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aNorwegian University of Science and Technology; bSt Olavs Hospital University Hospital in Trondheim; cThe Norwegian University of
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ABSTRACT
Advances in neonatology have led to improved survival for periviable infants. Immaturity
still carries a high risk of short- and long-term harms, and uncertainty turns provision of life
support into an ethical dilemma. Shared decision-making with parents has gained ground.
However, the need to start immediate life support and the ensuing difficulty of withdrawing
treatment stands in tension with the possibility of a fair decision-making process. Both the
parental “instinct of saving” and “withdrawal resistance” involved can preclude shared deci-
sion-making. To help health care personnel and empower parents, we propose a novel
approach labeled “postponed withholding.” In the absence of a prenatal advance directive,
life support is started at birth, followed by planned redirection to palliative care after one
week, unless parents, after a thorough counseling process, actively ask for continued life
support. Despite the emotional challenges, this approach can facilitate ethically balanced
decision-making processes in the gray zone.

KEYWORDS
Children and families;
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INTRODUCTION

Many families owe a debt of gratitude to neonatal
intensive care units (NICUs) for their baby’s survival
and good health. Outcomes for premature babies con-
tinue to improve, in terms of both survival and short-
term morbidity (Kaempf et al. 2021; Rysavy et al.
2020). Nevertheless, the risks of mortality and disabil-
ity for premature babies are persistent and significant.
This means that at birth, a dilemma arises on whether
to start life support. In many cases, it is unclear what
constitutes the best approach, both from a medical
and an ethical perspective.

Being more than a medical question, there are
strong reasons to involve parents in the decision-mak-
ing process. In our experience, few parents are ready
to take decisive part in decisions when facing immi-
nent periviable birth. And, once life support is started,
it may be hard to withdraw (Chung et al. 2016;
Feltman, Du, and Leuthner 2012). Given this situ-
ation, how can we facilitate real and balanced shared
decision-making in the NICU?

In this paper, we put forward the approach of
“postponed withholding” (PPWH) to address this
question. The basic idea of this approach is, firstly, to
regard the provision of life support at birth as a non-
decision. Secondly, after a thorough counseling process
within a shared decision-making model, further provi-
sion of life support should depend on active parental
request for continuation. We believe that this change
in the NICU choice architecture will contribute to
empowering parents and enable them to act based on
their situation and values.

We start by introducing the basis of the medical
and ethical uncertainty in decision-making at the mar-
gins of viability, and the resulting “gray zone.” We
move on to discuss the challenges of shared decision-
making, before we introduce the PPWH-approach to
address these challenges. Finally, we proceed to a crit-
ical discussion of our proposal. To illustrate the
dilemmas we are facing, we will follow a hypothetical
family and their baby “Mina” in the NICU.
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The Gray Zone

Advances in medical technology and improved prac-
tice over the last decades have permitted survival of
extremely immature babies. Survival has been pub-
lished as early as 21weeks of gestation, improving
rapidly from around 7% of live births at 22weeks to
90% at 27weeks (Myrhaug et al. 2019). Most ex-pre-
emies live good lives (Saigal 2016), but infants born
before 26weeks of gestation still present high mortal-
ity and significant long-term complications, including
impaired neurodevelopmental outcome and psycho-
logical and behavioral problems (Domellof et al. 2020;
Myrhaug et al. 2019; O’Reilly et al. 2020).

The risk for adverse outcomes is strongly correlated
with lower gestational age, but multiple other factors
can also influence outcome significantly1. Recent
models show huge variation in estimated probability
of survival amongst actively treated infants, ranging
from less than 10% to more than 60% for infants
born at both 22 and 23weeks of gestation (Rysavy
et al. 2020). Mina’s individual prognosis is impossible
to predict with certainty and will continue to be
uncertain for a long time: no specific assessment dur-
ing the first weeks or months has shown ability to
accurately predict the outcome for a given individual
survivor. The outcome for each infant and family will
remain essentially uncertain for years, and decision-
making will continue to be ethically challenging
(Hintz et al. 2018; Wong et al. 2016).

Extremely preterm infants are dependent on initial
life-support to survive, and intensive care with
technological support is required for months, in some
cases for years, having a huge impact on family life.

Due to the considerable physical, emotional, relational
and financial risks for both the infant and the family,
the decision of whether to start life support must
respond to both clinical and ethical concerns, and a
certain “gray zone” at the margins of viability seems
unavoidable (Gillam et al. 2017; Leuthner 2014).

How, and by whom, should the gray zone be
defined? The boundaries of the gray zone will depend
on the current state of medical technology and the
resources available. However, gray zone limits also
depend on cultural, social and religious factors. This
is reflected in the varying boundaries of the gray zone
between high-income countries, as defined by when
medical life support is either considered mandatory
(upper limit of gray zone) or not recommended
(lower limit). In Europe, there is little consensus on
how active interventions after birth at 22–25weeks of
gestation should be managed (Gallagher et al. 2014).

