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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 justifiable
limits of paternalism and autonomy;
« the impact of new technologies and new diseases;
« disability and enhancement (the ‘designer baby’); and
« difference — 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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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 offer
a narrative framework for understanding the recent debates in maternal—fetal
medicine. This introduction, however, offers a different 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 justifiable 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 conflicting 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 justification, the ‘designer baby’ syndrome.
(4) Difference. 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, offers a way of understanding and
foregrounding difference.
These issues are listed in ‘descending order of popularity’, so to speak. As we
might expect, the largest number of contributions fall into the first 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 Francoise 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 first
category and the fourth, although many fewer contributors have concen-
trated on difference — see Sirkku Hellsten (3) and Frangoise Shenfield (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 offend 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 first 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 first 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 first 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 fitting 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 Trustv S
[1998]), which reiterated that a competent woman has the right to refuse a
Caesarean section, as she would any other procedure.

Savage also briefly 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 women who have chosen to maintain their pregnancy is also
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a different 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 fits this particular
clinical situation, Bewley draws on Frankfurt’s distinction between first- 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 first-order desire to take drugs overwhelms another first-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 offspring 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 defined 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-sacrificing nurturers’. That is,
by stressing the way in which unwanted pregnancy forces women into the
stereotype of sacrificial 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 confines of the dyadic doctor—patient relationship and into the political
arena. By contrast, Francoise 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 specific 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 afford 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 offspring. Although it seems plausible
that there might be a duty to eliminate genetically transmitted diseases, to
whom might we owe this duty? It is difficult 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 finishes 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 American medical ethicist Mary Mahowald (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 offspring, 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 not merely semantic finickiness — ‘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
justified, 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 justified 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 first 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 different 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 reflects on the effects 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 different 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 suffering 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 define 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
first 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 first 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 confines 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. Nuffield 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 conflict 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 justified on the basis of the relationship of
trust between the doctor and patient, that fiduciary 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
benefit 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 MclIntosh, Priscilla Alderson, Christine Overall, and Rebecca Bennett
and John Harris.

Neil McIntosh (Chapter 21), a consultant paediatrician in Scotland, offers
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 difficult 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 offers a useful typology of uncertainty concerning the
probability of severe disability and its effect 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). Offering 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 suffering
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 benefits 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 and Overall’s interests mesh is in this third ‘benefit’, 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 first claim, that
existence itself is a benefit, 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 off’ 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 off; there is no child to harm... So, even if coming
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into existence is a type of benefit, 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 suffering 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 off 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 suffering 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
specific 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 final topic analysed by
authors in this collection, the nature of difference.

Difference: gender and culture

For the past 20 years feminist theory has been preoccupied with the notion of
difference, dating perhaps from Carol Gilligan’s In a Different Voice (1982,
1993 — 2nd edn.). Gilligan advanced the hypothesis that a different 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 find that model more
frequently in boys and men. French psychoanalytic feminist theorists such as
Hélene Cixous and Luce Irigaray provided an alternative emphasis on differ-
ence, grounded in Lacanian psychoanalysis and based on a revision of the
‘mirror’ stage to accommodate female experience. Postmodernism, also,
contributed an accent on difference, to the extent that the very notion of
‘woman’ is undermined — differences within the category are as important as
those between men and women to postmodernist feminists (Butler, 1987).
Other feminists, however, doubt that without a unified notion of ‘woman’
there can properly be any such thing as feminism or feminist politics (Dick-
enson, 1997). Sceptics about the notion of ‘difference’ warn that ‘an affirm-
ation of the strengths of female “difference” 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 Frangoise Shenfield (Chapter 9), a consultant in one
of the few purely publicly funded IVF clinics in London, combines her
clinical background with an interest in difference 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), Shenfield 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 gestating mother.” ‘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 find difficult
to tolerate. Another psychoanalytical question concerns the child thus con-
ceived, rather than the parent: how will the child cope with building his or her
sexual identity?’ The ‘newness’ of Shenfield’s argument itself seems a good
argument for difference. 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 difference and the
construction of the subject, Shenfield 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 difficult question, ‘Where does legitimate cultural difference 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 difference, Hellsten concludes that we are not so
bound. She offers practical solutions to problems of multicultural working
which allow clinicians to maintain their own moral view without affronting
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 find 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
significance 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 confers moral standing
on infants, fetuses and pre-embryos, examining their degree of resemblance
to the sorts of creatures whom it is socially beneficial 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. The most striking example here is difference, where the two
contributors are an IVF clinician (Shenfield) 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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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 first case, involving a pregnant woman at
36 weeks of gestation, the obstetrician believed there was placental insuffi-
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 justifiably 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 effects. The research team wanted to find out whether its
attempts to mature ova had been successful before offering 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.! Difficult 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 significance 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 prove what the correct answers
are to these main questions, we can give arguments for and against different
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 differing 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 influence 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 significance 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 offspring 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 different ethical values or inter-
ests are in conflict. 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 different reasons, so we shall con-
sider them separately. To explore the significance of freedom to procreate, we
need to ask why having genetic offspring 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 offspring?

