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Abstract

Planning for the preterm birth of a fetus with known anomalies can raise complex ethical issues. This is particularly true of multiple preg-
nancies, where the interests of each fetus and of the expectant parent(s) can conflict. In these complex situations, parental wishes and values
can also conflict with the recommendations of treating clinicians. In this article, we consider the case of a dichorionic twin pregnancy
complicated by the diagnosis of vein of Galen aneurysmal malformation (VGAM) in one of the twins at 28 weeks’ gestation. Subsequent
deterioration of the affected twin prompted the parents to request preterm delivery to prevent the imminent in-utero demise of the affected
twin. However, given the associated risks of prematurity, complying with the parents’ request may have disadvantaged the health and
wellbeing of the unaffected twin. This article canvases the complex ethical issues raised when parents request preterm delivery of a multiple
pregnancy complicated by a fetal anomaly in one twin, and the various ethical tools and frameworks that clinicians can draw on to guide their
decision-making in such cases.
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A 38-year-old gravida 5 para 2 with a spontaneously conceived
dichorionic diamniotic (DCDA) twin pregnancy was referred to
our tertiary centre for complex antenatal care following the finding
of a vein of Galen aneurysmal malformation (VGAM) in one fetus
at 28 weeks’ gestation. VGAM is a rare congenital anomaly of the
cerebral vasculature with a poor prognosis, particularly in the pres-
ence of associated brain anomalies (Deloison et al., 2012; Paladini
et al., 2017). Perinatal death from high-output cardiac failure is
almost certain if the VGAM remains untreated (Jones et al.,
2002; Khullar et al., 2010). The expectant parents were counseled
regarding risks associated with VGAM in the affected twin and the
clinicians’ expectation of delivery at term. The parents were also
counseled about the potential for selective reduction of the affected
twin, which they declined.

On further imaging, the affected twin showed progressively
worsening neurologic and cardiac sequelae of the VGAM, includ-
ing marked cerebral ventriculomegaly and cardiac failure. By 34
weeks’ gestation, the affected twin showed evidence of reversed
end-diastolic flow in the umbilical artery, low resistance in the
middle cerebral artery and an abnormal wave pattern in the duc-
tus venosus, suggesting that death was likely to be imminent.
Following discussion, the parents requested preterm delivery to
prevent in-utero demise of the affected twin. The parents’ rationale
was to afford them the opportunity to meet their live-born twins

and their perception that intrauterine fetal death (FDIU) of the
affected twin could cause psychological harm to the unaffected
co-twin. They also felt that it would impact negatively on their
and other family members’ interactions with the surviving twin.
The parents’ request for preterm delivery raised complex ethical
considerations with respect to the potential harm to the unaffected
twin and the competing interests of multiple fetuses and the
parents.

Discussion

The parents’ request for delivery at 34 weeks’ gestation in this case
raised concerns regarding the inherent risks of prematurity for the
unaffected twin. Moderate preterm birth (32 to <34 weeks’ gesta-
tion) and late preterm delivery (34 to<37 weeks) is associated with
a relatively low risk of mortality compared with infants who are
born at less than 32 weeks’ gestation (Cheong & Doyle, 2012).
However, when compared with term-born children, they have both
an increased mortality and in-hospital morbidity (Cheong &
Doyle, 2012). While the mortality of infants born prematurely
decreases exponentially closer to term, moderate and late preterm
infants concerningly still have a mortality rate five times that of
term-born infants (Li et al., 2011). However, late preterm birth
often occurs in the setting of pregnancy complications over con-
cerns about fetal or maternal wellbeing that were not pertinent
to this case. Considering morbidity, late preterm infants have a
greater likelihood of admission to a neonatal unit to manage the
expected and potential problems of prematurity, including respi-
ratory distress syndrome, hypothermia, hypoglycemia and the
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establishment of suck feeding (Cheong & Doyle, 2012). There is
also increasing evidence that moderately preterm infants are at
risk of adverse neurodevelopmental outcomes into adolescence
and adulthood, including poorer school performance, cognitive
and language impairments, and psychiatric conditions (Cheong
& Doyle, 2012; Cheong et al., 2017).