In recent years, the use of gestational age to define
the gray zone has been criticized, and newly published
guidelines and frameworks from Canada and the UK
have switched to prognosis-based limits: risk of death
and major disability (Lemyre et al. 2016; Mactier et al.
2020). However, this has not solved the dilemma of
how to define the gray zone: we still need to agree on
how much risk should define the lower and upper
limits. In the Canadian guideline, the upper limit
(where intensive care is considered to be in the best
interest of the infant, and hence, standard of care) is
defined as less than 25% risk of death or survival with
unacceptable severe impairment, whereas in the
BAPM framework from the UK, less than 50% risk
would lead to the same conclusion. How we define
the exact limits of the gray zone thus comes down to
a value-based question.

From an ethical point of view, the child’s best
interest guides decisions in pediatrics (Lantos 2018),
and this is also the most important criterion for
extremely preterm infants (Cavolo et al. 2020).
However, the “best interest” of an infant born at the
margins of viability can be extremely difficult to deter-
mine, and will therefore depend on perceptions and
values of the proxy decision-makers. How can we
weigh up the pros and cons for Mina? In order to
survive, she will need months of intensive care and be
exposed to many painful procedures, and we do not
know how her quality of life will eventually turn out.
On the other hand, it is difficult to claim that death is
clearly in her best interest (Brunkhorst, Weiner, and
Lantos 2014). Another challenge is determining how
much weight we should give to the interests of others,
like the family (Leuthner 2014).

Helen came to the hospital with her husband Peter, presenting
symptoms of threatened preterm labor at GA 23þ 4 weeks. She had
become pregnant while on contraceptives, and had 3 children aged
3, 5 and 9 years. 3 hours later, Mina was born. Due to a rapid deliv-
ery, there was no possibility for proper prenatal counseling.

1Recent studies have shown that not just risk of death, but also risk of
impairment is strongly associated with decreasing GA, challenging the
view that GA is not a good predictor of long-term outcome (Myrhaug
2019). In a recent systematic review presented by professor Kaempf at
Hot Topics in Neonatology (Washington, December 2020), improved
survival seemed to be accompanied by improved long-term outcome for
extremely premature babies born at GA 25 and 26 weeks, but sadly not
for the most immature babies born at GA 22 to 24 weeks. The total
burden of intensive care treatment also relates strongly to immaturity. As
an example, the median duration of mechanical ventilation in Sweden for
a baby born at GA 22 weeks was 47 days, whereas one out of three
babies born at GA 26 weeks were never intubated, with a 2-day median
duration of mechanical ventilation for those who were. (Norman, oral
presentation at Hot Topics in Neonatology, Washington, December 2020).
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Is periviable birth, where the infant is suddenly “in
the wrong place at the wrong time,” in a different eth-
ical situation than other emergencies later in preg-
nancy and childhood? Some authors argue that
preterm infants are systematically discriminated due
to what is seen as the equivocal use of a lower moral
status (Janvier, Bauer, and Lantos 2007), while others
question whether we are taking over creation rather
than saving babies at the margins of viability (Rieder
2017). This is ethically relevant, as “saving reasons”
are symmetrical: benefits and harms are weighted
equally, while “creative reasons” are asymmetrical:
The badness of future life counts against creating that
life, whereas the goodness of a future life does not
count in favor of creating that life (McMahan 2009).

We are among those who consider that the prog-
nostic and moral uncertainty, the great impact on
interests of others, and the parental right to make
decisions about their pregnancy and children, point
toward a wide gray zone at the margins of viability
(Krick et al. 2020; Wilkinson 2011). To be ethically
robust, however, the gray zone should not be deter-
mined by individual doctors or NICU staff. The defin-
ition and boundaries of the periviable gray zone
within a society should be consistent and transparent,
and should be determined by relevant stakeholders
through an open process, preferably on a
national level.

For the purposes of this paper, we do not need an
exact definition of the gray zone. In the following, we
will discuss decision-making within any established
gray zone. We will focus on the parents’ role as deci-
sion-makers, and on how both parents and health
care personnel (HCP) can be supported in these diffi-
cult life-and-death decisions.

MAKING DECISIONS IN THE GRAY ZONE

When treatment is clearly beneficial, the baby’s right
to treatment outweighs the parents’ rights to make
medical decisions for their baby. But how, and by
whom, should decisions be made when the best

interests of the baby are not clear? Ethicists in the US
have been deferring to parental choices for decades.
John Lantos summed up the ethical boundaries neatly
(Lantos 2018): “We try to do what is best for children
(Kopelman 1997). If we are not certain what is best,
we try to do what causes the least harm (Diekema
2004). These principles lead to clear conclusions in
most cases. When they do not, parents are empowered
to make decisions (Gillam et al. 2017).”

