ‘Many material objects, after all, are treated with
respect and kept for a long time; but they are objects nevertheless’ (Capron
and Radin, 1990: p. 63). But it does mean that in these arrangements, the
child is treated as no more than a means to an end (Royal Commission, 1993:
p. 677), the end being the purchasing father’s acquisition of a child. Contrary
to ordinary adoption practices, the ruling criteria in contract pregnancy are
the interests of the adults involved, not the interests of the children (Annas,
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1990: p. 45). The contracting parents are usually not screened; ability to pay is
the only criterion for eligibility to buy a child (Royal Commission, 1993:
p. 677).

Moreover, even if a child once incorporated into a family is never again thought of as
something acquired in an expensive transaction, the fact remains that during the
process of transaction the child was a thing. People had a transferable ownership
interest in it and bargained over it in a market in which other ‘products’ were also for
sale and in which other potential buyers may also have been bidding.

(Capron and Radin, 1990: p. 63, their emphasis.)

The fact that the child is ‘ ‘‘bought at a price’’ could make the child feel like
a commodity that can be bought and sold, and create pressure for him or her
to live up to his or her ‘‘purchase price’’ ’ (Royal Commission, 1993: p. 677).

In addition, it is incorrect to say that the child produced through these
arrangements is never in a state of insecurity. The child loses his or her
connectionwith the gestational mother, and alsomisses out on the beneWts of
being breast-fed. If the contract arrangement runs into problems, the child is
placed in an extreme state of insecurity, and may either become the target of
custody battles between a purchasing father and a gestational mother no
longer able to give up her child, or become unwanted by anyone, in situations
where, for example, the child has a disability (Raymond, 1992: p. 191), as in
the Stiver-MalahoV case.

Experience shows that diYculties can arise even when the child produced,
while healthy, is just not what was ordered:

When ‘surrogate mother’ Patty Nowakowski delivered twins – a girl and a boy – in
1988, one child was as intended and the other not. The Michigan man who hired
Nowakowski to be inseminated with his sperm wanted a girl. So he took the girl child
and left the boy behind . . . The boy was put into a foster home until Nowakowski,
pained at his fate, claimed him as her own. (Corea, 1990b: pp. 171–2.)

Hence, contract pregnancy arrangements signiWcantly contribute to insecur-
ity for the children who are generated, and are harmful to them as a
consequence.

A number of commentators have also expressed concern about the poss-
ible eVects on the biological siblings of contract children of seeing their baby
sibling sold – in some cases, against the wishes of their mother, who changes
her mind (Rowland, 1992: pp. 189–91). Proponents of contract pregnancy
have claimed that the so-called surrogate mother can anticipate the eVects on
her existing children of selling the baby, and can mitigate those eVects
through what she says to the children (Andrews 1990: p. 177). But there are
reasons to doubt this:

One woman reported that her daughter, now seventeen, who was eleven at the time of
the surrogate birth, ‘is still having problems with what I did, and as a result she is still
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angry with me.’ She explains: ‘Nobody told me that a child could bond with a baby
while you’re still pregnant. I didn’t realize then that all the times she listened to his
heartbeat and felt his legs kick that she was becoming attached to him.’

A less sentimental explanation is possible. It seems likely that her daughter, seeing
one child given away, was fearful that the same might be done to her. We can expect
anxiety and resentment on the part of children whose mothers give away a brother or
sister. The psychological harm to these children is clearly relevant to a determination
of whether surrogacy is contrary to public policy. (Steinbock, 1990: pp. 134–5).

Moreover, there is reason to be concerned that the social ratiWcation of
arrangements for buying and selling individual children could lead to a more
general attitude that children are commodities to be bought and sold (Royal
Commission, 1993: p. 678). Contract pregnancy arrangements reinforce cul-
tural beliefs about the ownership of children, beliefs that may aVect percep-
tions of and relationships to children. I agree with Angela Holder (1990:
p. 85), who says, ‘Trying to convince voters that children are important is
diYcult at best. Trying to do so in a society that considers it ‘‘all right’’ to
make contracts to buy children strikes me as impossible’.

Denial of the right of children to know the identity of their
progenitors

Finally, some commentators have argued that ‘The intentional separation of
genetic, gestational, and social parenting . . . may adversely aVect the well-
being of the children produced’ (Tauer, 1990: p. 81). In my view, however, it
is not the separation of diVerent parenting roles that is, in itself, necessarily
harmful to children, but rather the lack of knowledge about one’s origins and
identities that often accompanies that separation. For example, children are
often deprived of knowledge about the identity of sperm vendors and egg
donors, and of contract mothers and their biological siblings and grand-
parents (Robertson, 1990: p. 29; Scutt, 1990: pp. 285–6; Rowland, 1992:
pp. 192–3; Robertson, 1993: p. 212). The Royal Commission has raised the
question whether ‘genealogical bewilderment’, a term borrowed from adop-
tion, may be appropriate to the situation of these children (Royal Commis-
sion, 1993: p. 42). The large degree of secrecy and the reinforcement of
anonymity surrounding the use of donated or purchased gametes violate
children’s right to be provided with crucial information about their health
and medical status. Some commentators have also worried that if no limits
are made on sperm sales, and only inadequate records are kept, then individ-
uals could unwittingly marry and even have children with a half-sibling.
Although ‘statistically unlikely’, this possibility none the less worries many DI
participants (Royal Commission, 1993: p. 470).

Although the United Nations Declaration of the Rights of the Child
(United Nations, 1959) does not directly defend a right to know one’s
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biological family, it does provide that ‘The child shall be entitled from his
birth to a name and a nationality’ (Principle 3), and that children are entitled
to education, an education which, among other goals, promotes the child’s
general culture and is guided by the best interests of the child (Principle 7).
These provisions create, I believe, at least a presumption in favour of provid-
ing the opportunity for oVspring to learn about their biological antecedents.
In making this claim I am not suggesting that biological kinship is constitut-
ive of individuals, that information about the identities of gamete providers
can or should supersede what children already know about the persons who
raised them, or that relationships with biological parents must be added to
oVspring’s relationships with their rearing parents (Weir, 1998). Nor am I
saying that information about their biological antecedents should be forced
on oVspring; I claim only that they ought to have the opportunity to acquire
it.

Conclusion

Do NRTs and practices harm children? I would say that the answer is clearly
yes in the case of contract pregnancy arrangements. Moreover, there are also
real risks to children’s health from some high-technology medical interven-
tions in reproduction such as IVF and ICSI. Children also face potential harm
when they are deliberately misled or deprived of any knowledge about their
biological origins.

In other cases, the story is less clear. There are general tendencies of which
we should be wary: for example, the tendencies to regard children as improv-
able products, to exert performance pressures on children, and to perpetuate
sexist, heterosexist and racist arrangements. These tendencies are real, but
because they operate on a general social level, and are compatible with the
kind treatment of individual children, they are harder both to notice and to
avoid.

Do NRTs and practices beneWt children? There is reason to believe that
they do so only in a limited way, partly insofar as existence itself can be a
beneWt, and possibly through reducing or ameliorating disabilities. However,
we should be clear that NRTs are not an unmitigated beneWt for children; in
fact, if they beneWt anyone, it is parents and potential parents. When NRT
enthusiasts advocate the idea of protecting ‘procreative choice’, it is in order
to give adults the chance to ‘acquire the possibility of rearing a child of their
own genes and gestation’ (Robertson 1993: p. 201). The purpose and value of
NRTs are not for children, but for people who want to be parents, or who
want other beneWts attached to having children.

Moreover, the alleged beneWts of reproductive technologies and practices
are closely tied to the harms they cause. In order to give the child existence,
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there is a risk of harming the child’s health; the cost of securing possibly
loving parents for the child may be the reinforcement of the spurious
importance of the genetic link; and lowering the likelihood of the occurrence
of disabilities possibly contributes to eugenicist tendencies within reproduc-
tive practice and policy.

Policy implications

This assessment implies not only that there is an urgent need for more
research about the eVects on children of NRTs and practices, but also that
social policy must limit and in some cases prohibit certain technologies and
practices, for the sake of children’s rights and well-being. I shall brieXy
mention Wve of what I regard as necessary policy measures:
(1) All contract pregnancy arrangements should be made unenforceable,

and there should be legal penalties both for individuals who attempt to
buy children and for professionals who participate in such arrangements.

(2) IVF and related procedures such as ICSI and GIFT should be available, if
at all, only under conditions that oVer maximum information and
protection to women, and safety for the resulting oVspring.

(3) In order to preserve women’s access to abortion it is not desirable to
attempt to police the use of sex selection via abortion. However, there is
no reason to provide public health funding for technologies of sex
preselection.

(4) There should be no discrimination on the basis of sexual orientation,
marital status, or race in access to or regulation of assisted reproductive
technologies and practices.

(5) There should be adequate provisions for the oVspring of sperm vendors
and egg donors to know the identity and health status of their biological
antecedents.

Without aware social policies such as these, we run the risk of allowing NRTs
and practices, despite claims about their purported beneWts, to continue to be
liabilities for children.
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Are there lives not worth living? When is it
morally wrong to reproduce?

Rebecca Bennett and John Harris
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The idea that it might be a moral crime to have a baby, that it might be wrong to bring
a new human individual into the world is to many people simply bizarre. Having a
baby is a wonderful thing to do, it is usually regarded as the unproblematic choice
from the moral if not from the ‘social’ or medical point of view. It is only having an
abortion and perhaps also refraining from having children that is regarded as requir-
ing justiWcation . . . [T]he idea that one might be harmed or wronged by being brought
into existence in less than a satisfactory state is very important indeed, for, as we have
seen, it challengesmany of our moral presumptions about having children.Moreover,
if the alleged wrong can give rise to legal actions for compensation, and perhaps also
to criminal liability then a number of further problems arise.

(Harris, 1998: pp. 99 and 101.)

In this chapter we attempt to investigate the possible wrongs and harms for
which people might be responsible in having or attempting to have children.
We start ‘together’, so to speak, but as the argument develops points of
diVerence arise. In charting both the points of agreement and those of
diVerence we hope to throw light on and diVuse heat from a debate that is so
often characterized by little of the former and a swelter of the latter.

