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The advent of ultrasound in the 1970s heralded a milestone that
could give real-time information about fetal abnormalities, and
thereby improve diagnostic accuracy. This knowledge could not be
used effectively to benefit the fetus for which it was intended. The
1980s saw science catching up with diagnostic advances, and fetal
abnormalities could realistically be treated with an expectation of
satisfactory outcomes. As a result, parents could have realistic
expectations of having healthy children. Prenatal diagnosis is thefirst
step towards this realisation, as diagnosis can be followed by intra-
uterine treatment. Scientists have realised that, if an abnormality can
be corrected prenatally, prognosis can be improved significantly, as
the initial problem does not necessarily threaten the fetus; therefore,
if the prenatal condition can be dealt with early, then the down-
stream repercussions can be eliminated. In this chapter, we address
ethical issues in prenatal diagnosis and fetal therapy.

� 2012 Elsevier Ltd. All rights reserved.
Introduction

Prenatal diagnosis is a relatively recent development in obstetric practice and has presented new
options for pregnant women. Advances in genetics and molecular biology have provided a scientific
explanation for the origin and development of the fetus. With the rapidly expanding capabilities in
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prenatal diagnosis and treatment resulting from new technologies, the medical profession is
increasingly being confronted with legal and ethical dilemmas.1 The concept of the fetus as a ‘person’
has evolved rapidly and is widely accepted in well-resourced countries. This has been encouraged by
developments in fetal diagnosis and management strategies to optimise fetal outcome. If the fetus is
regarded as a person, directive counselling (i.e. recommending a form of management for fetal benefit)
is appropriate. In other circumstances, non-directive counselling (i.e. offering but not recommending
a form of management for fetal benefit) is appropriate.2

The techniques of real-time ultrasonography and fetoscopy provide the means of detailed
anatomical examination of the fetus and fetal-tissue sampling, respectively. With these advances, the
‘ill’ fetus can be examined, investigated and treated in selected cases, as would be the case in postnatal
life.3 Although most medical and correctable surgical abnormalities that can be diagnosed in-utero are
best managed by appropriate treatment after delivery, the outcomemay be improved by prior, prenatal
knowledge of the abnormality so that appropriate pre-delivery arrangements are made timeously. In
this chapter, we address the ethical concerns in prenatal diagnosis and fetal therapy, particularly in
resource-constrained communities where the need may be great, but the lack of technical expertise
and appropriate equipment are major challenges. Conflicts among ethical obligations to the mother
and the fetus will also be addressed, as intervention that may be beneficial to the fetus may be
potentially harmful to the mother and vice versa.

Prenatal diagnosis

Prenatal diagnosis is preceded by prenatal counselling, which could be a challenge for a practising
obstetrician. This process involves carrying out risk assessment and implies that the attending
obstetrician should be well informed about available prenatal testing options. In addition, the infor-
mation should be conveyed to the patient in simple, understandable language so that the latter can
enter into a decision-making process with the obstetrician. With recent advances in imaging, invasive
techniques, the safety to themother and the baby, and the improvement in interpretation of such tests,
the sub-speciality of feto–maternal medicine has rapidly evolved. Obstetricians who are feto–maternal
subspecialists bear a responsibility towards patients and their fetuses. A diagnostic error may result in
the loss of a normal pregnancy or the avoidable birth of a physically handicapped child. Although the
decision to offer the test may be harmful to the prospective mother because it may bring additional
stress, failure to offer the test may deprive the woman of her right to know and thereby restrict her
choice tomake an informed decision. Many fetal abnormalities are potentially detectable, andmore are
being recognised with advances in feto–maternal medicine. The obstetrician should be aware of all
available tests and counsel their parents appropriately so that they can make informed decisions about
prenatal screening, the likely interventions and possible outcomes. Prenatal tests can be divided into
non-invasive and invasive tests.