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 offspring might be meaningful to people in
this ordinary scenario, and then use this understanding to address the newer,
more controversial situations.

Studies have identified a number of reasons people actually give for having
genetic children, some of which seem selfish or confused (Pohlman, 1974;
Arnold, 1975; Laucks, 1981). For example, some people desire genetic off-
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 offspring. 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.?

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 reflect 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 difficulty 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 fulfillment of religious
duty. Thus, the idea of creating a person can have different 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 offspring.

Second, having genetic children might be valued as an affirmation of a
couple’s love and acceptance of each other. It can be a deep expression of
acceptance to say to another, in effect, ‘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 affirmation 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 influence 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 find such experiences to be desirable.
Discomforts can be significant, 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
find 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 significant sacrifices 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 offspring, 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-fulfillment, 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-fulfillment. 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 justified 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,

21



22

C. Strong

use of birth control pills and abortion, among other examples. Although
bodily self-determination applies both to men and women, it has special
significance for women because they bear the burdens of gestation.

The third reason focuses specifically 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 influence in all fields of endeavour. Because childbirth and childrearing
require much time and energy, the more heavily one’s life is devoted to these
activities, the more difficult 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 mainstream medical 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 unjustified 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 different 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 reflect 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 difficulty 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 have moral 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 exemplified by infants.

A different 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 fire
has broken out. You see a child, approximately 10 years old, lying on the
floor, suffering 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?’

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 difficult. Nevertheless,
this view suggests an important insight, namely, that the potential to be-
come self-conscious has some moral significance. 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. Thisisa
conclusion that will strike many 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 flourish, 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 fire-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 fire, 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 difficulty 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 affect 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 difficult 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
because medical 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
benefit 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 first 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 justifiable 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 justifiable 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 justified. Several authors have suggested that
conferring moral standing on infants and at least some fetuses might be
justified 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 suffer 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 offers 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 identified 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 identify morally 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 them with 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 sufficient
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 significance of the aggregate possession of these characteristics. I
suggest that the combination of these similarities is significant 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 different
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 justifiable 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 justifiable, 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 fine. 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 differences 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.*
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Assigning priorities

Ethical issues in reproductive medicine can be characterized as conflicts
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 specific 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 offspring; the well-being of society; the well-
being and autonomy of women individually and as a group, respect for life;
and scientific freedom, among others.

In resolving value conflicts, 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 conflicting 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
conflict.

(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 conflict.