Beginning together

The alleged wrong involved in bringing to birth a disabled child has been at
the centre of so-called ‘wrongful life’ law suits. In wrongful life suits those
brought to birth in a ‘disabled’ state seek compensation from allegedly
negligent physicians for this disability through the courts. The claim in a
wrongful life suit is not that the negligence of the health professional involved
caused the ‘disability’ but that the negligence involved was that of failing to
inform the patients adequately and thus being responsible for the birth of a
child in a less than satisfactory condition who would otherwise not have been
born. In such cases the physician is not held responsible for causing the
impairment in the child but of causing the impaired child to be born,
implying that the child would have been ‘better oV ’ if he or she had never
been born. Thus in wrongful life suits we are not considering the diVerence
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between being born impaired rather than unimpaired but rather the diVer-
ence between being born and not being born – existing and not existing.

We will not go into detail here of such law suits; we are interested in the
philosophical issue at the heart of such cases, that is, is it morally wrong to
bring to birth a disabled child?

Worthwhile lives?

There is a strong obligation not to harm the future person or seriously
damage his or her welfare or other signiWcant needs or interests. There is
obviously a strong obligation not to damage a fetus in utero, for example by
taking drugs that would damage its hearing or stunt its growth. However, this
is not the issue in wrongful life suits. The individual is not suing for
negligence of the harm inXicted but for the wrong of being brought to birth
in a damaged state. The claim is, it seems that the wrong they are suVering is
the wrong of being brought to birth.

The answer given to the question ‘Would I, or anyone, wrong this child by
bringing it into being, in this condition?’ will depend greatly on the value
which is placed on life itself. If it is thought that being brought to birth and
thus enabled to have the experience of being alive is usually a valuable and
positive experience, then it would seem that the only plausible answer to this
question is this – unless the child’s condition is predicted to be so bad that it
would not have a worthwhile life, a life worth living, then it will always be in
that child’s interests to be brought into being. It is in the interests of any child
whose life will be likely worth living overall, that he or she is brought to birth.
It is, after all, that child’s only chance of existing at all. Unless the child is
likely to be born with a condition so severe that it is likely to cause suVering
so great as to outweigh the good of life then it is in the interests of the
individual to exist despite the possibility of a life compromised by disability
(Harris, 2000b).

It may be considered that this argument comparing existence to non-
existence is logically problematic. Bonnie Steinbock (1992: p. 117) explains
this diYculty:

This argumentmaintains that it is impossible for a person to be better oV never having
been born. For if I had never been born, then I never was; if I never was, then I cannot
be said to have been better oV. The problem can be put another way. To be harmed is
to be made worse oV; but no individual is made worse oV by coming to exist, for that
suggests that we can compare the person before he existed with the person after he
existed, which is absurd. Therefore, it is logically impossible that anyone is harmed by
coming to exist and wrongful life suits are both illogical and unfair in that they require
the defendant to compensate someone he has not harmed.

Even if it is deemed impossible to compare existence with non-existence in
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any meaningful way, it does seem reasonable to argue that as long as an
individual does not have a life so blighted by suVering that it outweighs any
pleasure gained by living, that individual has not been wronged by being
brought to birth. It may well be that it does not make sense to talk of someone
being made better or worse oV by being brought into existence, but it does
appear to make sense to talk about lives that are worth living and those that
are so blighted by suVering that they may be considered ‘unworthwhile’.

Where it is rational to judge that an individual would not only not have a
worthwhile life, but would have a life so bad that it would be a cruelty rather
than a kindness to bring it into existence, then we have not only powerful
reasons not to make such choices ourselves, but also powerful moral reasons
to object to those choices when made by others. Whether or not those
objections should extend to attempts to prevent others from doing so if we
can, by legislation or regulation if necessary, is a further and separate
question. Certainly in such cases there must be a presumption that it would
be morally right to prevent such cruelty if we can, but there are of course
independent reasons why attempts to implement preventive measures by
whatever means may themselves be problematic – for example, because they
involve invasions of privacy, violations of bodily integrity or interferences
with civil liberties which might be as or more morally problematic than the
cruelty they are designed to prevent.

However, where we judge the circumstances of a future person to be less
than ideal, but not so bad as to deprive that individual of a worthwhile
existence, then we certainly lack the moral justiWcation to impose our ideals
on others (Harris, 1998: ch. 4).

Morally wrong worthwhile lives?

If it is morally wrong to bring to birth a child who will have a life blighted by
suVering, it is morally wrong because we have created an individual to have
an overwhelmingly negative experience which will not improve. It has been
suggested (Feinberg, 1984; Harris, 1992: ch. 4) that not only is it morally
wrong to bring such extreme cases to birth, but that it is also morally wrong
to bring to birth children who, while expected to have ‘worthwhile’ lives, will
be born with some kind of physical or mental impairment. As bringing to
birth impaired children with worthwhile lives cannot be considered morally
wrong based on the reasoning that their experience will be overwhelmingly
negative, what if anything is morally wrong about bringing into existence an
impaired but worthwhile life?
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Beginning to diverge

We will present two diVerent ways of thinking about what, if anything, is
morally wrong about bringing into existence an impaired but worthwhile life.
The chapter will proceed in the form of a commentary by Bennett on Harris
and rejoinders by Harris. We end with a summary designed to point ways
forward in the light of disagreement.

Harris argues that ‘to deliberately make a reproductive choice knowing
that the resulting child will be signiWcantly disabled is morally problematic
and often morally wrong’ (Harris, 2000a: p. 96). For Harris the mother has
not wronged her child by bringing it to birth. Far from it, he argues (Harris,
1998: p. 117) that:

It [the resulting child] has a life worth living because of her choice. The idea that she
might have an obligation to compensate her child for beneWting him is nonsense. In
such circumstances wrongful life cases are simply misconceived. Not because the life
in question has not been impaired, not because the individuals are not suVering, not
because they have not been harmed; it has, they are, and they have: rather because it is
not plausible to regard them as being wronged.

But if the child has not been wronged by his mother’s choice to bring him to
birth, what sense can be made of the claim that the mother’s choice to do so is
morally questionable or even wrong?

Harris considers the example of a congenitally deaf couple who, after
undergoing IVF (in vitro fertilization), are faced with a choice of embryos to
implant. We are asked to suppose that pre-implantation screening has shown
that among the embryos available for implantation are two congenitally
‘deaf’ embryos. Harris claims that to choose to implant the ‘deaf’ embryos
rather than the ‘healthy’ embryos would be morally wrong. He argues
(Harris, 2000a: p. 97) that:

In a case like this the parents have wronged no one, but have harmed some children
unnecessarily, but those who were harmed had no complaint because for them the
alternative was non-existence.

Harris argues that if it is possible for a parent to have a child who is not
disabled, and that parent chooses to bring to birth a disabled child, the parent
is choosing to bring disability into the world. He argues that it is morally
wrong in such a situation to choose to bring a disabled child to birth. This
wrong might be classiWed as ‘the wrong of bringing avoidable suVering into
the world’ (Harris, 1998: p. 111). The wrong done by those who ‘choose’, in
this sense, to bring a disabled child to birth is not the wrong of creating a life
of overall negative experience but of creating lives that are likely to have more
suVering than other possible lives.
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What counts as suffering?

Harris argues that it may be morally wrong to ‘choose’ to bring to birth an
individual with any impairment, however slight, if a healthy individual could
be brought to birth instead. He argues (Harris, 1998: p. 109) that the im-
paired child has been harmed:

[T]o be harmed is to be put in a condition that is harmful. A condition that is
harmful, . . . is one in which the individual is disabled or suVering in some way or in
which his interests or rights are frustrated. The disability or suVering may be slight,
just as harms may be trivial . . . I would want to claim that a harmed condition obtains
whenever someone is in a disabling or hurtful condition, even though that condition
is only marginally disabling and even though it is not possible for that particular
individual to avoid the condition in question.

Thus, for Harris, to be born with any impairment that one could have a
rational preference to be born without, even something as slight as being
bornwithout a little Wnger, is to be born in a harmed state. Bringing to birth a
child in a ‘harmed state’, in Harris’s sense, rather than in an ‘unharmed’ state,
is to make the world a worse place than it need have been and is thus morally
wrong proportionately to the degree of gratuitous harm created. If the
disabling condition is relatively trivial, e.g. the loss of a Wnger, the moral
wrong done is relatively trivial.

Who suffers?

For Harris the choice to bring to birth a ‘disabled’ child is partly wrongful
because it causes a child to be born in a ‘harmed’ condition and partly
wrongful because it creates a world which needlessly contains more suVering,
hardship or disability than would have been created by an alternative choice.
There is clearly a strong moral obligation to avoid harming others and to
attempt to minimize suVering. Is it plausible to suppose that bringing to birth
children who, while ‘disabled’ have worthwhile lives, can be considered as
harming these children, and in what sense does a choice to give birth to a
disabled child create more suVering in the world?

Harris claims that to choose to have a deaf child is analogous to not curing
curable deafness in a child. Just as the deaf child denied the cure is harmed by
this decision, so the child with incurable deafness is harmed by the choice to
bring him to birth. Harris (2000a: p. 97) argues:

[A] cure for this congenital deafness is discovered, it is risk-free and there are no side
eVects.Would the parents, in this case, be right to withhold this cure for deafness from
their child? Would the child have any legitimate complaint if they did not remove the
deafness? Could this child say to its parents: ‘I could have enjoyed Mozart and
Beethoven and dance music and the sound of the wind in the trees and the waves on
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the shore, I could have heard the beauty of the spoken word and in my turn spoken
Xuently but for your deliberate denial.’

If deaf parents decided to deny their deaf child such an eVective cure, this
would seem morally wrong. Even if the parents felt that it would be more
‘convenient’ for them to have a child with similar disabilities to themselves,
this does not seem to justify them in denying their child the valuable
experience of hearing where that experience is possible. However, while it
would be morally wrong to deprive a child of hearing by denying him a cure
for deafness, these cases are not clearly analogous with the case of ‘choosing’
to have a child who will be deaf. In making the analogy Harris (2000a: p. 97)
argues:

I do not believe there is a diVerence between choosing a preimplantation deaf embryo
and refusing a cure to a newborn. Nor do I see an important diVerence between
refusing a cure and deliberately deafening a child.

A possible response to this line of reasoning is as follows. There is no moral
diVerence between refusing a cure and deliberately deafening a child; how-
ever, choosing to implant a ‘deaf’ embryo rather than a ‘hearing’ embryo is
not deliberately deafening a child. (But of course it does involve deliberately
creating a ‘deaf ’ child rather than the equally viable alternative of a ‘hearing’
child.) For the analogy to be sound, the ‘deaf’ embryowould have to have the
option of hearing or being deaf. However the ‘deaf’ embryo does not have
these options – it can either exist deaf or not exist at all. Harris talks of
‘depriving it [the deaf child] of one of its senses’ (Harris, 2000a: p. 99). The
‘deaf’ embryo is not denied anything by not being able to hear; it can only be
denied something that it could possibly have. Thus, it would be wrong to
deny a deaf child the possibility of hearing by denying him an eVective cure,
but it is not wrong to give birth to a child who has incurable deafness as that
child has not been denied anything – he has not been harmed. A child who is
deafened or denied hearing by being denied a cure is harmed by this lack of
hearing. However, a child born with congenital incurable deafness has not
been harmed and has not been denied anything he could have ever possibly
had.