But is it right, advisable, desirable—or even defend-
able—to ask parents like Mina’s to be responsible for
life-and-death decisions for their child? What does it
mean for parents to feel responsible for the suffering
of their child or to know that they have denied their
child a chance to survive?

Views are conflicting in the empirical literature on
the question of parents as the ultimate decision-
makers in the NICU. Several authors have found that
most parents see such decision-making as a part of
their parental responsibility (Mchaffie et al. 2001;
Moro et al. 2011; Sullivan, Monagle, and Gillam
2014). By contrast, a 20-year old Norwegian study
found that many parents of preterm infants expressed
an unwillingness to make life-and death decisions
(Brinchmann, Forde, and Nortvedt 2002). Icelandic
parents of extremely preterm infants claimed their
right to participate in treatment decisions as
“emotional experts,” but there was disagreement about
parents’ right to demand withdrawal of life support
(Einarsdottir 2009). In a recent study, we found per-
sistent skepticism among both parents and HCP
toward the idea of parents being the ultimate deci-
sion-makers. The general attitude of both groups was
that parents should have a say and be included, but
that the lack of necessary knowledge, experience, time,
emotional stability and possible disagreement within
the couple all point against placing the decision with
the parents (Ursin and Syltern 2018, 2020).

Mirroring this, studies show considerable cultural
differences in how actively doctors are expected to
involve parents in decision-making in the gray zone.
A European study from 1999 found that European
neonatologists did not leave the decision to parents
(Cuttini et al. 1999), and this finding was confirmed
in a systematic review published in 2014 (Gallagher
et al. 2014). In line with increased focus on patient-
centered decisions in general, a survey conducted in
Germany, Austria and Switzerland showed an increase
in the involvement of parents in such decision-making
from 18% in 1996–1997 to 49% in 2016 (Schneider
et al. 2019).

Mina appeared vital at birth and was stabilized on noninvasive ven-
tilation and surfactant administration through a tracheal catheter.
Her skin appeared immature, and she had transitory electrolyte dis-
turbances during the first days of life. After 2 days, she was intu-
bated due to apneas, and bilateral grade II intraventricular
hemorrhage (IVH) was found, which progressed to grade III on one
side. The parents stayed in the NICU around the clock and partici-
pated in the care.
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There are several reasons for deferring the decision
to parents within a defined gray zone. Having a child
is the decision of the parents, and it seems fair that
their interests should prevail over the preferences and
potential interests of HCP. The parents are the
authority in promoting the interests of the child and
in protecting the child from conflicting interests. The
parents will live with the long-term consequences of
the decision, and they can best consider the effects on
the life of siblings and their own willingness to com-
mit to the burden of care. These concerns all point to
the parents as the legitimate owners of decisions in
the established gray zone.

For parents to become competent decision-makers,
they must process the medical facts, acknowledge the
ethical complexity, understand the implications for
the infant and the family, and be able to comprehend
the consequences of different options. They need to
clarify their goals, values and priorities within their
own context and circumstances. The two parents can
have different views and values and might process
information at a different pace. Both will face emo-
tional and psychological hardship, and the mother can
be physically affected by pregnancy-related illness.

To facilitate a fair decision-making process, time is
essential to enable unprepared parents to take part. In
Mina’s case, the mother was in active labor at arrival,
and there was no possibility for a proper shared deci-
sion-making process. Without life support, Mina
would have died, precluding parental participation.
Hence, initiation of life support was the only revers-
ible action.

Most couples just want to be good parents, and
suddenly they are placed between a rock and a hard
place: while mourning the loss of their healthy preg-
nancy, they must choose between letting their baby
die or opt for life support, with all the risks it entails.
They need to unite the logic of unconditional parental
love with the logic of responsible parenting (Ursin and
Syltern 2020). Should “unconditional love” lead to
choose life support, accepting a possible future burden
of care for oneself, or does it point toward sparing
their baby from suffering, and willingly face deep grief
due to the loss of a child?

Parental push for initial life support might repre-
sent an autonomous, well-reflected decision based on
a deep parental understanding of the situation. Their
push can also come as an instinctive reaction: the
instinct of saving. In interviews with parents, we found
that parents emphasize the need to be “protected from
themselves,” in order to attenuate the immediate and
problematic impact of the parental instinct of saving

when their child is born at the border of viability
(Ursin and Syltern 2020). Some parents claimed that
HCP ought to protect parents against this immediate
instinct, based on HCP’s knowledge about the hard-
ship for both the child and the family. The influence
of social media can also fortify the primary instinct of
saving, offering easy access to “miracle” stories, and
the many narratives of heroic parents fighting for
their baby might further reinforce the primary instinct
of saving (Rozier et al. 2020).