(3) The prioritization is made in the context of individual cases and might
differ in different 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 first approach involves assigning a hierarchical ranking to values or
groups of values. Once the ranking is made, it is fixed, 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 benefi-
cence. The difficulty 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 first, 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 beneficence — and
more specifically, 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 justifiable to prevent individuals from harming third
parties.
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In the second approach, a ranking of values is made that stays fixed for all
cases in which a given issue arises. To illustrate, consider the issue of whether
to carry out requests by single women for artificial insemination, in which a
central conflict is between the reproductive freedom of the woman requesting
artificial 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 artificial 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 identifies 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 inflexibility would seem to be a drawback, this
approach seems to be assumed by many authors in reproductive ethics. The
difficulty with this approach is similar to that of the first 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 reflects an oversimplification
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 specific case. This approach seeks a balancing or compromise
of the main conflicting 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 different 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 oversimplification of the first two approaches. Also, it reflects
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 conflict,
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 difference in the
decisions that ought to be made. On the other hand, although this approach
is more flexible than the first two, it falls short of the degree of flexibility 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 modified 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 conflicts 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 justifiable. 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 sufficiently compelling.’
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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 scientific 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 freeze mature 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 benefits
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 scientific 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 off 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 off 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 off than she/he would have been
if she/he had not been created, namely, when the life is filled with suffering 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 off 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
effects of advanced maternal age on pregnancy. In most of this literature, it is
worth noting, advanced maternal age is defined as 35 or older. Although
there are conflicting 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 sorme 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 affirm mutual love, or because it provides
a link to future persons.

These are reasons why having genetic offspring 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
identified 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 offspring to be an affirmation of each other’s love. Second,
several of the identified 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 affirmation
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 fulfillment of which can promote the self-identity and
self-fulfillment of the individuals involved. These considerations support the
view that, at least in some cases, it is ethically justifiable 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 conflicting values are also
useful in dealing with the variety of issues that arise.

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
offspring, 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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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
field 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 difficult 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 finding 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 differences in cultural
traditions as well as differences 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 find any globally acceptable set of norms, we need to take
recent feminist bioethical challenges seriously and try to find a way to
promote universal values in a manner that takes the particularity of cultures
as well as the special needs of individuals in different 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 affects 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 different 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 find 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 differentiate
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 indifference’ or even ‘moral incapacity’ within such a
culture.

Allin all, I claim that the main problem in finding 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 find 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

When we talk about multicultural issues in maternal—fetal medicine, we often
start by setting up a polarization between two quite different 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
justification 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 different lifestyles
and respect diversity in cultural backgrounds within the liberal universalist
ethical framework. In maternal—fetal medicine 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 — differences 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 difficult to
detect or prove (Kukathas, 1992: pp. 105-39) .

In modern pluralist society, the most difficult ethical and multicultural
issues are usually those involving conflicting rights and interests of different
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 conflict-
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 conflict 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 systems may make
it difficult to find 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 first 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 differences — whether we talk about random and natural differences
(differences that individuals cannot themselves choose but are born with)
such as gender, race and ethnicity, or we focus on the differences 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 autonomy may 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 different 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 influences 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 indiffer-
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 effects, 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 fidelity
and social harmony of the community. Elsewhere it might be protected by
religious beliefs (Hellsten, 1999: pp. 69-83).

From the point of view of maternal—fetal medicine and reproductive health
care, FGM is, however, a harmful practice, which has no medical justification.
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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 suffer from rupture and excessive bleeding. Female
genital mutilation in its various forms (circumcision proper/sunna, excision,
infibulation) 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 effects
include haematocolpos, keloid formation, implantation dermoid cysts, chro-
nic pelvic infection, calculus formation, dyspareunia, infertility, urinary tract
infection and difficulty of micturition. Obstetric effects 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
fistulae or fetal loss. The baby, for its part, may suffer birth defects and brain
damage because of a difficult 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 difficult 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 justified 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 conflicting 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 difficult 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 different 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 justified 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
find their own way to deal with their social and health problems. If
the offered 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 suffice 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 different value and belief systems. This is especially
evident in maternal—fetal medicine and reproductive health care, which must
first take into account the special needs of women, and secondly find 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 effectively 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 affect 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 difficult 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 different cultural
background has a difficult task in trying to improve women’s health and
position within her community while simultaneously remaining sensitive to
cultural difference. 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’ influence. In the end, again it is women and children who suffer
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 effects of many sexually transmitted
diseases, particularly AIDS. Men’s infidelity, 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 view may 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 fighting 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 first 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, traffic accidents or even war. Many
abused women suffer in silence because of poverty, shame, ignorance or lack
of confidentiality 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 define 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 offended 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 offends 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 justification 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 influence 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
benefits. The idea of maternal benefit 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 benefits can sometimes weaken rather than improve women’s posi-
tion. In order to get the benefits, men pressure women to have more 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 offer some guidance. First of all, feminists point out that universal-
ism in prevalent Western bioethics is based on blindness to difference.
Feminists believe that difference-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 influence our personal differences 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 differences
between people (whether we talk about race, ethnicity or gender) that should
be taken into account when we have to decide on medical 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 fit 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 benefit 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 ignore many 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 justified 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 women within the scope of human rights.
As Catharine MacKinnon (1998) has pointed out, there is always a way to
find 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
justifies overlooking this vulnerability. In other worlds, the demand that
everyone should be treated the same may effectively 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 differences, but also to differences 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 find the most appropriate way to promote health in particular situations.
This means that we must take seriously the feminist criticism of Western