While parents commonly advocate for the best interests of their
children, parental requests regarding unborn children can be
complex, especially if a parental request has the potential to lead
to a suboptimal, or even harmful, outcome for the child. Given that
the risks of prematurity at 34 weeks’ gestation were, in this case,
considered relatively low, the parents’ wishes were given ethical
weight and the preterm delivery of their infants was supported,
for the reasons described below. In this case, the treating clinicians
drew on a number of ethical tools and frameworks to guide their
decision-making (see Table 1).

An ethical decision-makingmodel fromKerridge et al. (2009) was
used as an initial guide. The treating clinicians evaluated relevant
clinical information and listened to the parents’ request and expressed
value system. The team assessed the parents’ rationale for their
request and their understanding of the relevant issues. The clinicians
then considered a common approach to addressing ethical dilemmas
in clinical decision-making, the application of Beauchamp and
Childress’s (2013) four principles: autonomy, beneficence, nonmale-
ficence and justice (Beauchamp & Childress, 1979, 2013). Justice
requires fair distribution of resources. The foreseeable need for a
special care admission and neonatology resources was considered,
acknowledging that this could have been prevented had the family
accepted a term delivery. Nonmaleficence requires clinicians not to
cause harm. Beneficence refers to clinicians ‘doing good’ and overlaps
with the duty of nonmaleficence. Beneficence for the parents in this
case primarily involved assuaging their anxieties and addressing their
perception that the surviving twinmay be negatively impacted by the
fetal death in-utero. In relation to beneficence and nonmaleficence
for the unaffected twin, the key issue is the effect of any decision
on the future child (Wilkinson et al., 2016). It was agreed that the risk
of morbidity and long-term adverse neurodevelopment would be
mitigated by delivery closer to term. However, respect for parental
autonomy was a competing consideration. The team recognized that
respect for parental autonomy meant not merely accepting parents’
wishes but engaging them in rational moral dialogue (Savulescu,
1995, 1997). While the parents’ views may not have mirrored the
treating team’s, it is ethically problematic to assume that the parents
are therefore being irrational. Therefore, attempts at engaging the
parents in open discussion about their reasons and the clinicians’
reasons were deemed ethically appropriate.

The clinicians’ reasons for recommending continuing the preg-
nancy to full term after the expected death in-utero of the affected
twin were explained and discussed with parents. The key issues
were the risks to the unaffected twin of premature delivery
(as detailed above), and the lack of evidence for any negative
psychological risk to the unaffected twin from the death in-utero
of the other twin. There are minimal risks to the surviving twin
following co-twin demise in DCDA twins (Hillman, Morris, &
Kilby, 2011). Consequently the parents were reassured that single
death in utero of twin 1 could not affect the health of the surviv-
ing twin.

The approach of taking the parents’ views seriously is also
supported by the concept of Patient and Family-Centred Care
(PFCC; Zlotnik Shaul, 2014). The PFCC approach to health care
is based on four key concepts or processes, including information
sharing, dignity and respect, participation and collaboration
(Johnson et al., 2009; Zlotnik Shaul, 2014). Understanding the
thought processes that inform parental decision-making can be
helpful when considering to what extent this process constitutes
an autonomous decision based on their value system, and conse-
quently howmuch emphasis should be placed on balancing paren-
tal requests against other ethical principles.