SHARED DECISION-MAKING:
EMPOWERING PARENTS

Inexperienced NICU-parents are completely depend-
ent on the support and influence of HCP. The goal
should not just be to help parents understand their
child’s situation and prognosis, but also the meaning
of the choices they face. This represents a move from
a more individualistic understanding of autonomy,
defined as the ability to make individual, fully
informed and independent decisions, toward a model
of relational autonomy, where decision-making is
made in consultation with and in consideration of
others (Walter and Ross 2014).

In shared decision-making, autonomy should not
only be protected from unsolicited pressure but
should also be actively promoted; family members
and HCP can contribute to the development of the
decision-making capacity of parents by presenting
new possibilities, giving emotional support and
removing social barriers (Gomez-Virseda, De
Maeseneer, and Gastmans 2019). Values, perceptions
and aims can be shared and still be considered as
the agent’s own, and parents can rely on trusted inti-
mates and health care personnel, both for guidance
and even to defer decision-making to them (Lantos
2018). For shared decision-making to succeed,
parents are completely dependent on the doctor’s
willingness and capability to let them come into a
position where they can participate decisively.
Empowerment is indispensable for true parental

Through several conversations during the first week, within a shared
decision-making approach, Helen and Peter were given support and
information about the moral dilemmas and Mina’s uncertain prog-
nosis. They expressed ambiguity: they hoped for survival and a
good life for her but were concerned about future disability. The
doctors and nurses caring for her felt that further life support was
dependent on parental wishes; all agreed that both continuing and
withdrawing life support were justifiable decisions, and strived to
communicate that to the parents.
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autonomy in this setting. A goal of empowering
parents will direct health personnel to their ethical
task of creating autonomous parents: parents who
are able to cope, control, find meaning, make deci-
sions and achieve family well-being.

Poor communication skills are a challenge for
proper parental involvement. A recent US study
showed that when physicians were uncertain about
outcomes, they presumed that families shared their
goals for the child and initiated life-sustaining treat-
ments, without discussing alternative treatment goals
(Richards et al. 2018). Studies looking at specific
decision-making situations found that many parents
felt decisions were made by doctors, whereas doctors
in the same situations felt they were made by
parents (Cavolo et al. 2020). For instance, parents
who state that they want their child “to be given a
chance,” may feel that they have left the decision
with the doctor, whereas doctors may misinterpret
this statement as “the parents want every-
thing done.”

Making recommendations based on the perceived
best interest of the infant may at best lead to passive
parental acceptance, and at its worst to misalignment
between doctors and parents (e.g., “so you’re telling
me to kill my baby”) (Marlow et al. 2021). Strategies
that encourage joint decision-making, such as looking
together at different options, may lead to better parent
engagement and less misalignment between the con-
versational partners.

There is increasing focus on how doctors can fulfill
their ethical responsibilities toward parents faced with
“impossible” choices. In order to enable parents to
make decisions in line with their values, their circum-
stances, their needs, the desires of others they love,
and their hopes for the future, the focus has shifted
from the result of the decision-making process to the
decision-making process itself. This has led to a para-
digm shift in the understanding of what shared deci-
sion-making is and should be, urging physicians to
become ethically conscious of their role as “choice
architects” (Lantos 2018).

Interestingly, questionnaire studies have shown that
HCP are more reluctant to treat their own hypothet-
ical periviable infant than the infant of others (Hagen
et al. 2012). One explanation could be that doctors
are biased, and that they judge the quality of life of
disabled children as being worse than parents do
(Lam et al. 2009). Another explanation might be that
HCP stand in a more privileged position, with a
deeper understanding of the moral dilemmas and bet-
ter knowledge about the options and consequences of

the decisions made. This raises a central question:
How can doctors enable parents to step closer to such
a privileged position?

TOWARD A BALANCED DECISION-MAKING
PROCESS: POSTPONED WITHHOLDING

In their effort to include parents in decision-making,
HCP must be aware that parental wishes expressed in
the delivery room or shortly after the delivery of their
extremely premature infant may represent instinctive
reactions. Without life support, the infant will die. A
trial of therapy gives a chance of survival and the
opportunity to tailor the decision-making process to
the family’s need. Unfortunately, prognostication
remains highly uncertain despite clinical and ultra-
sound assessments during the first weeks and months,
and for parents it may be extremely difficult to ask
for, or even consent to, withdrawal of life support
(Leuthner 2014).

In other words, we arrive at the dilemma of need-
ing to start life support in order to permit a proper
decision-making process on the one hand, at the same
time as this by default leads to continuation of inten-
sive care unless serious complications occur, thus
effectively removing the intended possibility of deci-
sion-making.

Is it possible to escape from this dilemma? Is there
a way to reach an Aristotelian golden mean, where
parental decision-making is acknowledged and facili-
tated, and the psychological treatment imperative is
avoided? Our proposal is that in the absence of
enough time prenatally to elaborate a well-reflected
prenatal advance directive,2 life support at birth
should be started in order to allow parents to partici-
pate in the decision-making. However, we need to
make an effort to see this action as a “non-decision,”
and as the only option to maintain the gray zone’s
inherent window of opportunity for one week.