Harris (1998: p. 110) explains responsibility for harming thus:

Where B is in a condition that is harmed and A and/or C is responsible for B’s being in
that condition then A and/or C have harmed B.

He claims (Harris, 1998: p. 110) that:

In the case of wrongful birth, A and/or C have not only caused B to be in a condition
which is harmful but are also morally responsible for B’s being in that condition,
therefore A and/or C have harmed B. A thus harms B whenever A puts B in a harmful
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condition. Where A is morally responsible for putting B in such a condition, then A is
morally responsible for B’s condition.

While it seems uncontroversial that those who choose to bring a disabled
child to birth are responsible for that decision, it is not clear that that child is
harmed. The mother of such a child has not put the child ‘in such a
condition’, unless by this it is meant that she is responsible for putting the
child in the position of existing. If the mother had disabled her ‘healthy’ child
by her deliberate actions, then she would be responsible for the harm
incurred. However, in the case of a congenital malformation, neither has the
child been harmed, nor is the mother morally responsible for that harm by
bringing the child to birth. The child has not been denied anything by being
born – he has gained a chance to live in the only state it is possible for him to
live in. The child has not been harmed, as this child could not be born in any
other way than he is born. The child does not suVer having his interests or
rights frustrated. This child may be denied opportunities that other children
are not denied, but he is not ‘harmed’ by this as these opportunities were
never available to him. As a female, Bennett would argue, I am not denied the
opportunity to experience life as a male; I am not harmed by my inability to
do so.

However, hereHarris would respond to Bennett that this is because being a
female rather than a male is in no sense a ‘worse’ condition. However, if a
person’s gender had been chosen for them by someone else, their parents
perhaps, it would be the case that others had determined, not that you would
never experience being a male, but that the child to which they gave birth
would never experience being a male.

Who is harmed/wronged by disability?

Harris argues that a child denied an eVective cure for his deafness is both
harmed and wronged. He also argues that a child with incurable deafness is
harmed by being brought into existence but not wronged. He is brought into
existence in a ‘harmed’ state but has not beenwronged as this is the only state
he could exist in. In both cases Harris claims that the child has been ‘harmed’,
but that this harm constitutes a wrong to the child only in the case of the child
denied treatment.

Bennett, on the other hand, would argue that it makes no sense to talk
about harming or wronging a disabled child brought to birth, unless he has a
life that would be considered not worth living. She argues that comparing a
child’s life with or without disability, when to be without disability is not an
option, suVers from the same logical problems as the argument that attempts
to compare non-existence with existence. It makes no sense to talk of the
disabled child as being denied something he could never have or being
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harmed by coming into existence in the only state in which he could have
existed. It does make sense to say bringing to birth individuals with very
severe disabilities that overwhelm any positive aspects of life would not be
something that we should strive to do, but this is a very diVerent case than the
one we have been discussing here.

Even if we concede that we are comparing not a child’s life with or without
disability but rather the lives of diVerent possible children, the argument still
suVers from trying to make an impossible and puzzling comparison. We will
consider this argument in more detail below.

Two separate questions

According to Bennett, Harris, is answering two very diVerent and separate
questions in his analysis of the moral responsibility for bringing to birth
disabled children. These questions are: ‘What counts as a worthwhile life?’;
and ‘What sort of people should there be?’.

The question ‘What counts as a worthwhile life?’ has to do with the
particular child who will or will not be born and whether it will have a life
worth living despite possible impairments or disabilities. On this Harris’s
position is clear, that what counts as a worthwhile life is one which is not
overwhelmed by suVering, one which we would rationally consider as valu-
able.

On the other hand, the question ‘What sort of people should there be?’
does not lead us to consider the possible welfare of any individual child but
rather what sorts of children it might be better to bring into existence. This is
a more general question about possible future worlds rather than the welfare
of individuals. The question here is not which individuals have worthwhile
lives but which of two possible worlds would be better: a world where
disabled individuals are brought to birth and a world where non-disabled
individuals are brought to birth. In this discussion it is not appropriate to talk
of the disabled individuals as being harmed unless they have lives that are not
worth living – what is the issue here is that a world which contains disabled
individuals instead of ‘healthy’ individuals is a world of more net suVering
and thus a less desirable world.

It is in this sense that Harris believes it is morally wrong to bring a disabled
child to birth. The resultant child is not wronged by its existence; rather, it is
the case that individuals have been harmed unnecessarily, since individuals
have been created with worse lives than possible alternative individuals. Thus
a worse society has been created than need have been.
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Bennett’s position

Bennett holds that Harris’s argument regarding the question ‘what sort of
people should there be?’ is a diYcult argument in a number of ways. Typically
arguments regarding moral obligations and pregnancy deal with the tension
between respecting the procreative autonomy of parents and the interests of
their future children. The impetus for most procreation is the wishes of the
parents; parents choose to have children for reasons that concern their lives,
rather than the welfare of the children who will be born as a result of those
choices. When dealing with this argument about future possible worlds we
are asked to consider neither the wishes of parents nor the welfare of the
children – no parents or children suVer in the ‘worse world’ where disabled
children are born. (In the ‘worse world’ it is only morally wrong to have a
child whose life is not worth living or to frustrate the procreative autonomy
of those who wish to have children who will lead worthwhile lives.) What we
are asked to consider is the very abstract idea of net happiness and suVering of
a population as a whole. As a concept it is diYcult to see why this should be
important or at least more important than an attempt to maximize the
number of lives that are considered valuable and worthwhile.

In its detail this argument is also problematic. It seems that the world with
disabled rather than ‘healthy’ children being born can only be a ‘worse’ world
in terms of net suVering if a disabled child’s life is held to have less value than
that of a ‘healthy’ child (a view which Harris would not support). Moreover,
Harris’s assumption that the life of a disabled individual will contain more
suVering than that of a non-disabled individual is far from self-evident.
Arguments attempting to compare the lives of diVerent possible children are
both impossible and puzzling. Firstly, how can we estimate that to create a
‘deaf’ child rather than a ‘healthy’ child will involve the introduction of
unnecessary suVering in the world? Predicting with any accuracy the ex-
pected quality of life of individuals before their birth would seem to be an
impossible task. It may be that some predictable disadvantages can be
determined before birth, such as congenital physical or mental impairments,
but what of other factors important to an individual’s quality of life? For
instance, whether a child is likely to be an optimist or a pessimist, or whether
he or she will suVer from depression or schizophrenia, cannot be predicted at
this early stage in development. Secondly, even if we were able to make a
meaningful estimate of the likely quality of life of two alternative persons,
what sense does it make to ask whether one life is a ‘better’ life than the other?
Surely, while both lives are worthwhile and valued by those who live them,
they have equal value although they may have diVerent qualities.
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Harris’s position

Again the Harris view is somewhat diVerent. It is clear that it cannot be said
that no one necessarily suVers if children are knowingly produced with
disabilities. If I am born with a condition that for me was unavoidable
because congenital, say, and I suVer from that condition, then someone
suVers and it is me. Of course I am not worse oV than I would have been
because without the condition I would not exist.

Bennett has two main objections: ‘Firstly, how can we estimate that to
create a ‘‘deaf’’ child rather than a ‘‘healthy’’ child will involve the introduc-
tion of unnecessary suVering in the world? Predicting with any accuracy the
expected quality of life of individuals before their birth would seem to be an
impossible task.’ In so far as this is true it gives us no reason to cure deafness
in a newborn, for if we really have no reason to suppose a life with the ability
to hear would be in some sense a better life, we have no reason to interfere.

Bennett’s second point is that ‘even if we were able to make a meaningful
estimate of the likely quality of life of two alternative persons, what sense does
it make to ask whether one life is a ‘‘better’’ life than the other? Surely, while
both lives are worthwhile and valued by those who live them, they have equal
value although they may have diVerent qualities.’ Here Bennett is equivocat-
ing over two diVerent senses of the term ‘value’ or ‘valuable’ when applied to
lives. All existing people have lives that are equally ‘valuable’ in the existential
sense that they are equally morally important and that the individuals whose
lives they are have equal rights and entitlements to equal consideration of
interests. It does not follow that the lives of any two equals in this existential
sense are equally valuable in terms of the quality of the lives lived as
subjectively experienced.

The point about interpersonal comparisons of quality of life may be put in
the following way. It makes sense to say that my life would be better if I were
healthier, happier and more successful. I do not deny that it might make
sense to say that Bennett’s life is healthier, happier and more successful than
mine (if it is). It does not follow from such judgements either that my life is
more worth saving if its quality improves than it was before, or that Bennett’s
life is more worth saving than mine if she is healthier, happier and more
successful than me. On this we agree. It is false, however, to deny that we
cannot make interpersonal judgements between lives with respect to their
quality or ‘value’ in this second sense, the sense in which I concede that
Bennett’s life is objectively a better life than mine.

Suppose John and Becky are each aVected by a condition which makes a
particular diet imperative if they are to stay alive. John’s diet, unhappily for
him, consists solely of bread and water; Becky can survive only on pre-
phylloxera claret and plovers’ eggs. It does not follow from the fact that John
would be happier with Becky’s condition that there is a greater moral
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imperative to feed Becky, if resources can only purchase food for one, but not
both, of them. In conceding that claret and plovers’ eggs is a pleasanter diet
than bread and water, John is not conceding that Becky’s life is more valuable
than his, nor that Becky has a greater interest in living. (This point was also
missed by Peter Singer in his exchange with Per Sundstrom – Singer, 1995;
Sundstrom, 1995.) A life on the bread line is not less worth saving than a life
on the egg line.

This does not of course show that some lives are not more valuable than
others. It shows only that it does not follow from the fact that some lives are
more desirable in virtue of their objective features than others, that those
with more desirable lives have more valuable lives. Each person has a
powerful interest in living their own life – the life available to them. Each
person has a powerful interest in making that life as good as it can be. In
striving to make my life more like Becky’s, I am not conceding that Becky’s is
more valuable in what I have called the existential sense, more worth living,
more worthy to be lived. These are diVerent senses of terms like ‘worth’ and
‘value’ (Harris, 1996).