Non-invasive prenatal tests

Non-invasive prenatal tests could significantly alter the framework for testing and screening in
pregnancy, particularly in resource-constrained countries. This is because the birth of children with
congenital abnormalities or inherited gene disorders places a heavy burden on health and social
systems.4 The advent of ultrasound, amniocentesis, chorionic villus sampling and maternal serum
screening have enabled healthcare professionals to offer several sources of potentially significant
information about the health of the fetus, and this has changed women’s experience and, in some
instances, expectations of a perfect pregnancy outcome. Although these technologies do allow women
to make informed choices about the continuation or termination of a pregnancy, they have limitations
which the healthcare practitioner and, especially, women, should be aware of. Ultrasound, which is the
most easily accessible screening and diagnostic test, can only detect physical abnormalities, and
maternal serum screening provides only a probability of harm, which could be difficult to interpret.5

The past decade has seen isolation and analysis of free fetal DNA or whole fetal cells in maternal
blood as another method of testing during pregnancy. With non-invasive prenatal tests, the aim is to
provide definitive molecular or chromosomal information about the health of the fetus without posing
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significant risk to the fetus.6 Even though non-invasive prenatal tests pose little or no risk to the
developing fetus, they do present ethical challenges.

Invasive prenatal tests

Invasive prenatal tests necessitate fetal-cell sampling from the gestational sac, a procedure with
inherent disadvantages. This in itself raises ethical concerns, as fetal loss and infection are common
complications. Amniocentesis, a common prenatal procedure, is associated with up to 1% miscarriage
rate.7 Other reported complications include chorioamnionitis in the mother and respiratory distress
and postural deformities in the neonate.8 Diagnostic errors caused by chromosomal mosaicism and
maternal cell contamination have been reported.9,10 Alternative procedures for fetal-cell sampling,
namely chorionic villus sampling and fetal blood sampling carry even higher rates of pregnancy loss.
Women in resource-constrained countries generally present in late gestation for antenatal care, and
this would hamper the usefulness of these tests, as the tests are mainly feasible in the first half of
pregnancy. Boutall et al.11 working in South Africa, found that themean gestational age at booking in 50
women referred with fetal ascites to a tertiary hospital was 25.7 weeks. Of the 50 fetuses, 29 presented
with or, on subsequent scans, had progressed to hydrops fetalis and 10 fetuses had an underlying
genetic or chromosomal abnormality.

Moral status of the fetus

All human life deserves respect although, in law, this respect only comes into effect after the birth of
the child. Traditionally, women increase their identification with the developing fetus as pregnancy
progresses, and full recognition of the individuality of the fetus is accorded at ‘quickening’ (i.e. when
the first fetal movements are felt). Late antenatal presentation, with an abnormal, viable fetus, presents
ethical challenges in that should termination of pregnancy be considered, the moral status of the fetus
comes into play. The World Medical Association Declaration on the Rights of the Patient states that the
patient has the right to self-determination tomake free decisions regarding herself.12 The link between
a pre-viable fetus and the pregnant woman is the woman’s autonomy and, at this time, it is the
woman’s prerogative to confer moral status on the fetus.13 Once fetal viability is reached, however, the
fetus becomes a patient, and it becomes an ethical responsibility of the healthcare professionals to
protect the rights of the fetus. Chervenak et al.14 strongly advocate that healthcare professionals should
limit access to termination of pregnancy in advanced pregnancy except when absence of cognitive
developmental capacity is expected. One of the important pre-requisites of relating the ‘right to life’ to
fetal viability is access to modern life-sustaining technology, which is found in abundance in well-
resourced countries, but conspicuously inadequate in resource-constrained countries. Healthcare
professionals may find it ethically more acceptable to terminate the pregnancy of a woman carrying
a fetus with a non-lethal abnormality in a resource-constrained country and not so willing to do the
same for a woman in the same situation in a well-resourced country because of easy access to life-
sustaining technology in the latter instance.