At the end of the week, one possible default option
would be to continue life support unless serious com-
plications occur. Another option is a formal meeting
for planned shared decision-making, without any
default. However, to compensate for the forces that
arise from the instinct of saving and the withdrawal
resistance (see next section), we propose that the
default action for infants, who still fall within the lim-
its of the gray zone, should be to redirect to compas-
sionate care after one week, unless the parents

2The time frame for elaborating a prenatal advance directive needs to be
individualized. Some well-prepared parents will know what is right for
them upon arrival at the hospital while others may need several days.
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explicitly request to continue intensive care. This
would be the best out of three imperfect options, and
we label this approach postponed withholding.

The practice of postponed withholding—the PPWH-
approach—aims to balance the external forces interfer-
ing with parental autonomy and empower parents in
the shared decision-making process. Parents should not
be placed in a situation where the set-up of the NICU
and expectations of their parental role precludes their
opportunity to act in line with their own life project.
The clearly communicated default of intensive care
withdrawal after one week should make the initial life
support non-decisive: the decision of whether to opt
for intensive care or not is still to be made, it has not
already been made. Withholding is still an option,
not just withdrawal. The withholding of life support is
not decided against, but postponed.

The Ethics of Withholding Versus
Withdrawing Practices

Even though withdrawal and withholding have been
regarded as ethically equivalent in ethical literature
and guidelines, studies show that HCP find it more
difficult to withdraw than to withhold treatment
(Ursin 2019a). This difference between withholding
and withdrawing treatment is often explained as a
psychological effect and referred to in terms such as
“withdrawal aversion”: a non-rational preference for
withholding treatment over withdrawing treatment
(Wilkinson, Butcherine, and Savulescu 2019).

However, this psychological explanation has been
criticized by both physicians and ethicists, arguing
that there are ethically relevant differences between
withholding and withdrawing treatment (Chung et al.
2016; Ursin 2019a). In the NICU, the ethics of saving

versus creating points toward such a difference. The
option to withhold life-saving treatment at birth can
be regarded as belonging to a “window of oppor-
tunity,” where the decision not to initiate life support
is justifiable. By contrast, the option to withdraw life
support some days later, even within a gray zone and
even if the medical situation is more or less the same,
can be regarded as unjustifiable.

Why? Because a treatment and care relationship
has been initiated, parents might hold that the ethics
of creating a life (not to opt for life support at birth
can be justifiable) has changed to the obligations of
saving a life (not to uphold life support for the born
child is unjustifiable) (Rieder 2017). Thus, to make
withdrawal—and consequently parental decision-mak-
ing—ethically possible in the special situation of peri-
viable birth, it must be clearly communicated to
parents from the start that by not opposing the initi-
ation of life support at birth they do not thereby close
the window of opportunity: they still have the option
of postponed withholding.

Talking of “postponed withholding” may appear to
be mere moral newspeak, having no impact on the
moral realities. This is not so. Postponed withholding
implies an ethically significant change in NICU prac-
tice (Emmerich and Gordijn 2019; Ursin 2019b)
[Table 1]. This change of practice is a way to clarify
the ethical situation in the gray zone, where different
courses of action are equally justifiable. This change is
not just a matter of moral psychology, for instance
“making it easier to withdraw,” since the aim of
PPWH is not to make it psychologically easier to
withdraw treatment. The change is a matter of ethics,
making it clear that starting life support at birth is
not to make an ethically irreversible decision, but to
enable well-reflected ethical decision-making.

Table 1. Core elements of PPWH compared to the traditional approach.
Traditional approach Postponed withholding (PPWH)

Threatening birth in defined gray-zone Information
Shared decision-making:
� Prenatal steroids, transfer
� Mode of delivery
� Life support or comfort care at birth

Information
Shared decision-making:
� Prenatal steroids, transfer
� Mode of delivery
� Level of life support postponed until parents

are sufficiently prepared
At birth Decision at the discretion of attending

neonatologist, based on best interest of infant
and informed by parental wishes

Trial of life support as a non-decision (should
not surpass “harm threshold”)

Comfort care possible if proper prenatal shared
decision-making process

In the NICU Parental participation in care.
Decision-making at the discretion of the

neonatologist.
Emotional and spiritual support.
“Attachment imperative.”
Life support continues unless complications

occur.
Withdrawal often require parental

assent/consent

Parental participation in care, memory-making.
Active counseling
Emotional and spiritual support
Room for attachment and hope, but also for

detachment and hopelessness
If infant still within defined gray-zone at 1week

of age: Withdrawal of life support unless
parents explicitly ask for continuation of
life support
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Acknowledging that the difference between with-
holding and withdrawing can be of ethical import-
ance, we name the ethical difficulty of withdrawing
treatment once started withdrawal resistance. At the
border of viability, withdrawal resistance can poten-
tially lead to both under- and overtreatment.
Undertreatment may result from fear of having to
bear the responsibility for the future life of the infant
and family, leading to a decision of not initiating life-
support at birth. Overtreatment can arise due to the
hardship of withdrawing treatment; continuing treat-
ment can easily become the default and the conse-
quence of a “non-decision.”