So, while we can make meaningful interpersonal comparisons between
existing lives from the perspective of their quality or value, these judgements
do not support conclusions about the respective moral importance or the
respective existential value of the lives compared. However, when we are
talking about possible lives rather than actual people things are diVerent. Here
there is no life that has value in the existential sense because there is no
existence, only the hypothesis of existence. Here the interpersonal judgements
about the respective value of diVerent possible lives can be made without
wronging (or insulting) anyone whose existential value might thereby be
discounted, counted for nothing.

Conclusions

Both Bennett and Harris agree that as long as a life is worth living, or
worthwhile, it should count equally with any other life, whatever the quality
that life has. If the person whose life it is values it, then it is worth the same as
any other valued life, both to that person and, for example, in any general
utilitarian calculus which may compare alternative worlds. This will be true
of all actual lives, that is to say all lives in being. Bennett would extend this
principle to cover possible lives. In such a case she would argue that the only
kind of life that has a diVerent value is one of overwhelming suVering, and
that hence that it is a matter of moral indiVerence to choose to bring into
being a child with disabilities or impairments so long as that child will beneWt
overall from existence.

We wish to emphasize that both authors accept the importance of repro-
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ductive autonomy. This is the idea that there is a powerful interest or ‘right’
in the freedom to make reproductive choices, even where these choices may
be thought unwise, frivolous or contrary to the public interest. The American
philosopher and legal theorist Ronald Dworkin has outlined arguments for
such a right, which he deWnes as ‘a right to control their own role in
procreation unless the state has a compelling reason for denying them that
control’ (Dworkin, 1993: p. 148; see also Robertson, 1994: esp. ch. 2). The
principle of reproductive autonomy defends liberty and privacy in matters of
reproduction unless especially powerful moral reasons can be demonstrated
as to the wrong of a particular exercise of that liberty. If reproductive
autonomy is accepted, then those who would object to a particular exercise of
that autonomy must show more than the fact that such exercise would result
in disutilities to either the parents of the child or the wider society. Moreover
theymust show more than that the exercise in question is foolish or ill-judged
or oVensive to others. Reproductive liberty may only be interferedwith either
if substantial and serious harm may be shown to be the likely result or if
serious moral wrong is involved (Harris, 1999).

We also agree that where someone can only have a disabled child, where
for them the choice is between having a child with disabilities or no children
at all, parents are not wrong to choose to have a child with disabilities so long
as the child will, none the less, have a worthwhile life (so far as this can be
judged). It is quite clear to us that most disabilities fall far short of the high
standard of awfulness required to judge a life to be not worth living. This is
why Harris, for example, has consistently distinguished the moral reasons for
avoiding producing new disabled individuals from reasons that would sup-
port enforcement, regulation or prevention of such activities. This is why he
has repeatedly said that for those who can only have disabled children, having
such children may be morally better than having no children at all (Harris,
1992: p. 72). On this we both agree.

The main point on which we see things diVerently is as to whether
would-be parents havemoral reasons to avoid bringing children with disabil-
ities into existence where they do have the alternative of having children who
will not be aVected by disabilities, or at least of trying with some prospect of
success. In this case Harris believes doing so is to risk, unnecessarily, bringing
people with disabilities into existence. For Harris this is needlessly making a
worse world than might have been made. For Harris it is not a matter of
moral indiVerence to choose between pre-implantation embryos, some of
which will be disabled and some not. In such a case we have moral reasons to
choose the embryos without disabilities whenwe cannot choose all. The same
would be true when choosing sequentially between embryos, as is more
usually the case with prenatal testing for example.

If we use deafness as an example of disability the diVerences are clear. For
Harris, if it is conceded that it would be wrong not to restore hearing to a
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‘deaf’ child if such was possible, it is conceded that it would be better for any
child not to be ‘deaf’. From this it follows that it would be better to create a
child that is not ‘deaf’, if one can choose between the creation of two possible
children, for to choose the embryo that will become a deaf child is to choose
to bring unnecessary harm into being. While this is morally wrong, it should
not be prevented if that is what parents choose. Considerations of reproduc-
tive autonomy here trump the moral reasons for choosing not to increase the
level of disbility in the world (Harris, 1999). What does not follow is that
there is any sense in which, when comparing two existing children, the
hearing child is better or more valuable in any existential sense than the ‘deaf’
child.

Bennett, on the other hand, believes such choices are genuinely morally
indiVerent. She would say while there may be reasons for preferring a ‘non-
disabled’ child, these are not moral reasons but reasons arising from prefer-
ences we have about what sort of children we would like to have. Choosing to
implant embryos with disabilities is not a morally wrong or a morally worthy
decision but a morally neutral one. In choosing to bring to birth a disabled
child (providing he or she is likely to have a worthwhile life) no one is harmed
by that decision – the resultant disabled child gains existence and a worth-
while life, and parents are not condemned by their choice. The only sense in
which this can be considered a morally questionable choice is a highly
problematic and puzzling sense to do with the creation of a ‘worse world’
where ‘suVering’ is unnecessarily introduced to the world.

Harris is arguing that a world where ‘hearing’ children rather than ‘deaf’
children are brought to birth is a morally preferable world; but why? It is clear
that it would be wrong not to restore the hearing of a ‘deaf’ child. It is also
clear that it would be better for any particular child not to be ‘deaf’. For a
child to be ‘deaf’ when it could hear is for that child to be denied something it
could value.We should not harmpersons when this harm is avoidable, and to
prevent a particular child from hearing when hearing is an option is to harm
that child. However, to choose to implant a ‘deaf’ embryo rather than a
‘hearing’ one is not to deny that ‘deaf’ child anything he or she could have
had. He or she is not harmed by this choice. It may be that most of us would
prefer to implant the ‘hearing’ embryo rather than the ‘deaf’ embryo but this
does not make it morally wrong to make a diVerent choice. We choose the
‘hearing’ embryo because we prefer to have a child who hears rather than a
‘deaf’ child. If we choose the ‘hearing’ embryo no one is harmed by the choice
and a worthwhile life is created. If we choose the ‘deaf’ embryo no one is
harmed by the choice and a worthwhile life is created. The choice between the
two embryos is a morally indiVerent choice, in Bennett’s view. While lives are
worthwhile they are of equal value; it seems puzzling to describe as ‘worse’ the
possible world in which disabled individuals with worthwhile lives exist,
instead of non-disabled individuals with equally worthwhile lives.
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Ethical issues in withdrawing life-sustaining
treatment from handicapped neonates

Neil McIntosh
Department of Child Life and Health, University of Edinburgh, Edinburgh, UK

Introduction

Life-sustaining treatment is often classed as medical care, with palliative
treatment being regarded as nursing care. However, optimal care of each type
requires the full involvement of both medical and nursing staV in addition to
the close commitment of the wider family. Life-sustaining treatment implies
that treatment is being given in order to maintain or create the best possible
outcome for the child’s future life. This future might be abnormal but it
would be assumed to be compatible with the self-respect of the family and
later of the infant and child. Such management should be in the best interests
of the child concerned. If life-sustaining treatment is not felt to be in the best
interest of the child by the parents and the medical team, thenUK law accepts
that life-sustaining treatment (aimed at alleviating or curing the illness) may
be inappropriately burdensome and may be reasonably withdrawn (Re J,
1981; Re C, 1989; Re J, 1992).

When the clinical team (in conjunction with the parents) makes a decision
of this nature, the samemedical and nursing staV then have a duty to oVer the
best possible palliative care. Palliative care should not only consider the
patient’s physical requirements, such as the relief of discomfort, pain or
agitation and other symptoms, but should also address the emotional, social
and spiritual needs. When life-sustaining care is withheld or withdrawn from
an infant, the emotional, social and spiritual needs pertain more to the
parents, but infants are human beings in their own right and it is important
to respect their dignity, however small, sick or apparently damaged they may
be. Even though the decision to withdraw life-saving treatment may be
perceived as a failure of medical care, palliative treatment must be applied
with no less enthusiasm. It is important that all in the clinical team in
addition to the parents see this simply as an important reorientation of care
for the better management of the infant. The infant should be kept clean and
in a pleasant environment with appropriate attention and should not be
forgotten for more pressing ward problems. The ethical provision of nutri-
tion is a diYcult concept area and will be mentioned further below. It is
usually appropriate to oVer food or Xuid on a regular basis, but feeding by
nasogastric tube or gastrostomy may not be for the best.
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Background

Considerations about withholding or withdrawing life-saving medical treat-
ment from a handicapped newborn may arise at two diVerent times. At the
moment of birth abnormalities may be so gross as to be obviously incompat-
ible with any length or quality of life to even the most junior medical or non-
medical person present. Such problems would include anencephaly (now
rare in many countries due to antenatal screening programmes) or the baby
with cyclops and a proboscis. In these instances cerebral function will be
severely compromised even if survival is possible. Multiple and gross abnor-
malities such as sirenomyelia (the mermaid) will also be evident at birth,
where, even though the head may look normal indicating possible cerebral
potential, there are the gross deformities of lower limbs. Closer observation
will reveal abnormalities of the genitalia and anal region, and, in this
example, there would be severe gastrointestinal abnormalities and renal
agenesis making death inevitable from renal failure within a very few days.

Consideration of withholding or withdrawing life-saving medical treat-
ment may also arise later in the neonatal period. This may be because less
obvious but equally compromising abnormalities have come to light, e.g. the
grosser forms of hypoplastic left heart syndrome, or because a marked lack of
cerebral potential following birth injury or birth asphyxia becomes obvious.
Decisions at this time can take no account of the wishes or feelings of the
child him- or herself; parents have the duty of decision-making in conjunc-
tion with the clinical team. There are three broad areas where such decisions
may arise.
∑ Firstly, the extremely preterm infant (born, for example, at 23 weeks’

gestation), where although life may be possible, it may depend on many
months of highly invasive treatment, during which the chances of death are
signiWcant and morbidity more than likely. At this gestation the recent UK
National EPICURE study has indicated only a six per cent survival of
liveborn infants and in the survivors a 60 per cent incidence of disability
(Wood and Marlow, 1999). Although medical management of the ex-
tremely immature infant with intensive care may improve the outcome, as
the boundaries of gestation are pushed back, the anxieties about these
outcomes are also moved back. It seems unlikely that this issue will
disappear.

∑ The second area is that of multiple congenital abnormality – often evident
right from the moment of birth (see above). These infants are becoming
fewer in number with the introduction of antenatal physical abnormality
scans and blood tests. When such diagnoses are picked up in early preg-
nancy, counselling followed by termination is often now a logical and
legitimate choice for the parents.