Evans et al. (2014) argue that parents interpret and process
information to balance decision-making within a sociological
value-based construct or style-based method referred to as ‘fram-
ing.’ Within this construct, they detail three styles of framing:
medical, conceptional and lifestyle. Medical framing concerns
facts, such as results of investigations, prognosis, preterm delivery
outcomes; conceptional framing concerns normative and moral
values and beliefs concerning the beginning of life and expectations
following birth; and lifestyle framing focuses on the family as a
whole (Evans & Britt, 2010). According to Fletcher (2004), most
parents will consider a combination of all three frames during their
decision-making in order to ‘[try] to get the most benefit for the
least harm’ (Evans et al., 2004; Evans & Britt, 2010, p. 299). In keep-
ing with this view and considered against Evan and Britt’s style-
based method, the parents’ request for preterm delivery in this
case and the concerns they expressed regarding the potential
impact that this may have on their family, both then and in the
future, illustrated the application of all three frames: the medical
(weighted prematurity risks and primarily the psychological well-
being of Twin 2), the conceptional (two twins being born alive
together) and lifestyle frames (family as a unit). The parents advo-
cated for the ‘unit identity’ of their unborn twins, respecting each
child’s ‘atomistic’ and ‘relational’ or social autonomy (Tauber,
2003, p. 489), and gave due consideration to the best interests of
their family unit. This was separate to their request for the oppor-
tunity to provide family-centered palliative care and to have a live-
born delivery of both twins (medical and conceptional framing).
Ultimately, the underlying differences in opinion between parents
and clinicians regarding early versus full-term delivery were not
resolved. Following discussion within the treating team, it was
agreed that the principles of nonmaleficence (to the unaffected
twin) and justice did not significantly outweigh the principles of
beneficence (to the parents) and autonomy as they applied in this
case, and therefore that the parental request could be supported.

Inmaking this decision, the treating team referred to the zone of
parental discretion (ZPD) tool (Gillam, 2016). In the context of dis-
agreement with parents, the ZPD tool for clinicians focuses on: (1)
possible (significant) harm to child and (2) parents’moral claim to
be decision-makers for the child. The harm principle has largely
replaced the best-interests standard as the guiding standard in

Table 1. A model for ethical decision-making

Step Process

1 Clearly state the problem and consider its context.

2 Get the facts.

3 Consider (core) ethical principles.

4 Consider the problem from another perspective or theory.

5 Identify ethical conflicts.

6 Consider the law.

7 Making the clinical decision: clearly state, document,
discuss and evaluate the decision.

Source: Adapted from p. 94 Kerridge et al. (2009).
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pediatric medical decision-making. Parents have ethical and legal
discretion to make decisions for their child that are not optimal for
the child, provided that they are ‘good enough,’ and do not cause
significant harm to the child (Diekema, 2004; Gillam, 2016). In this
and other cases involving parental requests, there is often a range of
ethically acceptable outcomes, as opposed to a single, ethically
preferable outcome or best course of action. Essentially, according
to the ZPD, parents’ wishes should be respected unless there is a
good reason not to (Gillam, 2016).

In this case, preterm delivery at 34 weeks was not deemed
significantly harmful or life-threatening for Twin 2, who was still
very likely to do well, and go on to have a life worth living. The
risks of poor outcomes were small. The parents were engaged in
discussions about both the short- and long-term morbidities
associated with delivery at 34 weeks. In accordance with the
ZPD, the treating team considered the impact on the parents
and their surviving child of going against their wishes and refus-
ing an early delivery request. The long-term risks and effects on
psychological wellbeing following selective FDIU in multiple
pregnancies, particularly for the surviving infant, are largely
unknown (Evans et al., 2004; Evans & Britt, 2010). However,
there is clear evidence that the grief related to multiple pregnancy
loss is complex for the surviving children and their families,
although it is not known whether the nature or magnitude of that
grief is different for antenatal (fetal) compared to postnatal
(neonatal) loss (Bryan, 1999; Withrow & Schwiebert, 2005).
While there is paucity of literature regarding this, the treating
team took this possibility seriously and factored it into their deci-
sion to respect the parents’ wishes/request. After weighing up all
these considerations, the team decided that the impact of over-
riding the parents’ wishes in this case would not have been jus-
tified by the perceived very low risk of significant harm to the
unaffected twin, and thus collectively decided against doing so.