51



52

S.K. Hellsten

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 differences 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 difference is often
questionable, again because of the danger of falling into relativist reasoning.
Particularly if it is mainly gender difference 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 infinitum. If that happens, the demand to protect
women’s rights may plausibly be seen to conflict 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 different
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 first 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 difference 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 justification 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 conflict 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 differing 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 different 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 find a way to global ethical agreement on what practices are to be
abandoned and which encouraged, we have first to understand the funda-
mental differences 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 different 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 fiduciary 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 difficult 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 with merely
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 difficult task is to find
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 effects 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 different 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 different 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 affect 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, first, that family involvement in decision-making is justified 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
influence on our choices, physicians and nurses have to try to find 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 first be considered offensive, 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 different 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 different 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
influenced by her cultural background. However, it should not be wholly
equated with 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 difficult 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 flourishing 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 find 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 differences (e.g.
between respect for individual autonomy and collectivist decision-making
processes). Finally, we have to differentiate 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 identified the foundational cause for ethical disagreements,
we need to find the right way to educate people with different cultural and
social backgrounds. We need not only to understand the traditional roles of
different groups in this society, but also to use these groups as our messen-
gers. We need to be sensitive to the differences 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 find 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 different cultural backgrounds, we can find a proper
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way to promote the health and well-being of women and children without
ignoring difference, social ties and local cultures. In Tanzania, the Ministry
for Community, Development, Women’s Affairs 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 differences 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,
different 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 find a
shared set of values that can be universally promoted in different 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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Introduction

Human immunodeficiency 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 findings 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-Saharan Africa 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

61




62

P. de Zulueta

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),
significantly 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, refining 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 affluent, developed countries, up to 1994, HIV-positive women were
faced with the grim choice of either continuing with a pregnancy that carried
a 1:5-6 risk of their offspring 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 an HIV-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
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(de Cock, 1997), with many adverse effects. Some people have difficulty
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 confident that their
offspring can escape infection, and, that if they accept treatment, they
themselves may benefit 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 benefit from HAART. The majority of
pregnant women cannot benefit 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 five), 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 affluent 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 first 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, 1999¢; 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 difficult 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 conflict 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 five 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 difficulties (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 significant 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 fled the country with their child. Had the child been found to be
HIV-positive, one can speculate on the difficulties 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 find 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 difficulties 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-effectiveness of screening is correspondingly much greater than in the
affluent 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
benefits 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 offer 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 finding 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 T have discussed elsewhere (de Zulueta, 2000a), the relationship between a
health professional and a patient can be characterized as a fiduciary 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 fiduciary 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
first, and to hold certain things (such as confidential 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 reflects the respect with which
health professionals regard their patients. Consent can be defined 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, benefits 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
benefit 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 justified in countries where the resources are not
available to offer 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
justifications?