∑ The third area in which these issues arise are the term babies who are
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severely asphyxiated around the time of birth. Even with the best obstetric
management, occasional infants are delivered in a severely neurologically
depressed condition. Such infants in the past have been labelled as having
suVered birth asphyxia. This reXex diagnosis is not helpful and in only a
minority of cases is it likely to be accurate. In the majority of cases the
attachment of this phraseology leads to a Wnger-pointing medico-legal
exercise which can be expensive both in cash terms and in terms of
emotional stress on both the parents and the involved staV. Epidemiologi-
cal data and careful examination of the individual case more usually fail to
reveal any mismanagement, and it is now believed that many of these cases
may represent babies damaged antenatally, who then have diYculty sus-
taining the stress of a normal labour and delivery (Michaelis et al., 1980;
Coorssen et al., 1991). This problem may be reduced by better obstetric
monitoring, but how to do this is not established – indeed, it is one of the
Holy Grails of obstetric care. Although ‘birth asphyxia’ has become far less
common in the last 50 years, we have now reached a plateau for the last
10–15 years. Unless a more sophisticated monitoring technique is develop-
ed, these problems, and hence the ethical questions they raise about
withdrawal of therapy around them, will continue.

The outlook for these three groups should be considered on the basis of
their intellectual and physical future. Since DuV and Campbell wrote their
seminal paper in 1973 when they described (or revealed) that 14 per cent of
infants at the Yale University Neonatal Service who died did so because of the
withdrawal of life-saving medical treatment, the number of such cases has
risen (DuV and Campbell, 1973). Whitelaw in 1986 monitored a 30 per cent
active withdrawal in such situations (Whitelaw, 1986). Hazeborek et al.
(1993) and Caniano et al. (1995), writing in the late 1980s, suggested a
prevalence of approximately 50 per cent; more recently, Wall and Partridge
recorded 75 per cent (Wall and Partridge, 1997). In the western world at least,
this practice is established, and it is likely to occur elsewhere.

Rights and duties of parents and doctors in the newborn
period

The newborn infant is unable to make choices, so it is generally assumed that
the parent will give or refuse consent on his or her behalf. This is perhaps
logical, as the parents can generally be expected to have signiWcant interests in
their children and can be expected to safeguard these interests. Parental rights
are not absolute, however, and infants are now recognized to have the same
rights to life, liberty and autonomy as others. Although paternalism is
justiWed, the choice is on the child’s behalf and must represent the child’s best
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interest at the time and for the future. Even if the parents have strongly held
religious beliefs or other views, they are not at liberty to imperil their children
by their decisions. The Children Act 1989 lays more overt stress on parental
responsibility than on parental rights; the United Nations Convention on the
Rights of the Child (1989) also enshrines principles of respect for children
(particularly in Article 12) and has been ratiWed by the British government.

Doctors and nurses also have a duty of care that compels them to protect
their patient’s life and health. If the doctor fails in this duty, she or he may be
guilty of negligence, although a negligence action is not to be expected in
every case that turns out badly. The standard of competence expected of a
doctor is that he or she should act in accordance with practice accepted by a
responsible body of medical people skilled in that particular branch of
medicine, the ‘Bolam’ test for England and Wales (Bolam v Friern HMC,
1957) and the ‘Hunter and Hanley’ test for Scotland (Hunter vHanley, 1955).
In other words, the specialist must practice with the ordinary skill of his or
her specialty. The acknowledgement that this is a special skill, and in the UK a
skill that follows considerable training, gives doctors alone the right to decide
whether a treatment is medically appropriate. Parents do not have the right to
demand treatments that a doctor may deem to be outside of the child’s best
interest, although they may refuse treatment which they view as not in the
child’s best interest. Doctors have no legal authority to institute treatments in
the absence of a valid consent from someone with parental responsibility, but
emergency treatment deemed to be in the infant’s best interest can be given.
Withdrawal of treatment that is life-saving would only in very rare circum-
stances be done without parental acceptance and consent. Thus communica-
tion, consisting of regular and frequent discussion by the clinical team with
the parents, is crucial to all decisions in the neonatal unit. Information at all
stages must be given in an understandable form to allow reason, deliberation
and comfortable decision-making. Decisions on withholding or withdrawing
life-sustaining treatment are unlikely to go well in the absence of previous
communication. This is not to say that responsibility for such decisions
should be left to the parents alone, but that it must be obvious that the
parents are in agreement before such decisions are enacted.

The issues

The principles of modern medical ethics, often taken to consist of autonomy,
beneWcence, non-maleWcence and justice (Gillon, 1986; Beauchamp and
Childress, 1994) are as important for the newborn, and the handicapped
newborn in particular, as for other age groups. The infant’s own autonomy is
largely replaced by ‘autonomy within the family’. The parents take on the
consenting role on behalf of their child for both therapy and research;
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whereas the assent of the competent older child may be important (Re W,
1992), this is not an issue in infancy. BeneWcence and non-maleWcence relate
to a therapy being in the infant’s best interest, with a balance of beneWt
compared to harm – this is the crux of this chapter. Justice requires that the
infant is not prejudiced in any way by his or her state as an individual – a
treatment, if eVective and necessary, should not be dependent on race, social
background or ability to pay. Justice also demands that the standards of
decision-making are as rigorous for the infant, and the handicapped infant
especially, as for a sentient adult.

The Royal College of Paediatrics and Child Health have delimited three
areas where the withholding or withdrawing of life-sustaining treatment
might reasonably be considered in the newborn period (Royal College of
Paediatrics and Child Health, 1997).
(1) In the no hope or no chance situation, life-sustaining treatment is simply

delaying death without improving life quality or potential. If suVering is
not to any signiWcant extent alleviated, medical treatment would be
deemed inappropriate. There is no legal obligation for the doctor to
provide medical treatment in this situation which cannot be in the best
interest of the patient. Indeed if this is done knowingly, it is futile
treatment.

(2) The no purpose situation describes the case where the child’s potential of
having an extremely signiWcant degree of impairment is inevitable, and it
would not be reasonable to expect him or her to bear it. Such an
impossibly poor quality of life may relate to the future, in which case
treatmentmight reasonably not be initiated (e.g. ventilation for congeni-
tal myotonic dystrophy) or to the present, with the likelihood of it
continuing with no foreseeable improvement, in which case the treat-
ment might reasonably be withdrawn. This might apply to the severely
asphyxiated infant where microcephaly, profound developmental delay,
blindness and quadraplegia are believed to be inevitable. This could also
reXect conditions where brain damage is not necessarily the worrying
outcome. For instance, in severe myotonic dystrophy or for the ventila-
tor-dependent infant with broncho-pulmonary dysplasia in cor pul-
monale, compromise of potential cerebral function may not be a con-
cern, but the likelihood of getting the child oV the ventilator to any form
of independent existence may be negligible.

(3) The third case is the unbearable situation, where a family may feel that
further treatment is more than can be borne. They wish to have treat-
ment withdrawn or wish to refuse further treatment irrespective of
medical opinion. Parents may be able to recognize that it is reasonable to
put up with short-term suVering for a good later outcome. There is a
limit, however, to this tolerance – if there are likely to be repeated and
severe problems and invasive therapy, parents may feel that treatment
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withholding or withdrawal is the most appropriate option. An example
might be the newborn infant with hypoplastic left heart syndrome, where
successful survival is likely only to be possible with multiple and severe
cardiac bypass operations.

These criteria illustrate the relationship between beneWcence and non-
maleWcence – harm must always be exceeded by beneWt.

The legal framework

In the UK, euthanasia is illegal, a prohibition supported by the Royal College
of Paediatrics and Child Health working group that provided the above
framework for the consideration and practice of withholding and withdrawal
of care (Royal College of Paediatrics and Child Health, 1997). Giving medica-
tion that shortens life is not in itself illegal. Both English and Scottish law
allow for the principle of double eVect, whereby giving a medicine with the
primary intent to hasten death is illicit but giving a medicine to relieve
suVering, which may have the side eVect of hastening death, is allowed (as
was demonstrated for England by the 1997 High Court case of Annie
Lindsell). Such prescription (usually of opiates) is viewed as being for the
beneWt of the patient during life, not as intended to cause or hasten death
(Finnis, 1995).

Early UK case law around the subject of withdrawing or withholding
medical treatment was based on knowledge or presumption of severe brain
damage (Re J, 1981; Re C, 1989; Re J, 1992). If very severe brain damage
leading to a very poor quality of life is anticipated (the no purpose situation)
withholding or withdrawing treatment may be sanctioned (Re J, 1990). If the
child will die soon irrespective of treatment and in the presence of normal
cerebral function (the no hope situation) withholding or withdrawing of
treatment has also been sanctioned (Re C, 1989). In the majority of cases, the
issue of not providing or withdrawing medical treatment arises because of
anxieties about the future function of the brain. However, treatment was held
to be required for a baby with Down’s syndrome and atresia of the gut (Re B,
1981), on the grounds that in this child the outcome was not so demonstrably
awful. Lord Donaldson (Re J, 1981) said that decisions of awfulness must be
based from the infant’s viewpoint. Overall, however, the implications are that
if the burden of suVering and the quality of survival outweigh the beneWts,
even without brain injury, then withdrawal may be appropriate.

Knowledge, evidence and certainty

Before the issue of withholding or withdrawing life-sustaining treatment can
be considered, the present condition of the infant must be assessed in the
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Figure 21.1. Ethical issues in withdrawing life-sustaining treatment from handicapped

neonates – in the presence of uncertainty.

light of the best scientiWc knowledge available. The future for the infant must
be estimated at least from the perspective of currently available therapies, and
possibly also from the perspective of what therapies may eventually be
available (e.g. small-intestine transplants or heart/lung transplants). For the
newborn infant it is probably realistic and objective to assess the prognosis
from the point of the currently available therapies and the future quality of
life they can create. The dilemma generated by poor or inadequate evidence
for the condition in question does not absolve the clinical team from seeking
it, and if there is genuinely no such evidence to be found, then a second
opinion may be appropriate from an experienced perinatologist, geneticist or
neurologist.

