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In the current issue of Neonatology, Dombrecht et al.
[1] describe the use of continuous deep sedation (CDS) in
infants dying during the first year of life in Flanders, Bel-
gium. CDS, sometimes also referred to as “terminal seda-
tion” or “palliative sedation,” has been defined as “the
monitored use of medications intended to induce a state
of decreased or absent awareness (unconsciousness) in
order to relieve the burden of otherwise intractable suf-
fering” [2]. It is a well-established, albeit controversial,
approach to refractory symptoms in dying patients. Dom-
brecht et al.’s [1] retrospective study used follow-back
questionnaires and data from death certificates, covered
a period of 16 months, and included the regions of Flan-
ders and Brussels.

One key finding of the study was that CDS appeared
to be occurring at a much higher rate than in previous
studies in older age groups. The authors found that 39%
of neonatal and infant deaths in Belgium involved deep
sedation [1]. In comparison, CDS has been reported to
occur in 12-15% of adults and about 22% of paediatric
deaths [3, 4]. In a previous study in the Netherlands, it
occurred prior to 19% of neonatal deaths [5].

Why is CDS occurring so often for infants in Belgium?
One possibility is that CDS as reported in this study is

somewhat different from the practice in older patients.
The typical setting for CDS in adults would be a patient
at home or in a hospice with refractory pain or agitation
despite analgesia. However, in the Dombrecht study, 82%
of the infants receiving CDS died in the neonatal inten-
sive care unit. Critically ill neonates undergoing invasive
treatments such as mechanical ventilation routinely re-
ceived analgesic and sedative infusions. When a decision
is made to change care goals to palliation, infusions will
often be continued. This does not necessarily reflect a de-
cision to deliberately sedate to unconsciousness but per-
haps more likely a desire to ensure comfort while avoid-
ing superimposing withdrawal symptoms. In a previous
study of infants dying in newborn intensive care in 4 dif-
ferent neonatal intensive care units, 77% received opi-
oids, while 44% received benzodiazepines [6].

In half the cases in the Dombrecht study, the respon-
dents reported that they did not intend to hasten death,
while in 1 in 10 cases, hastening death was part of their
intention. In comparison, in studies in children and
adults, doctors providing CDS reported an intention to
hasten death in 18-23% of cases [3, 4]. A further differ-
ence from older patients was the use of artificial nutrition
and hydration. In this new study, 92% of infants receiving
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CDS had nutrition and hydration continued until death.
That compares with only 54% of children and 38% of
adults receiving CDS.

Dombrecht et al. [1] reflect on the lack of guidelines
relating specifically to CDS in infants and newborn in-
fants. They note that it is unclear whether guidelines for
this practice in adults can be safely extrapolated to in-
fants. We would go further. It would be highly inappro-
priate to apply guidance developed in relation to adult
CDS to newborns. That is because newborn infants are
very different from older patients, for example, in how we
assess symptoms of pain and distress [7]. They are poten-
tially ethically different from adults, for example, in the
crucial role of parents in decision-making and perhaps
even in the concept of a good death [8, 9]. Finally, and
importantly, it seems that CDS, at least as captured in this
study, is potentially different from the practice in older
patients.

It would be important to obtain a richer picture of the
context and details of the care of dying infants in Belgium
and reasons that sedation is used. But rather than priori-
tizing protocols for infant CDS, we should draw on some
of the excellent existing guidelines relating to best prac-
tice palliative care and symptom management for dying
infants [10]. We also need to remember the crucial im-
portance of sensitivity to the needs and emotions, both of
parents and infants. Those of us who have spent a lifetime
working with sick and sometimes dying babies know that
sedation is a means, but not an end, in palliative care.
Whether or not an infant is sedated, love and closeness
can be given and received, even in the waning hours of a
short life.
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