Patient autonomy

When counselling women for prenatal testing and diagnosis, healthcare professionals should be
mindful of the woman’s autonomy and respect her right to choose. Autonomy is a central principle
underlying counselling for prenatal testing, and respecting this principle implies more than simply
allowing the patient to reach her own decision. The attending healthcare professional should
respect the woman’s values, provide her with adequate information about the test, and assist and
support her with implementation of her expressed preferences.15 McCullough and Chervenak15

have identified three sequential autonomy-based behaviours of the individual in dealing with
ethical issues in medical practice: (1) absorbing and retaining information about the condition
under discussion; (2) understanding the information (i.e. evaluating and rank-ordering those
responses and appreciating that she could experience the risks of treatment); and (3) expressing
a value-based preference.
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During counselling, a relationship should be established with the woman in which her under-
standing of, and attitude to, prenatal screening, termination of pregnancy and disability are explored.
Health professionals should particularly refrain from articulating their own preferences, as this could
influence the woman who finds herself in a difficult and vulnerable position. The language used in
prenatal counselling can, and does, influence the process and the outcome. Abramsky and Fletcher16

showed that couples at risk of fetal anomaly were less worried if the risk was expressed as
a percentage. In the same study, it was found that couples were particularly worried when genetic
terms, words such as rare, abnormal, syndrome, anomaly and high risk were used.

Legal termination of pregnancy is a controversial area of prenatal diagnosis, as there could be
tension between respect for the individual’s rights to self-determination and the attitude and judg-
ment of the healthcare professional. Patients usually have autonomy in selecting prenatal screening
tests, but autonomy is not reciprocated in receiving test results or pregnancy options after commu-
nication of bad news. Healthcare professionals do not necessarily support the patient’s autonomous
choices regarding termination of pregnancy for fetal anomaly.17 Autonomous decision-making may
result in women making decisions that healthcare professionals do not agree with, or are uncom-
fortable with, but healthcare professionals should accept this as a good outcome of prenatal coun-
selling, provided that patients are well-informed and are deemed capable of making that decision.
Patients can also choose not to have a prenatal test after prenatal counselling if they judge that the
information that the test provides may not be helpful to them in their decision-making.18

Beneficence

The ethical principle of beneficence generates an obligation on the healthcare practitioner to protect
and promote the patient’s interests. All healthcare professionals have a responsibility to provide
beneficial advice and treatment and to minimise harm to the pregnant woman and her fetus. The
healthcare practitioner is required to assess objectively and vigorously all available diagnostic and
therapeutic options and to implement those that protect and promote the interests of the patient by
securing for the patient the greater balance of good over harm.19 The principle of beneficence has to be
balanced in clinical judgment by the principle of respect for autonomy. Thus, the healthcare profes-
sional needs to acknowledge that the patient has a perspective on her interests, a perspective that could
be based on her values and beliefs, whether this is medically sound or not. The woman’s religious
perspective, which could be the deciding factor, should be elicited.20 Although it is reasonable for
expectant couples to consider only positive outcomes, it is the role of the healthcare professional to
educate prospective parents on the options for fetal screening and testing.21 With recent advances in
fetal medicine, couples are not always aware of what information can be provided by a prenatal
diagnostic test.22 In fact, many couples enter pregnancy without a complete understanding of the
potential maternal, fetal and newborn complications. On the other hand, information provided by
a prenatal test may also be too overwhelming for the woman, her partner and her family. Both situa-
tions may make decision-making difficult for the woman, resulting in the healthcare professional
having to decide for the woman. This could be viewed as paternalism, which is inadvisable in current
practice. Women who are uninformed, with little or no formal education, rely more on healthcare
professionals taking decisions on their behalf. Not every woman, however, wants to be given all
available information, and it is not always clearwhat patientswant to know. Patients should be afforded
an opportunity to participate in setting goals and outcomes of prenatal tests, and healthcare profes-
sionals should not assume that all patientswish to be told all the information about their prenatal test. A
pregnant woman, on being offered prenatal testing, may assume that some inherited or congenital
condition gives rise to a lower quality of life for those who have such a condition. There is also an
unarticulated expectation that with the availability of a screening test, prenatal test will reduce the
incidence of the condition of interest in the population. This could be harmful in that it may be looked at
as exemplifying eugenics (i.e. the improvement of the gene pool for subsequent generations through
eradication of genetic disease), thereby discriminating against people living with the condition.