For many medical conditions, the outlook may be uncertain because there
are degrees of severity to be assessed within the condition. For a few cases, the
severely abnormal outcome will be quite certain, and for a few others,
suYciently certain. In the presence of uncertainty, the issues may be seen in
Figure 21.1. Either side of an equipoise of uncertainty, there is a balance of
probability – to one side, that there will be a poor outcome, and to the other,
that there will be a good outcome. As certainty becomes more secure because
of further evidence about the diagnosis, or about the severity of the diagnosis,
onemoves to the theoretical area of complete certainty (that the outcome will
be either bad or normal). One rarely becomes absolutely certain of the
outcome, except in retrospect. At what stage ‘the balance of probability’
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becomes ‘beyond reasonable doubt’ will depend on the condition and its
severity in the patient, and also on the views of the medical team and the
parents. Most neonatologists would wish the certainty of outcome to be in
the ‘beyond reasonable doubt’ area before any discussion arose with the
parents about withholding or withdrawing life-sustaining treatment.

Parental and societal pressures and second opinions

It is abhorrent for practising neonatologists to believe that economic or
eugenic pressures would inXuence their clinical decisions. The realist,
though, has to take account of the amount of parental and societal help that
will be available for the child when considering their best interests. Parents
who are able and prepared to put in huge amounts of time and love will create
a better quality of life for a severely damaged infant than parents who lack the
necessary Wnancial or emotional resources, no matter how much help is
available from the state. Clinicians’ value judgements about the degree of
support available to and from parents will impact pragmatically on any
consideration of withholding or withdrawal of life-sustaining care in the
situation of severe handicap, where the assumption is that there is no purpose
in continuing treatment because of an extremely poor quality of life. How-
ever, when considering the best interests of the child, we must be clear that it
is the child’s best interest that is being considered and not that of the parents
or wider family (Children Act 1989, s.1).

The gradation from balance of probability to beyond reasonable doubt and
on to near-certainty about a condition or its prognosis ensures that rules and
protocols are seldom, if ever, appropriate when these issues are considered.
The organization of a second opinion is easy for the diagnostic or therapeutic
elements in a diYcult case, but the ethical and moral pressures that arise are
usually not clear-cut. In the US and in some UK hospitals (including St
Mary’s and Great Ormond Street in London), multidisciplinary institutional
ethics committees have been set up to review cases where these issues seem
apparent (American Academy of Pediatrics, 1994). There are practical diY-
culties – the committees may need to be convened at short notice, and it may
be diYcult for the members to become aware of the nuances relating to the
particular case. Such committees also remove the sole responsibility for
making a decision from the clinical team, although typically the committee’s
function is advisory. In the majority of UK hospitals, where there is no
clinical ethics committee, the consultant in charge of the infant bears the Wnal
responsibility for the decision-making, although this is done in the context of
advice from the clinical team, and in partnership with the parents. If there is
dissent from any of the clinical team, the consultant can accept or override it.
In a situation where one or both parents disagree with such a decision, it is
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usually further time that is required for the parent to become convinced. If
this disagreement persists, then the consultant would be prudent to get the
advice of the court. In all cases the consultant, if wise, will take advice and
opinion from experienced colleagues who have been working in the same
Weld for a period of years.

Conclusion

The practicalities of withholding or withdrawing life-sustaining treatments
from handicapped neonates revolve around good discussion within the
clinical team and with the parents. All should have equal involvement in the
discussion, although the Wnal decision will be the consultant’s alone (within
the limits of the law and professional bodies’ guidelines on good practice).
Discussions on withholding or withdrawing are intimately bound up with
palliative care. The use of opiates and other sedatives and symptomatic
treatment is well accepted to provide comfort for the terminally ill child, even
when this is likely to shorten the infant’s life. In handicapped neonates, the
ethical issues may also include the appropriateness or otherwise of artiWcial
and natural feeding. Tube feeding is not completely innocuous. Many older
children and adults Wnd the positioning of a nasogastric tube worse than a
venepuncture, and the restlessness of the handicapped child may be partly
related to the discomfort of the tube. Nevertheless, there is at least a mental
association between the withdrawal of tube feeding and starvation. However,
some hospital guidelines regard it as undesirable to prolong an inevitable
death through maintaining hydration but withdrawing nutrition (St Mary’s
Hospital Trust Clinical Ethics Committee, 2000). The clinical team, and in
particular the nursing staV who will be carrying through the management
plan, must be in agreement with the alternative of regularly oVering food by
bottle or spoon at appropriate intervals, recognizing that in this situation
little food or Xuid will be taken. These decisions are never easy, and all
involved must be comfortable with the implementation of the decisions. In
neonatal units, when life-sustaining treatment is withheld or withdrawn, it is
almost inevitable that the baby dies, though this is not an inevitability in
older children (Levetown et al., 1994).

Although there may have been a clear diagnosis in life, representation
should always be made for a post-mortem examination. In many cases extra
information will become available at an autopsy which was not known
during life, and it is not infrequent for this additional information to aid
counselling and decisions about future pregnancies. If autopsy is sanctioned,
the results should be given to the parents as soon as they are available, not
waiting for the subtleties or the microscopy or the Wxation of the brain; these
results should be communicated subsequently. Frank discussion about the
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results of the autopsy and how this relates to the decisions made in almost all
cases consolidates the appropriateness of the decision that the staV and
parents have made. From the parents’ perspective, the realism provided by
the results of the autopsy ease any remaining guilt feelings that they may
have.

References

American Academy of Pediatrics, Committee on Bioethics (1994). Guidelines on
forgoing life-sustaining medical treatment. Pediatrics 93: 532–6.

Beauchamp, T.L. and Childress, J.F. (1994). Principles of Biomedical Ethics, 4th edn.
Oxford: Oxford University Press.

Bolam v Friern Hospital Management Committee [1957] 2 All ER 118.
Caniano, D.A., Hazebroek, F.W.J., DenBesten, K.E. et al. (1995). End-of-life decisions

for surgical neonates: experience in the Netherlands and United States. Journal of
Pediatric Surgery 30: 1420–4.

Children Act 1989 (1991). London: HMSO.
Children (Scotland) Act 1995. London: HMSO.
Coorssen, E.A., Msall, M.E. and DuVy, L.C. (1991) Multiple minor malformations as

a marker for prenatal etiology of cerebral palsy. Developmental Medicine and Child
Neurology 33: 730–6.

DuV, R.S. and Campbell, A.G.M. (1973). Moral and ethical dilemmas in the special
care nursery. New England Journal of Medicine 289: 890–4.

Finnis, J. (1995). A philosophical case against euthanasia. In Euthanasia Examined, ed.
J. Keown, pp. 23–35. Cambridge: Cambridge University Press.

Gillon, R. (1986). Philosophical Medical Ethics. Chichester: John Wiley.
Hazebroek, F.W.J., Tibboel, D., Mourik, M. et al. (1993) Withholding and withdrawal

of life support from surgical neonates with life-threatening congenital anomalies.
Journal of Pediatric Surgery 28: 1093–7.

Hunter v Hanley [1955] Session Cases 200.
Levetown, M., Pollack, M.M., Cuerdon, T.T. et al. (1994). Limitations and with-

drawals of medical interventions in pediatric critical care. Journal of the American
Medical Association 272: 1271–5.

Michaelis, R., Rooschuz, B. and Dopper, R. (1980). Prenatal origin of congenital
spastic hemiparesis. Early Human Development 4: 243–55.

Re B (a minor) [1981] 1 WLR 1421.
Re C (a minor) [1989] 2 All ER 782.
Re J (a minor) [1981] Fam 33?
Re J (a minor) [1990] 3 All ER 930.
Re J (a minor) [1992] 4 All ER 614.
Re W [1992] 4 All ER 627.
Royal College of Paediatrics and Child Health, Ethics Advisory Committee (1997).
Withholding and Withdrawal of Life-saving Treatment in Children: A Framework for
Practice. London: Royal College of Paediatrics and Child Health.

St Mary’s NHS Trust Clinical Ethics Committee (2000). Guidelines on Withdrawing

344 N. McIntosh



and Withholding Treatment. London: St Mary’s NHS Trust.
United Nations Convention on the Rights of the Child (1989), Article 12.
Wall, S.N. and Partridge, J.C. (1997). Death in the intensive care nursery: physician

practice of withdrawing and withholding life support. Pediatrics 99: 64–70.
Whitelaw, A. (1986). Death as an option in neonatal intensive care. Lancet 2: 328–31.
Wood, N.S. and Marlow, N. (1999). Neurological and developmental morbidity in

children less than 26 weeks gestation at 2.5 years of age. Pediatric Research 45: 259A.

345Ethical issues in withdrawing life-sustaining treatment



MMMM



Index

ableism 93
aborted tissues, stem cell technology 235
abortion 5–6, 213–31

constitutionalism and politics 214–16
non-traditional model of motherhood

221–8
abortion as role change 228
choice and consent 222–3
contingent equal protection 226–8
fetus eVects on mother 226
self-defence 223–6
self-sacriWce 226

problem deWnition 214–16
roles and goals 228–30
selective termination as 249–51
traditional model of motherhood

216–21
lifeboat ethics and justiWcation 218–20
sacriWce model 220–1

unsafe, complications 48–9
absent father 114
see also male reproductive toxicology

advice to pregnant woman, compliance and
non-compliance 285–301

age of woman, ovum donation 18, 32–3
AIDS see HIV infection
alcohol

FAS and nutrition 117
male-mediated teratogenicity 122–3

‘Alice’s meadow’ 243
Amish society 90
amniocentesis, risk 197
antenatal screening 8–9
ART see reproductive technologies
asphyxiation, perinatal 336–7
assisted reproduction see reproductive

technologies
autonomy

CCNE report 155–6
neonate within family 338
rights of mother vs fetus 131–6

autopsy 343–4

Baby M case, contract pregnancy 238, 308
beneWcence, and non-maleWcence 338–40
‘birth asphyxia’ 336–7

blastocysts, ownership issues 233–5, 239,
240

Blood, Diane 107
Bolam v Friern HMC, test 338
breast-feeding, and HIV in pregnancy 62,

65–6

Caesarean section 3–4
eVects and complications 264
enforced 135, 145, 269–77
English law 269–77

epidemiology 265–6
ethical issues 277–8
HIV infection 62
medical issues 279
mortality rates 264
procedure 263–4
right to choose 266–8

cancer, childhood, and paternal
occupation 123

Carder case 3
case study, IVF 161–6

high risk pregnancy 162–3
risks to mother, fetus and neonate

163–4
child(ren)

genetic ‘ownership’ 19–21, 237, 238,
309–11

genetically perfect child 87–100
harms of NRTs 309–17
contract pregnancy 313–17
genetic links and eugenicism 309–11
health dangers 312
policy implications 317
racism and sexism 311

and NRTs 305–9
health issues 312–13

Paediatric AIDS Clinical Trial Group
(PACTG) (1994) 62

parents’ duty 91–4
parents’ rights 88–91
parents’desire to enhance 94–9
UN Declaration of the Rights of the