Some parents feel that explicitly consenting to
withdrawal of care is giving up on, or even killing,
their child (Humikowski 2012). If the default action is
to stop life support, there will be no need to force
parents to consent. Postponed withholding gives
parents the time to receive guidance from different
perspectives and the opportunity to reflect and delib-
erate. Thus, withholding life support after some time
rather than withholding treatment at birth will pro-
vide the parents an opportunity to cope with the situ-
ation in a meaningful way for them.

Default options are sometimes used as “nudges”; an
approach to steer people in a particular direction for
their own good (Schmidt and Engelen 2020). The inten-
tion of PPWH is not to nudge, but to strengthen vol-
itional autonomy. The aim is to counteract the forces
that immediately come into play when faced with the
possible loss of a desired baby, and to give parents time
to reflect on their goals and values. At the same time,
we secure equity by starting life support for infants in
the gray zone, making shared decision-making possible.

Postponed Withholding in Practice

At birth, the immaturity of Mina’s vital organs will
lead to death within minutes or hours. If palliative
care is chosen, her fetal aspect can promote emotional

acceptance of a natural, even inevitable, death.
However, thanks to technology and improvements in
neonatal intensive care, we know that a chance for
survival may exist. The NICU team can start respira-
tory support, intravenous nutrition and keep her
warm in the incubator, treating her as gently as pos-
sible to try to minimize the risk of complications.
This is the only potentially reversible action for Mina
at birth.

After one week, Mina’s prognosis is still highly
uncertain; she may die from complications due to
extreme immaturity, survive with severe impairment
or survive with only mild impairment. Signs of brain
damage or bleeds on cerebral ultrasound during the
first days often serve as a trigger to start conversations
with parents about treatment limitations (Brecht and
Wilkinson 2015; Sheehan et al. 2017). However, even
in the absence of such findings, it is ethically prob-
lematic to exclude parents from the continuous pro-
cess of decision-making, which is inherent in the
continued provision of intensive care in the
gray zone.

Inevitably, both the emotional and psychological
situation changes as time passes, and so do the actions
required to reverse the initial life support. To allow a
“natural death” in the NICU for Mina, the endo-
tracheal tube needed to be actively pulled out, and
parents and HCP could observe how Mina would
gradually shift from a warm and active preterm baby,
to become a cold and eventually dead baby on her
mother’s chest. Psychologically, it might have been
easier for the parents if life support had never been
initiated. For HCP, it might have felt easier to con-
tinue life support as long as there was hope for an
acceptable outcome. The parents felt the risks for their
family were too high, and their decision of not asking
for further life support prevailed.

In order to enable parental decision-making, life
support and optimum care should be provided in the
NICU during the first week, and the counseling pro-
cess with parents can either start, as in Mina’s case, or
continue if started prenatally. The parents will get to
know their premature infant, see how treatment is
carried out and how the infant responds. In addition
to being counseled in a relational way by the infant’s
treatment team, the parents would benefit from psy-
chological and spiritual support, allowing them to
explore as a couple how to cope with the situation.
This could help them to focus on the possible long-
term consequences for both the child and the family,
and to understand the moral meaning of the choices
they face.

In the setting, the treatment team felt that continuing life support
was easier than withdrawing, as there was still a possibility for sur-
vival with minor disability, which was clearly communicated to the
parents. In order to make it possible for parents to opt out of life
support, they were asked if they would protest if the treatment team
made a proposal (not a recommendation) to stop life support. They
stated that they would be comfortable with such a decision. After
baptism with grandparents and siblings present, treatment goal was
redirected to palliative care. Mina was extubated on her mother’s
chest at 10 days of life, and died peacefully within 2 hours.
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During this week, no decision is forced upon them.
During and after initial resuscitation, the treatment
team must continuously assess whether life support
continues to be within the limits of the gray zone, or
if it has fallen below a harm level due to serious com-
plications and thus ought to be discontinued. If the
infant dies, there will be no decisional burden for the
parents to bear. While in the NICU, memory-making
will take place (pictures, visits from extended family,
rituals at parental discretion), acknowledging the
infant’s place in the family narrative, all of which may
lessen the burden of bereavement if the baby dies
(Kochen et al. 2020).