White SM & de Crespigny L, unpublished data in Progress in Obstetrics and Gynaecology, vol. 18
[page 89] found that, although 79% out of 29 womenwished to be told all the information after a mid-
trimester scan, 21% did not wish to be told about genetic markers. These women were informed, had
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already been tested for aneuploidy, had given careful thought to testing and did not want to revisit
Down’s syndrome markers. In this survey, no woman requested not to be told if there was a structural
abnormality, and healthcare professionals should, therefore, be aware that women do sometimes
request general pregnancy information only. In such circumstances, a limited scan should be carried
out as this would be time saving and would also reduce financial costs in resource-constrained
countries. Healthcare practitioners may, under these circumstances, face an ethical dilemma because
if they found a potential abnormality they may feel inclined to do further tests, which may not be
feasible in resource-constrained countries. Women should be asked before an ultrasound examination
is done to indicate the type of information they wish to be given, particularly in relation to minor
abnormalities and markers of aneuploidy, and those who request a limited scan should be informed
that minor anomalies may be markers of more serious disorders. Ethical obligations of the healthcare
professional to a pregnant woman and her fetus work in concert because both parties will mostly agree
on amanagement plan that best serves the interests of thewoman and her unborn child. As autonomy-
based and beneficence-based obligations to the fetus are equally weighted, conflicts between these
ethical obligations can occur in the obstetric practice.

Conflicts among ethical obligations

Conflicts among ethical obligations can be divided into four groups, namely23: (1) conflicts between
maternal autonomy-based obligations of the healthcare professional and maternal beneficence-based
obligations of the healthcare professional; (2) conflicts between fetal beneficence-based obligations of
the pregnant woman and fetal beneficence-based obligations of the healthcare professional; (3)
conflicts between maternal autonomy-based obligations of the healthcare professional and fetal
beneficence-based obligations of the health care professional; and (4) conflicts between maternal
beneficence-based obligations and fetal beneficence-based obligations of the healthcare professional.

Conflicts between maternal autonomy-based and beneficence-based obligations of the
healthcare professional

When prenatal genetic screening is undertaken, causing harm to the woman may be inevitable. It is
essential thatmeaningful communication between thewoman and the healthcare professional should take
place. This should take the form of patient education to elicit her values, beliefs and value-based prefer-
ences so as to cultivate a positive synergism between autonomy-based and beneficence-based obligations
to her and prevent potential ethical conflicts.24 A healthcare professional may advise a woman who is at
high risk of carrying a genetically abnormal fetus to have prenatal screening and testing, but the woman
may decline to have such tests if she does not think that it would be beneficial for herself, her unborn child,
or both, to have such a test. On the other hand, shemay decline to have treatment for her unborn baby after
an anomaly has beendiagnosed throughprenatal genetic screening. Themost controversial area of prenatal
genetic diagnosis is termination of pregnancy after a diagnosis of a fetal anomaly. Tension is brought about
by respecting the woman’s autonomy and the attitudes and judgment of the healthcare professional.
Healthcare professionals do not necessarily support patient’s choices regarding termination of pregnancy
for women carrying an anomalous fetus.25 The greatest variation is seen in ultrasonologists’ attitudes to
late termination of pregnancy. In an unpublished study, de Crespigny L in Progress in Obstetrics and
Gynaecology, vol. 18 [page 92] conducted a postal survey of obstetricians. It showed that, of the 39
respondents from 82 questionnaires, 28 would be prepared to carry out a termination of pregnancy at or
near 24 weeks gestation for lethal abnormalities, 11 for severe abnormalities, 12 for less severe or minor
abnormalities, eight for intellectual handicap, four onmaternal psychiatric grounds, and four on request by
a competent pregnant woman, fully informed and not coerced and has had adequate counselling.

Conflicts between fetal beneficence-based obligations of the pregnant woman and the
healthcare professional

Healthcare practitioners and the women they treat may have well-founded, conflicting views
about what is in the best interest of the fetus and the child it will become, and this can lead to
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conflict in matters concerning the diagnosis or management of fetal disorders. The dilemma is
particularly pronounced where there is no clear benefit that will accrue to the fetus or where the
proposed treatment is not the standard of care. Prenatal genetic testing, which reveals the carrier
status of a condition in the child, can bring about complex ethical issues and medical and
psychological repercussions for the child and the family. This can result in more negative than
positive aspects of prenatal genetic testing. An example of this is a child that has been shown to
carry a gene for Huntington’s disease. There is no cure for the condition, and by being labelled
with the said condition, the child may have been given a poor prognosis without the benefit of
effective treatment or consideration of a different diagnosis for which treatment may be available.
The child’s entire family structure and relationships may change, as some will experience survivor
guilt as the life cycle has been altered and the emotional burden of being the caretaker escalates.26