Child 309–10, 313, 315–16, 338
Children Act (1989) 178, 338
choice, and rights 101

347



chorionic villus sampling, risk 197
cloning 155–9, 234
coercion 138

disguised as choice 44
high status 72–3

collective rights
versus individual rights 53–6
versus oppressive values 54–6

communalism 55
community-based health care, Ghana 58
compliance and non-compliance 285–301

deliberate refusals 294–6
distrust 296
epistemological conXict 295
value conXict 294

failure of understanding 296–7
inadvertent non-compliance 297–8
judgements of non-compliance 298

Congenital Disabilities Civil Liability Act
(1976) 108–10

contract pregnancy 238, 307–8
Baby M case 238, 308
eVect on existing family 314
sale of children 314–15
and self-esteem of girls 311

costs of reproduction 103–4
Council of Europe Convention on Human

Rights see European Convention on
Human Rights

crack babies 115–18
societal/media-driven drug reporting

115
see also male reproductive toxicology

cryopreservation, reproductive tissues 31,
151, 153–4

cultural (collective) rights 52–3
see also relativist communitarian

collectivism
cultural identity, versus moral identity

56–7
cultural identity see multicultural issues
culture diVerences, ethical questions 12–13
cystic Wbrosis, research interviews 202, 203

deafness 325–33
disability and enhancement 10–12

debates, ethical questions 1–15
diVerences in gender and culture 12–14
disability and enhancement 10–12
new technologies 6–10
reproductive ethics 14

democracy, health-related vesus non-
health-related therapy 98–9

disability 195–212
avoidance in NRTs 308–11
Congenital Disabilities Civil Liability Act

(1976) 108–10

deafness (congenital) 325–33
and enhancement 10–12
as a good 93–4
harm versus wrong 327–8
negative attitude towards 105
NuYeld Council on Bioethics 105
perspectives 199
prenatal counselling, advantages/

disadvantages 196–9
radical views 199–200
research interviews 200–10
examples 203–6
implications 207–10
see also pregnant woman, freedom of

action
diseases, quarantine laws 138
doctor–patient relationship, compliance and

non-compliance 285–301
donor insemination 8

donor anonymity 168–71
family concerns 172–8

Down’s syndrome
gene therapy 93
research interviews 202, 204–5
severity and cost 197
testing 74–5

drug taking
Wrst- and second-order desires 140–2
free will and harm to fetus 140–2
prescribed in pregnancy 142

Due Process, right of privacy 214–15
duty

against reproduction 101–12
parent’s 91–4

economic beneWts of reproduction 103–4
egg, seductive egg theory 120
embryo interventions and cloning 149–59,

234
cryopreservation of reproductive tissues

153–4, 31
embryo research and screening 150–3

embryo reduction 149
methods 248

embryo status 236
embryo–fetal boundary 248
embryonic stem cell technology 9, 233–6
embryonic tissues, ownership 233–45
endangerment, reckless 139
enhancement of child

parents’ desire to enhance 91–9
prenatal versus postnatal 94–5

eugenicism
aspirations 92
and genetic ‘ownership’ of child 309–11

European Convention on Human Rights
106

348 Index



embryo research 150
on rights to information 105
rights to reproduction 106–7

European Union, rights to free movement
107

euthanasia, handicapped neonates, legal
framework 341

familism 55
family concerns, secrecy in donor

insemination 172–8
family planning, Tanzania 48
female genital mutilation (FGM) 43–4
feminist bioethics

egalitarian version and FTTP 251–8
global 58–9
multicultural issues 49–52
and respect for diVerence 49–52
roles and goals 229–30

fetal drug exposure
criminal prosecution 116
FAS and nutrition 117
media attention 115
NAPARE report 115

fetal potential 27
fetal reduction 7, 250–1

FTTP cases 252–8
methods 249

fetal rights 114
forced treatment against maternal

wishes 30
fetal screening 183–93

comparison to other perinatal
interventions 188–90

consequences 184–6
false positives/negatives 185
health technology assessment, integration

of ethics and social consequences
190–2

special features 186–8
fetal status 184, 226–7
fetal termination with pregnancy

preservation (FTPP), cases 251–8
fetal tissues, ownership 233–45
fetal viability 24
Wrst- and second-order desires 140–2
France

embryo legislation 151
tissue legislation 240

freedoms see liberty
FTPP see fetal termination with pregnancy

preservation
futile treatment 339

gender diVerences, ethical questions
12–14

gender violence 49

gene therapy
child engineering 87–8
enhancement of normal child 88–91

health-related versus non-health-related
97–9

genealogical bewilderment 315
genetic diagnosis, pre-implantation (PGD)

6–7, 152
genetic ‘ownership’ of child 19–21, 237,

238
and eugenicism 309–11

genetically perfect child 87–100
parents’ desire to enhance 94–9
parents’ duties 91–4
parents’ rights 88–91

Germany, Embryo Protection Act (1990)
234

Ghana, community-based health care 58
global bioethics 57
growth hormone therapy, in normal child

91–2
Guthrie test 69

handicapped neonates 335–45
euthanasia, legal framework 340
scenarios 339
societal pressures 342–3
withdrawal of treatment 337
see also disability

harms of reproduction 102–3
haves and have-nots, health-related versus

non-health-related therapies 98–9
health technology assessment, fetal

screening 183–4, 190–2
heel prick test 69
Hellin’s Law 247
herbicides, male reproductive toxicology

121
heterosexism, in NRTs 311–12
high status coercion 72–3
HIV infection and AIDS

AIDS Clinical Trial Group (ACTG)
(1994) 75–7

HIV-positive parent 104
Paediatric AIDS Clinical Trial Group

(PACTG) (1994) 62
clinical trials 76–9

scale of HIV infection 61–4
Tanzania 47–8

HIV in pregnancy 61–85
antenatal testing and screening 64–6
anonymized unlinked screening 67–70
conWdentiality and disclosure to third

parties 75
consent 67
mandatory testing 71–2
named testing 70–5

349Index



positive result, implications 64–6
breast-feeding 62, 65–6
placebo-controlled trials 76–8
relationship between health professionals

and patients 66–7
treatment
ACTG 076 regimen 76
HAART 62–3
zidovudine (AZT) 62–4

vertical transmission rates 61–2
Human Fertilisation and Embryology Act

(1990) 150, 165–6
abuses 237
Code of Practice 101–2, 151
regulatory authority 240

Human Genome and Human Rights (1997),
UNESCO 155

Human Rights Act (1998) 106, 111
see also rights

Huntington’s disease 103
hypertension, pregnancy-associated 164

ICSI 152
immunosuppressive drugs, pregnancy

163–4
informed consent, legal aspects 239,

269–77
IVF 149–50

case study, renal graft 161–6
ethical issues 149–50
multiple gestations, prevention methods

248

Kant, on lying 175–6

labour of production
feminist model 242–3
Lockean model of ownership 236, 237

law enforcement
civil law liability 108–10
(hypothetical) duty against

reproduction 106–7
liberal individualism, versus relativist

communitarian collectivism 41–2,
44–5

liberty
not to procreate 21–2
procreative 19–21, 88–91
restricting
pregnant women 131–46
see also ethical issues; pregnancy

life-sustaining treatment, withholding/
withdrawing 340–4

lifeboat ethics, justiWcation for killing
218–20

Lockean model of ownership 236, 237, 238
lying, Kant 175–6

McCaughey septuplets 251, 255
McKay v Essex AHA 109–10
male infertility, donor insemination and

anonymity 172
male reproductive toxicology 113–29

crack babies and pregnant addicts
114–18

herbicides 121
male-mediated developmental

toxicology 120–3
paternal eVects and political correctness

125–7
pesticides 121
press coverage of male-mediated harm

123–5
seductive egg theory 119–20
social constructions of maternity and

paternity 114
virile fathers and all or nothing sperm

theory 118–19
maternity/paternity, societal standards 114
media see societal/media-driven standards
Mental Health Act (1983), mental

disorders 3
minimally satisfying life, deWnition

problems 103
Moore case, model of tissue ownership

236–8
moral identity versus cultural identity

55–7
moral standing of fetus and embryo 22–7
multicultural issues 39–59

contradictiion of relativism 52
cultural identity versus moral identity

55–7
ethical questions 12–13
feminist bioethics and respect for

diVerence 49–52
global bioethics 57
individuals and social collectives 53–6
liberalism and conXicting interests in

medical decision-making 41–2,
44–5

protection of human rights and
laissez-faire ethics 42–4

social coercion disguised as choice 44
traditional societies and cultural

relativism 44–5
women’s health in a patriarchal society

45–9
multifetal pregnancy reduction 250–1
multiple abnormalities at birth 336
multiple gestations 247–60

Hellin’s Law 247
prevention methods 248
risks 247

350 Index



NAPARE report, fetal drug exposure 115
‘naturalness’ 309
neonates see handicapped neonates
NHS, rationing of resources 102
non-maleWcence 338–40
NRTs see reproductive technologies
nuchal translucency 195
NuYeld Council on Bioethics

on disability 105
on stem cells 236

ovum donation 31–2
older women 18, 32–3

ownership see genetic ownership; tissue
ownership

Paediatric AIDS Clinical Trial Group
(PACTG) (1994) 62

palliative care, handicapped neonates
335–45

parents and genetically perfect child
87–100

parents’ desire to enhance 94–9
parents’ duty 91–4
parents’ rights 88–91

paternity
all or nothing sperm theory 118–19
societal standards 114
see also male reproductive toxicology

patriarchal society, women’s health 45–9
personhood, normative/descriptive 25
pesticides, male reproductive toxicology

121
placebo-controlled trials 76–8

ethical issues 76–8
placental sales 239
Polkinghorne review 237, 241
power, in obstetrician–patient relationship