A planned redirection of care will encourage HCP
even more to involve parents and help them clarify
the ethical dilemmas and shared responsibility created
by technological opportunities at the beginning of life.
By the end of the first week, the parents should be
better prepared to participate in the shared decision-
making process for their child. If they decide to leave
the decision with the treatment team, we propose that
the default for an infant in the gray zone should be to
redirect to palliative care. If the infant presents a bet-
ter prognosis than predicted and no longer is consid-
ered to be within the established gray zone,
redirection of care would no longer be an option.

Critical Discussion of the PPWH-Approach

There are several challenges to the proposed PPWH
approach and its implementation. In this section, we
will discuss some of these challenges.

First, is the PPWH-approach just old wine in a
new bottle? How does this approach differ from
already proposed or established practices? In many
aspects, the proposed PPWH-approach resembles
time-limited trials (TLT) in adult intensive care units.
TLT is an agreement to initiate all necessary treat-
ments or treatments with clearly delineated limitations
for a certain period, in order to gain a more realistic
understanding of the patient’s chances for a meaning-
ful recovery or to ascertain the patient’s wishes and
values (Vink et al. 2018). TLT typically applies for
patients with limited reserves and quality of life,
where the benefits of intensive care treatment are
uncertain. The aim is to promote effective dialogue,
develop consensus in decision-making and set rational
boundaries to treatments based on patients’ goals of
care (Chang et al. 2019).

An important difference between TLT and PPWH
is the special situation of the infant at the margins of
viability, where the infant’s interests are so profoundly

dependent on and intertwined with those of the
parents. In addition, when there is no time for pre-
natal counseling, life support at birth is the only way
to ensure parental involvement in the decision.

PPWH shares similarities with other NICU
approaches. Conditional offer of treatment is the basis
for a “trial of therapy”: the opportunity to withhold or
withdraw life support tailored to the needs of the fam-
ily and child (Myers, Andrews, and Meadow 2018).
PPWH in a way resembles “life on approval” as
described in Dutch national guidelines, which requires
withdrawal of life support when facing a grim progno-
sis (Willems, Verhagen, and Van Wijlick 2014).
PPWH is also a kind of “defined treatment period” in
prescribing an active decision to reinstitute life sup-
port after a set period (Wilkinson, Butcherine, and
Savulescu 2019).

To qualify as PPWH, however, it is essential that
doctors and parents see the initial life support as a
non-decision, followed by a period of time in the
NICU where HCP engage with parents in an active
process to pursue parental empowerment before a
decision is made. Several forces need to be counterbal-
anced to accomplish this, not just the instinct of sav-
ing on behalf of parents. Another force is the
continuous comparison of survival statistics between
NICUs that may lead to a “benchmarking effect,”
making doctors favor continuation of life support in
the gray zone. The technology itself can also become a
self-perpetuating force, referred to as the
“technological imperative” (Hofmann 2002).

The PPWH approach thus entails that, in the
absence of an explicit parental request to continue life
support, the default should be redirection to palliative
care. In this way, both parents and the treatment
team have to acknowledge that there is a choice to be
made and the parental right to actively take part in
that decision. If parents and the treatment team
together agree that further life support should con-
tinue, they can decide whether it should be as a
period of time-limited treatment or as maximum
beneficial treatment.

Second, if NICUs introduce postponed withholding
at the margins of viability in the sense described here,
are they then expressing that the lives of these pre-
term babies are not worth living? In our view, they
are not. What they are expressing is that no medical
doctor has the expertise to say whether the benefits
outweigh the harms. Postponed withholding, as the
default position, is then backed up by two ethical con-
cerns: first, that postponed withholding is ethically
acceptable due to the harm-benefit-balance and
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second, that it empowers those who actually own the
decision to make better decisions.

Third, the huge emotional burden on parents and
the possible perceived inability to reach a sound deci-
sion may be one of the most obvious challenges. The
decisions to be made are extremely high-stakes and
life altering, so it is no surprise if many parents prefer
not to bear the burden. However, as parents are ethic-
ally entitled to take part in these decisions, we should
strive to position them to participate, despite the
inherent difficulties.

We are not implying that this approach will ease
the decision. Our goal is not to aim for the easiest
way out, but to strive for an ethical and fair decision-
making process, where parents are empowered to act
in line with their life project.

Moreover, in many countries, parents are presented
with similar “impossible decisions” in other contexts.
When a fetal anomaly is detected halfway through a
desired pregnancy, and terminating the pregnancy is
an option, HCP’s role switches to that of counselor.
Society has placed the decisional power with the
mother. Medical authority retreats; no doctor is enti-
tled to take on the decisional burden.