In addition, social stigma, as well as employment and insurance discrimination, may affect the
child as he or she gets older.27

Conflicts between maternal autonomy-based and fetal beneficence-based obligations of the
healthcare professional

Conflicts between maternal autonomy-based obligations and fetal beneficence-based obligations
are the most common and challenging ethical conflicts in practice. These may include such routine
matters as education about the effects of cigarette smoking, alcohol consumption and drug use, and
attempts to modify such maternal behaviour by repeated emphasis on the ill effects on the fetus. In
some situations, the fetus can benefit from extended maternal bed rest, hospitalization, and even
extended, intermittent fetal heart rate monitoring, all of which restrict the woman’s freedom of
movement. Restriction of the woman’s autonomy can also be brought about by administration of
certain potentially harmful drugs to the woman for the benefit of the fetus. Drugs such as tocolytic
agents to prevent preterm labour and birth, insulin to prevent fetal macrosomia, and corticosteroids to
accelerate fetal lung maturity, may provide a clear benefit to the fetus with little or no appreciable
benefit to the woman. The woman will, however, have to co-operate with the healthcare professional
and, in some measure, forgo her autonomy.

Women with chronic mental illness present a unique ethical challenge to the healthcare profes-
sional who would wish to respect the woman’s autonomy regarding her decision-making and feels
accountable for preventing adverse consequences to the mother and to her children.28 In such situa-
tions, the primary responsibility of the healthcare professional is to assess and monitor the woman’s
ability to make competent decisions concerning her own and her baby’s safety. Decisions may have to
be made regarding sexual relationships, contraception, termination of pregnancy, prenatal visits,
substance abuse, antipsychotic medication, testing for human immunodeficiency virus, interventions
during child birth, and child custody issues.29

Mentally ill women usually have variable levels of competence with degrees of limitations in
decision-making that vary with time. In these circumstances, professional intervention consists of
improving the woman’s capacity to participate in the informed consent process by treating the illness,
ensuring good physical health, and activating the woman’s social network.30 The predominant ethical
framework for addressing reproductive decisions is respect for autonomy but, where autonomous
decisions are impaired by mental illness, protecting the mother-fetus unit becomes part of the
healthcare professional’s responsibility.31 When a woman is judged to be incompetent, surrogate
consent becomes necessary, and decisions taken on behalf of the woman should be made, as the
woman, when healthy, would have made them and not necessarily as the surrogate interprets the
patient’s best interest. Only when the woman’s likely decision when well is unknown, can the
surrogate decide on the basis of the best interests.32

Conflicts between maternal and fetal beneficence-based obligations of the healthcare
professional

Ethical conflicts between maternal and fetal beneficence-based obligations may involve putting
one party at great risk of substantial morbidity and mortality to avoid great risk of similarly grave
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consequences for the other. Maternal malignant disease or an advanced extra-uterine pregnancy
may necessitate termination of a wanted pregnancy, as the only reliable means of saving the
woman’s life even though the fetus is genetically and structurally normal. When a situation ari-
ses that puts maternal and fetal interests at risk, the pregnant woman’s decisions should be
respected even though the consequences could be tragic. Failure to respect the
woman’s decision could have negative consequences for the integrity of the doctor–patient
relationship.33

Fetal therapy

The field of prenatal diagnosis and intervention has seen profound advances in the past 20 years.
Ultrasonography and magnetic magnetic resonance imaging have led to the diagnosis of fetal anom-
alies that can affect many organ systems. Concomitant improvements in techniques of minimally
invasive surgery and the understanding of fetal physiology have allowed for more successful and less
risky interventions for fetal diseases in utero. Intervention has been offered for a variety of fetal
diseases, including structural abnormalities, cardiac arrhythmias, fetal metabolic diseases and abnor-
malities of placental vessels and membranes. Ethical issues involved in fetal therapy revolve around
beneficence for the fetus, maternal autonomy and decision making, innovative treatment that may be
viewed as research, fairness in allocation of scarce resources in organisational aspects within insti-
tutions in the establishment of fetal care centres. Clearly, this could only be feasible in well-resourced
countries where multi-disciplinary teams are already well established, whereas, in resource-
constrained countries, it would not be feasible because the latter are more concerned with and
barely able to cope with providing basic healthcare needs. Ethical issues in fetal therapy are discussed
in the next section.