2–6
pre-embryos 150, 30–1

deWned 33–4
pregnancy

environmental hazards 117
nutrition and FAS 117
oVers and threats 136–8
see also contract pregnancy

pregnant woman, freedom of action
131–46

compliance and non-compliance
285–301

deliberate refusals 294–6
implications 289–92
judgements of non-compliance 292–3
judgements, scope 286–9

forced treatment of fetus 30
logical argument 132
mother/fetus moral relationship 131–6

society’s response 136–40
drug taker 140–2
harm prevented: more than that

caused 144
increasing restrictions on liberty 143
judging and inXuencing maternal

behaviour 142–3
moral ranking of diVerent strategies

139–40
no less drastic method for achieving

same end 143–4
oVers and threats 136–8
punishment for reckless endangerment

139
real and serious risk 143
strategies and permissibility, coercion

138
see also caesarean section

pre-implantation genetic diagnosis (PGD)
6–7, 152, 208–10

avoidance of disability 308–9
prenatal advice 286–9
prenatal counselling 195–9

advantages/ disadvantages 196–9
prenatal diagnosis see pre-implantation

genetic diagnosis
preterm infants 336
principlist approach 3
priorities 27–30

value conXicts 28–30
procreative liberty see reproductive liberty
property rights

tissue ownership 238, 242
see also genetic ‘ownership’ of child

quarantine laws 138

racism, in NRTs 311–12
rape 224–5
reckless endangerment 139
relativist communitarian collectivism

41–2, 44–5, 52
versus liberal individualism 41–2, 44–5

religious versus secular framework 18,
13–14, 17–35

renal transplantation, and pregnancy
161–3

reproduction, duty against 92, 101–12
civil law liability 108–10
conXicts with other rights 105
costs of reproduction 103
enforcement and role of law 106–7
harm/cost = duty not to reproduce 104
harms of reproduction 102–3
repaying the state 108

reproductive ethics 13–14, 17–35
application 30–3

351Index



assigning priorities 27–30
components, proposed 18–19
need for an ethical framework 18–19

reproductive liberty 88–94
conXicts with other rights 105
enhancement 89–91
limits 89
rights 88–91, 101, 331–2

reproductive services
gatekeepers 101
HFEA code 101–2

reproductive technologies
and children 305–19
avoidance of disability 308–9
beneWt of existence 306–7
beneWt of loving parents 307–8
denial of knowledge of progenitors

315–16
harms 309–16
policy implications 317

donor insemination 8, 167–80
embryo interventions and cloning

149–59
new 6–10
pregnancy in renal transplantation

161–6
see also ICSI; IVF

reproductive tissues cryopreservation 31,
151, 153–4

tissue ownership 239
responsibility principle (Jonas) 154
rights

abortion rights 216–18, 222–8
and choice 101
Human Genome and Human Rights

(1997), UNESCO 155
Human Rights Act (1998) 106, 111
individual rights
versus collective rights 53–5
versus individual respect 54–5

and laissez-faire ethics, multicultural
issues 42–4

of mother, versus fetal autonomy 131–6
parents’, genetically perfect child 88–91
protection of human rights and

laissez-faire ethics 42–4
to Caesarean section 262–4
to information, Council of Europe

(1996) 105
to reproductive liberty 88–91, 101,

331–2
conXicts with other rights 105

Roe v Wade 214
rubella,McKay v Essex AHA 109

secrecy in donor insemination 167–80,
167–80

seductive egg theory 119–20
selective termination 7–8, 250–1
self-consciousness 20, 22–3

personhood 25
potential 23

semen donors 8
sentience 23
sexism, in NRTs 311–12
sickle cell anaemia, research interviews

202, 205
smoking, male-mediated teratogenicity

122–3
societal/media-driven standards 94–5

drug reporting 115
freedom of action for pregnant woman

136–40
maternity/paternity 114
press coverage of male-mediated harm

123–5
South Africa, policy on HIV infection 63
sperm, donor anonymity 168–71
sperm count, and testicular cancer 119
see also male reproductive toxicology

spina biWda, research interviews 202,
205

stem cell technology 9, 233–6
suVering 325, 333
surrogacy see contract pregnancy

Tanzania
HIV infection and AIDS 47–8
‘life skills’ 46
traditional medicine 48
women’s health 45–9
Maasai tribe practices 46–7
pregnancy 46–7

teratogenicity, male-mediated 122–3
termination of pregnancy

fatal/non-fatal genetic maladies 93
selective termination 7–8, 250–1

testicular cancer, and sperm count 119
thalassemia

Cyprus 197
research interviews 202, 204

threats 136–8
tissue ownership

Lockean model 236–8
maternal rights (and alienation) 242–3
property rights 238–40, 242–3
regulation of commercialization 240–2
and research companies 238
status quo 239–40

tolerance, limits to 41
toxicology, see also male reproductive

toxicology
transcervical section 249
transvaginal aspiration 249

352 Index



twins, conjoined 219
see also multiple gestations

umbilical cord tissue 239
UN Declaration of the Rights of the Child

309–10, 338
contract pregnancy 313
denial of knowledge of progenitors

315–16
UNESCO, Human Genome and Human

Rights (1997) 155
US National Bioethics Advisory Committee

‘gift relationship’ 238

uses of tissues 237, 241

withholding/withdrawing life-sustaining
treatment 340–4

women’s health, in patriarchal society
45–9

women’s rights issues see feminist bioethics
worthless versus worthwhile 322–7
‘wrongful life’ concept 306

lawsuits 321–2
McKay v Essex AHA 109–10

zidovudine (AZT) 62–4

353Index


	Cover
	Contents
	I - Generic issues in pregnancy
	II - Inception of pregnancy: new reproductive technologies
	III - First and second trimester
	IV - Third trimester
	V - Neonatal life

	Contributors
	Acknowledgements
	1. Introduction: recent debates in maternal–fetal medicine – what are the ethical questions?
	Power in the obstetrician–patient relationship
	The impact of new technologies and new diseases
	Disability and enhancement
	Difference: gender and culture
	‘A framework for reproductive ethics’
	Conclusion

	2. Overview: a framework for reproductive ethics
	Need for an ethical framework
	Significance of freedom to procreate
	Importance of freedom not to procreate
	Moral standing of the fetus and embryo
	Assigning priorities
	Application of the framework

	3. Multicultural issues in maternal–fetal medicine
	Introduction
	Liberalism and conflicting interests in medical decision-making
	From the universal protection of human rights to ‘laissez-faire ethics’
	Traditional societies and cultural relativism
	Women’s health in a patriarchal society
	Feminist bioethics and respect for difference
	The contradiction of relativism
	Individuals and social collectives
	Cultural identity vs. moral identity
	Towards a global bioethics
	Conclusion

	4. HIV in pregnancy: ethical issues in screening and therapeutic research
	Introduction
	Setting the scene
	HIV testing and screening in pregnancy
	The ethics of anonymised unlinked screening for HIV in pregnancy
	The ethics of named testing
	Confidentiality and disclosure to third parties
	Therapeutic research in pregnancy: ethical issues in placebo-controlled trials
	Conclusion

	5. Genetic screening: should parents seek to perfect their children genetically?
	Do parents have a right to enhance their children genetically?
	Do parents have a duty to enhance their children genetically?
	Should parents genetically enhance their children?

	6. Is there a duty not to reproduce?
	The ‘harms’ of reproduction
	The ‘costs’ of reproduction
	Does harm/cost = duty not to reproduce?
	A qualified reproductive right?
	Enforcing a duty not to reproduce – the role of the law?
	Repaying the state
	Civil law liability
	Concluding thoughts

	7. Between fathers and fetuses: the social construction of male reproduction and the politics of fetal harm
	Social constructions of maternity and paternity
	‘Crack babies’ and ‘pregnant addicts’
	Virile fathers and the ‘all or nothing’ sperm theory
	The ‘seductive egg’ theory
	The evidence of male-mediated developmental toxicology
	Press coverage of male-mediated harm
	Paternal effects and ‘political correctness’

	8. Restricting the freedom of pregnant women
	Introduction
	The moral relationship of mother and fetus
	Society’s response and the permissibility of different strategies to stop a mother harming her fetus
	The will of a drug-taker
	The complexity of judging and influencing maternal behaviour
	Widening the scope
	Conclusion

	9. Ethical issues in embryo interventions and cloning
	Introduction
	Embryo research and screening
	Cryopreservation of reproductive tissues
	Cloning and the human embryo
	Conclusion

	10. A case-study in IVF: paternalism and autonomy in a ‘high-risk’ pregnancy
	Introduction
	A case of high risk pregnancy
	Risks to the mother, the fetus and the neonate
	Case discussion

	11. The ethics of secrecy in donor insemination
	Introduction
	Donor anonymity
	Secrecy and the family
	Conclusion

	12. Ethical and social aspects of evaluating fetal screening
	Introduction
	Consequences of fetal screening
	Special features of fetal screening
	Comparison to other perinatal interventions
	Integration of ethics and social consequences into health technology assessment
	What can be done?

	13. Prenatal counselling and images of disability
	Prenatal counselling
	Advantages of prenatal counselling
	Disadvantages of prenatal counselling
	Disabled people’s perspectives
	Radical views of disabled people
	Research with disabled people
	Examples from the interviews
	Discussion
	The implications of the interviews for prenatal counselling and maternal–fetal relations

	14. Models of motherhood in the abortion debate: self-sacrifice versus self-defence
	The power of problem definition
	Problem definition: constitutionalism and politics
	The traditional model of motherhood and abortion rights
	The non-traditional model of motherhood and abortion rights
	Roles and goals

	15. Who owns embryonic and fetal tissue?
	Background: why does ownership of embryonic and fetal tissue matter?
	Property, persons, pregnancy and progeny
	Models of ownership for embryonic and fetal tissue

	16. The fewer the better? Ethical issues in multiple gestation
	Methods of fetal or embryo termination in multiple gestation
	More on terminology
	Egalitarian feminism and FTPP cases
	Conclusion

	17. Caesarean section: who chooses – the woman or her doctor?
	The procedure
	Effects and complications of Caesarean section
	Epidemiology
	A woman’s right to choose a Caesarean section
	Why women ask for Caesarean section
	Forced Caesarean section: the law in England and Wales
	Ethical issues
	Medical issues

	18. Judgements of non-compliance in pregnancy
	Introduction
	The scope of compliance/non-compliance judgements
	Implications of the compliance and non-compliance framework
	A closer look at judgements of non-compliance
	Judgments of non-compliance in review

	19. Do new reproductive technologies benefit or harm children?
	Alleged benefits of NRTs and practices
	Possible harms of NRTs and practices
	Conclusion
	Policy implications

	20. Are there lives not worth living? When is it morally wrong to reproduce?
	Beginning together
	Beginning to diverge
	Who is harmed/wronged by disability?
	Two separate questions
	Bennett’s position
	Harris’s position
	Conclusions

	21. Ethical issues in withdrawing life-sustaining treatment from handicapped neonates
	Introduction
	Background
	Rights and duties of parents and doctors in the newborn period
	The issues
	The legal framework
	Knowledge, evidence and certainty
	Parental and societal pressures and second opinions
	Conclusion

	Index