Obstetrics is unique in that it ‘is the only field inmedicine where
decisions made in the care of one person immediately affect the
outcome of another’ (Deshpande & Oxford, 2012, p. e144). This
unique situation lends itself to framing ethically challenging situa-
tions in terms of a clash in rights between the pregnant woman
and the fetus, as is suggested in Chervernak’s model (Table 2;
Chervenak, McCullough, & Brent, 2011). While in law, in
Australia and in other countries, the fetus does not have any legal
rights, potential harm to a future child as a direct result of antenatal
decision-making is a strong morally relevant consideration
(Wilkinson et al., 2016). This is enough to ground the idea that

the fetus is also a patient with moral rights (Chervenak et al.,
2011). However, framing in terms of rights leads to the fraught
matter of resolving clashes between rights, and it is not at all clear
how to do this. In the end, this leads to the sort of balancing of the
interests of the fetus and the pregnant women that are described
above. The team did not find use of a rights-based model helpful.

Conclusion

One notable feature of this case was that the parents’ reasons for
requesting preterm delivery were not reasons that the treating team
had previously considered. This, coupled with the clinical com-
plexity associated with managing a twin pregnancy complicated
by fetal anomaly, meant that the treating team did not feel that
one single ethical principle, tool or framework could provide suf-
ficient guidance when deciding how to best care for both the
infants and the parents. All of the above principles, tools and
framework were considered in discussions and provided valuable
insight into the complex ethical issues at stake.

In this case, the parents’ wishes were respected, and a cesarean
section was performed at 34 weeks’ gestation following a course of
antenatal corticosteroids to promote fetal lung maturation. Both
infants were live born. The affected twin died shortly after birth
as he was comforted in his parents’ arms, surrounded by his family
and surviving twin. The unaffected twin was born in good condi-
tion, required minimal support, and had an uncomplicated post-
natal course with a short special care admission. At a postpartum
debriefing, the parents expressed their gratitude for a delivery and
palliative care plan that had respected their wishes. This case
highlights the significance that respect for parents’ wishes may
have in grief preparation, experience and acceptance. On reflec-
tion, the clinicians believed that this case had a positive outcome.
If the parents’ wishes were for delivery at an earlier gestation, the
outcome may have been different as the risk to the health and
wellbeing of the unaffected twin would have been higher.
Respect for parental autonomy should not automatically trump
the interests of the fetus(es).

In conclusion, this case of a multiple pregnancy complicated by
discordant fetal anomaly presented complex ethical considerations
for the treating clinicians. Through ongoing consultation with the
parents, and by considering a combination of ethical frameworks
and accepting the possibility of more than one ethically acceptable
outcome, clinicians were able to develop what they felt was an ethi-
cally and clinically acceptable care plan that balanced respecting

Table 2. The professional responsibility model of obstetric ethics

Three models of obstetrics ethics

Variable Fetal rights reductionism model Professional responsibility model
Pregnant women’s rights

reductionism model

Pregnant woman Pregnant woman’s rights systematically
secondary to fetal rights

Autonomy-based and beneficence
obligations

Pregnant woman’s rights systematically
override fetal rights

Previable fetus Fetal rights systematically override
woman’s rights

Beneficence-based obligations if the
status of patienthood is determined
by the pregnant woman

Fetal rights systematically secondary
to woman’s rights

Viable fetus Fetal rights systematically override
woman’s rights

Beneficence-based obligations Fetal rights systematically secondary
to woman’s rights

Source: Reprinted from Am J Obstet Gynecol 2011;205 Chervenak F, McCullough LB, Brent RL. The professional responsibility model of obstetrical ethics: avoiding the perils of clashing rights,
p. 315.2 Copyright Mosby Inc. (2011), republished with permission from Elsevier.
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the parents’ values and autonomy with the interests of the unaf-
fected, surviving twin. While the long-term effects on the psycho-
logical wellbeing of surviving children of multiple pregnancies
following selective fetal death in-utero are not well documented
in literature, postnatal feedback from the parents suggests that
respecting the parents’ wishes in this case will continue to have
a lasting positive impact on the family.
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