Autonomy

Any fetal intervention has implications for the pregnant woman’s health and her bodily integrity,
and can therefore only be carried out with her express informed consent. Healthcare professionals may
find it difficult to deliver thorough and unbiased information to prospective parents. A pregnant
womanwill often assume significant risks for her unborn baby, and somewomenmay find it difficult to
forgo an intervention because of pressure from within themselves, from families or even from their
healthcare provider.34 Prospective parents need to be informed of the goals of the intervention, as well
as about the sometimes conflicting data or paucity of data supporting such intervention. A thorough
disclosure of the risks, particularly if they are likely to persist in subsequent pregnancies, needs to be
done, together with a range of possible outcomes. Only when all the possibilities in fetal outcome or
maternal risks have been discussed, can a woman be in a position to give informed consent. The
morbidity andmortality associated with some interventions may be small (e.g. amniocentesis or use of
maternal oral medication), whereas hysterotomy for open fetal surgerymay increase the risk of uterine
rupture in subsequent pregnancies to rates as high as 4–9%.35 Subsequent deliveries are also carried out
by classical caesarean section.

The informed consent process should involve a thorough discussion of the risks and benefits for
both the fetus and the mother. The full range of options, including fetal intervention, postnatal therapy,
palliative care, or termination of pregnancy should be discussed. The process of informed consent
should contain reasonable safeguards against limits to voluntariness, ranging from undue influence to
coercion. On the other hand, the woman’s right to informed refusal must be respected fully.36 Although
a pregnant woman’s consent legally supersedes all other considerations, it would be advisable for the
woman and the healthcare professional to involve her family because the father of the child has amoral
interest in the health of the fetus and the pregnant woman, just as he would have an interest in the
health of the mother and child after delivery. The Committee opinion of the American College of
Obstetricians and Gynecologists and the American Academy of Pediatrics advise that it is appropriate
for women to involve prospective fathers in these decisions because they will be raising the child
together, making joint decisions about health issues, and their relationship may be one of mutual
support in family decision making.
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The ethics of pregnancy termination for genetic abnormality

Awoman at risk of having a child with a genetic illness or disease can face difficult choices tomake if
she wishes to have an unaffected child. Tests can be carried out early and, if the fetus is affected,
termination of pregnancy can be offered with the hope that a subsequent pregnancy will be unaffected
by the genetic abnormality. Avoidance of the birth of a child who would be affected by a serious
disability was one of the justifications for the introduction of access to termination of pregnancy in the
1970s. Since then, significant developments have taken place in pre-implantation genetic diagnosis
(PGD) that avoids the implantation of genetically abnormal embryos and therebymakes termination of
pregnancy unnecessary. This is often more acceptable to women and their healthcare practitioners
who have objections towards termination of pregnancy. Pre-implantation genetic diagnosis is feasible
in women undergoing in-vitro fertilisation. Although termination of pregnancy is an established
option, for a woman carrying a genetically abnormal fetus, PGD is an alternative for those who are
opposed to termination of pregnancy. Yet some members of society are opposed to PGD in that there
aremore peoplewith disability caused by environmental causes such as traffic accidents than disability
caused by genetic factors.37 The International Sub-Committee of British Council of Disabled People
further argue that free choice for women to terminate or continue with a pregnancy can only exist in
the context of a society that does not discriminate against individuals with a disability, and that
supporting the right of choice for termination of pregnancy requires an equal commitment to sup-
porting the rights of disabled people. Savulescu38 points out that selection of non-disease genes
through PGD is morally required as this will affect the well-being of the child.