Anonymized testing provides accurate prevalence figures relatively cheaply
and easily. These figures, it is argued, can then be used to provide the
justification 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-effectiveness, or desirability, of offering 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 justification 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 benefits that may affect 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 benefit, 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 benefits 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 benefit 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 benefit. 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
leaflet published by the Department of Health and Central Office of Informa-
tion (1989) ‘largely satisfied’ 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 leaflets, and that they are in a
language which they can understand. In addition, the leaflet 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 benefit!” (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 five per cent fully understood the
nature of the testing, and a significant proportion believed that they would be
informed should the result be positive (Chrystie et al., 1995).

The standards committee of the General Medical 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 justifications 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 benefit.

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 benefits. Gill, a consultant epidemiologist, and
colleagues, summarized the position against voluntary testing in 1989: ‘If the
necessary HIV surveys use the universal named case finding 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 benefits 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 different methods of implementing named testing are as follows.
‘Opting out’ is the practice whereby the HIV test is offered as one of the
normal routine antenatal tests, and the woman is given the option to refuse
after pre-test briefing 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 benefit, 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 inefficient 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 inefficient (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 offered 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 difficult to resolve. This merits further
discussion, but suffice 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’ (defined as
HIV prevalence of one in five 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 offer 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 offer 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 benefit 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 identified 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 benefits 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-
fied approach to pre-test discussion. For example, the UK Intercollegiate
Working Party for enhancing voluntary confidential HIV testing in preg-
nancy (1998) recommends universal pre-test discussion by general staff, and
a directive rather than non-directive approach. The health professional rec-
ommends, rather than simply offers, the test. This approach is favoured, as it
is believed to save time and resources, and yield a higher uptake. It is more
‘cost-effective’. ‘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 sufficiently 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
etal., 1998/99). Sherr (1999: p. 47) defines 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
influencing uptake, excluding the direct offer 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 (Duffy 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 findings 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 first
language is not English or any other Western language. They are likely to
encounter difficulties 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 sufficiently fluent in English to answer a
questionnaire, were significantly 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; Nuffield 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 specific 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 difficulty achieving up-
takes of greater than 40 per cent, despitea robust universal policy (Duffy et al.,
1998b).

Cost-effectiveness 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 benefits 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 confidential’ (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 five minutes. They
point out the conflicts 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 briefing 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 difficulty 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 difficulty 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
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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 offspring. 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 benefits, 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 confidentiality issues ‘must be
strictly maintained’ (UK Intercollegiate Working Party, 1998) and that ante-
natal clinics must have in place a confidentiality policy, particularly as
obstetric notes are hand-held and may be accessible to other family members.
Respecting confidentiality flows 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 significant 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 difficult 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 offer confidentiality, but should point out the
difficulties 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 justifications. 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 effectiveness 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 effective (Freed-
man, 1987). There must also be valid consent. The patient must not only
understand the process of randomization, but also the risks and benefits 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, intravenous AZT 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 staff. 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 find 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 and Wolf (1997) identified 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 scientific 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 insufficient protection, she argues, ‘because

of the asymmetry of knowledge and authority between researchers and their

subjects’” (Angell, 1997: p. 847).

The justifications 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 benefit — affordable and feasible regimes — arising from
the research findings.

* Fourthly, the PACTG 076 trial was undertaken with subjects who did not
breast-feed. It is clearly essential to find regimes that are of benefit 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 justified’, in the context where no treatment is available in
the country where the research is taking place.

The Nuffield 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” (Nuffield 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
defines 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 benefit may sometimes be justified if the harm is
minimal and the benefits commensurably great. But it is hard to extend this
justification to the prevention of AIDS in infants, particularly as we are
dealing with ‘third parties’ who cannot consent or protect their own interests.
Scientific 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
firmly 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 benefit 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 different countries — ‘for reasons not
insignificantly 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 scientific 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 conflict may arise for professionals between the laudable
aim of benefiting the future generation, and the duty to respect women’s
autonomy and to benefit them as individuals. The violation of this duty may
sometimes be justifiable, but at other times it clearly is not. Furthermore, the
justifications 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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