A second trimester abortion places the responsibil-
ity of ending the life of the fetus on the woman. For
some, it is not even an option, while for others it can
be seen as a self-sacrifice on behalf of the mother, to
protect both the unborn child and the family from
suffering (Risoy and Sirnes 2015). Some parents
choose to terminate the pregnancy, and others opt for
palliative care after birth, even if the prognosis is bet-
ter than for preterm infants born at 23weeks of gesta-
tion (Mercurio, Peterec, and Weeks 2008). Others opt
for maximum beneficial treatment. Although there are
fundamental differences between the abortion situ-
ation and the extremely premature birth situation
(that we cannot elaborate on here), the take-home
message is that when reasonable people disagree about
the right action and doctors are not in a privileged
position to make the decision, parental values should
be given a possibility to prevail. Value pluralism
should be actively promoted and accepted within the
established limits (Kaempf, Kockler, and
Tomlinson 2018).

Fourth, introducing the postponed-withholding
concept may lead to more infants receiving initial life
support, and potentially more needless suffering.
However, this is justified by both the medical and
moral uncertainty: our objective is to permit parents
to grasp the situation before any irreversible action is
taken. The burden of intensive care will be of limited

duration, and many parents who suffer a loss in the
NICU, express their gratitude for the days they got to
spend with their baby. The initial treatment is com-
plex and requires great skill, and by facilitating prac-
tice of technical procedures and teamwork in the
NICU-team, this approach might contribute to opti-
mize care and improve outcomes for those who con-
tinue on life support. This may potentially reduce the
total amount of suffering for the group of periviable
infants as a whole.

Fifth, the PPWH-approach may induce emotional
distress in clinicians, both for placing the burden on
parents and for acting against what they may see as
the child’s best interests. Moral distress, the anguish
experienced when clinicians are prevented from acting
in accordance with their own moral judgment, is most
commonly described in situations where HCP, typic-
ally nurses, feel that a patient is receiving dispropor-
tionate care (“doing too much”) (Prentice et al. 2020).
On the other hand, a default leading to withdrawal of
respiratory support from an otherwise stable one-week
old extremely immature baby might be difficult to
unite with the strong imperative to save lives experi-
enced by many neonatologists.

Moral distress may arise from tensions between
personal values and the professional obligation to
respect parents as decision-makers for their child.
When a decision legitimately remains within the gray
zone, parental values should prevail over a doctor’s
possible “instinct of saving.” HCP who believe that
the child is being harmed must be supported in their
ongoing provision of care of both the infant and the
family, and the potential costs and burdens to the
clinician must be acknowledged. A stronger focus on
the high degree of prognostic uncertainty may help
doctors to feel more comfortable accepting parental
decisions that differ from what they would profession-
ally recommend (Krick et al. 2020). Attention to fac-
tors that can build moral resilience and an ethical
climate characterized by self-reflection and construct-
ive dialogue should be promoted (Prentice
et al. 2018).

Postponed withholding does not solve the need for
prenatal counseling and support in the decision-mak-
ing process. Decisions concerning mode of delivery
(vaginal or C-section), when to start antenatal steroids
and whether to transfer to a hospital with a tertiary
NICU must be addressed as soon as threatened birth
is recognized. Comfort care at birth will still be an
option for well-informed parents.

Lastly, does postponed withholding place parents in
an inhumane situation? With their vulnerable and
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beloved infant in the incubator, will they have any
other option but to choose continuation of life sup-
port and thus feel responsible if the outcome, as they
see it, turns out to be bad? Laura Navne, a Danish
anthropologist, may give us a hint of an answer.
Doing fieldwork in a Danish NICU, she observed that
even the shortest and smallest life was articulated and
enacted by HCP as a morally valuable person that
parents are encouraged to relate and attach to. At the
same time, however, not all lives were considered by
the HCP as worth saving or worth living. Periviable
birth created a “maybe-life,” but there was no such
thing as a “maybe-parent” (Navne, Svendsen, and
Gammeltoft 2018).

Attachment is imperative in the NICU, but Navne
asks if we perhaps should be more coherent and bal-
anced in our approach and make more room for
detachment and hopelessness when receiving children
who arrive much earlier than expected. To offer opti-
mal initial life support, giving parents time for
responsible and balanced decision-making, and pre-
senting withholding as the default option can be a
step in that direction. Moreover, if parents have been
given room for detachment, doubt and the default
policy of PPWH, and they still want to go all in, the
decision-making process itself may promote resilience
and acceptance of the outcome for the child and
the family.

CONCLUSION

In neonatal care, we need transparent, consistent,
documented, published and clearly communicated
gray zones and decision-making processes that can
accurately meet the dilemmas that modern technology
entails. Within the gray zone, the acceptance of value
pluralism points toward a responsible shared decision-
making approach. We should empower parents and
enable them to address both the short and long-term
interests of the child and family and to act according
to their own values and circumstances. Given a caring
relationship with the treatment team and access to
accurate written information, physiological and spirit-
ual support and time for parents to reflect, we believe
the postponed-withholding approach can help HCP
and parents to reach robust and balanced decisions
for infants born at the margins of viability.
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