Beneficence

Fetal interventions are driven by a beneficence-based motivation, and the overarching goal is to
improve the health of children by intervening before birth to correct prenatally diagnosed fetal
abnormalities. The attending healthcare practitioner’s obligation is to do good, improve fetal and
neonatal outcomeand ameliorate suffering.39Womenandhealthcareprofessionalswho look after them
may look at fetal treatment as a parallel process to a process of determining treatment for childhood
ailments, both partiesweighing the risks of the intervention for the fetus against the possible outcome if
the intervention is not undertaken. Although parental decisions may, under certain circumstances, be
overridden for a child after birth, the same cannot be said for fetal therapy. Awoman’s decision to forgo
fetal therapy for the benefit of the latter cannot be overridden, even though there is strong evidence of
benefit of the intervention for the fetus.40,41Ordinarily, a distinction shouldbemade to thewomanabout
standardorevidence-based therapies and therapies that are innovative orexperimental interventions. If
an innovation is to be used, it should have been subjected to a systematic formal research as soon as is
feasible, and the woman should be counselled before embarking on the planned therapy.

Justice

The ethical principle of justice implies fairness in dealing with patients and the allocation of scarce
resources of which provision of fetal diagnosis and therapy is but one. Diagnostic and therapeutic
efforts are being combined and provided by specialised services as fetal care or fetal treatment centres.
These centres can bemulti-disciplinary and can either be stand alone or exist in established obstetric or
paediatric departments. Themotivation for fetal treatment centres is improvement of optimal fetal and
neonatal care and an ideal multidisciplinary team should consist of an obstetrician, geneticist,
neonatologist, medical ethicist and a paediatric surgeon. Although this is feasible in well-resourced
countries, few, if any, of the resource-constrained countries can afford this. Conflict of interest may
arise in providing fetal interventions and neonatal care because these services may be financially
lucrative, thus benefiting the careers of the centre’s healthcare practitioners. In addition, institutional
use of resources by a fetal care centre for the few women and fetuses who may benefit from an
intervention may not be the most just or fair distribution of resources. In order to balance the potential
conflict of interest that may ensue, heightened scrutiny to adequately address the interests of the
pregnant woman and her fetus should be exercised.42
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Conclusion

Prenatal diagnosis and fetal therapy are well-established modalities in the care of pregnant women
in well-resourced countries, and women can look forward to the best possible care during pregnancy.
The benefits of advances in prenatal diagnosis and evidence-based interventional fetal care are yet to
be accessible in resource-constrained countries. However, advances in feto-maternal medicine have
brought about ethical dilemmas that may be difficult to navigate in daily clinical practice as competing
interests between the woman and the fetus may be involved. Successful clinical management of ethical
conflicts requires identification of the component ethical obligations of the woman and the healthcare
professional and prioritisation thereof. Maternal autonomy supersedes all considerations and,
provided that the woman understands the implications of the procedures involved, her wishes should
be respected even though they may be medically unsound. Healthcare professionals have three duties
of care about which there is wide professional, moral and legal consensus: they should protect the life
and health of their patients, respect the autonomy of their patients and do both of these things in a fair
and just manner.43 When the woman’s competence is doubtful, the healthcare professional may take
decisions which are in the best interest of the woman. The healthcare professional should, however,
refrain from imposing his or her own preferences and beliefs on the woman.
Practice points

� Prenatal diagnosis and fetal therapy are well established in the developed world, and women
should be informed about available resources when they book for antenatal care. The limi-
tations of current practice should be explained to women and, where fetal therapy is
envisaged, a multi-disciplinary approach should be embarked upon.

� Although advanced fetal therapeutic options may not be available in low-resource countries,
women should be informed so that they can decide if theywill continuewith the pregnancy if
an abnormality is detected on routine ultrasound scan.

� Women should not be coerced into accepting one or other form of treatment, and the
decision to have prenatal screening and fetal therapy should be their own.

Research agenda

� Access to prenatal screening for women in low-resource countries. Should this be built into
the current Millenium Development Goals?

� Model studies to determine costs involved in setting up multidisciplinary fetal therapy units
in low-resource countries.

� Outcome of fetal therapy in low-resource countries: do costs justify access to fetal therapy?
� Could women benefit from policy development regarding access to fetal therapy in the same
way that implementation of access to termination of pregnancy did?
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