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Most children who die in the UK have
an underlying chronic illness, and the
majority of these deaths take place in a
paediatric intensive care unit (PICU).1 The
overall community burden of paediatric
chronic illness is increasing as the popula-
tion expands and as children with chronic
conditions live longer. Improvements in
public health measures, and in the recogni-
tion and management of paediatric critical
illness, mean that children with chronic
conditions are increasingly the majority
population in PICU.

Plunkett and Parslow describe a shift in
the timing of death in PICUs in England
and Wales over the last decade.2 They
observed an increase in the average length
of stay for children who died (about
3 days longer, on average, in 2013 than in
2003) and a corresponding increase in the
proportion of children dying after more
than 4 weeks of intensive care; in 2013,
approximately 12% of deaths in PICU
occurred late (after 28 days), compared
with only about 8% a decade earlier.

What should we make of this finding?
Does it represent a failure of end-of-life
decision-making? Plunkett and Parslow
point to this, suggesting that children with
life-limiting illnesses are now dying after a
long PICU admission rather than experi-
encing an early death in PICU. The
authors conjecture that this may reflect
changes in patient and public expectations
of healthcare, increased shared decision-
making and fear of litigation.2 It seems
likely that some of this delay does relate
to changes in the locus of decision-making
in intensive care, with recognition of a
zone of parental discretion in decisions.3

Decision-making regarding the end of a
child’s life is not a straightforward process,
however. The time from first discussion of
withdrawal of life-sustaining treatment to
a decision to proceed is hugely variable.
Clinician attitudes and beliefs, the number

of professionals involved, as well as the
relationship between clinician and parents
contribute to delays in the limitation of
treatment.
However, to put the findings in perspec-

tive, it is important to recognise that late
deaths are not the norm. In PICU, 88% of
deaths occurred within 28 days of admis-
sion. We should also note the other sub-
stantial changes in the epidemiology of
PICU admission and mortality over the
same period. While PICU admissions have
risen by 15% from approximately 14 000
per year in 2004 to 16 000 per year in
2013, mortality rates have fallen.4 The fall
in mortality is not simply a reflection of
broader admission criteria with patients
who are less sick being able to be ac-
commodated in PICU. There were approxi-
mately 170 fewer deaths in PICUs in 2013,
compared with a decade earlier, despite the
substantial increase in workload.4

So, the news is not all bad. Indeed,
even the authors’ main finding could be
seen as positive if expressed in another
way. The corollary of finding that children
are dying later in modern intensive care is
that they are surviving longer. Parents,
facing the death of their child, had an
additional 3–4 days with their child, on
average, in 2013 compared with 2003.
Should we then be worried that chil-

dren are dying later in paediatric intensive
care? One reason for concern is that chil-
dren who die after a month or more of
intensive treatment will have accumulated
a substantial burden of treatment. In one
study of Canadian PICUs, 50% of
children were reported to undergo 12 or
more painful procedures per day, for
example, endotracheal suction, venepunc-
ture, vascular access and surgery.5 While
the majority of such children were recei-
ving pharmacological pain management, it
is difficult to assess pain and pain-related
distress in mechanically ventilated chil-
dren, and it is likely that children ex-
perience at least intermittent pain and
discomfort during their PICU stay.
Clinicians may feel, perhaps justifiably, that
death after a prolonged stay in intensive
care is a particularly bad death for the
child, and should be avoided wherever
possible. In addition, increasing length of
stay, particularly increases in very long

stays in PICU, necessarily impact the total
cost of intensive care and the availability of
paediatric intensive care beds. From the
latter point of view, the findings of
Plunkett and Parslow are reassuring. They
found that there was no increase in the
total number of bed-days occupied by chil-
dren who ultimately died; in fact, such
children occupied a smaller proportion of
intensive care unit beds—approximately
9% of bed-days in 2013, compared with
about 11% in 2003.2

If we could identify early in their stay
(or even prior to admission), children who
will not survive, there would be a strong
ethical case for avoiding prolonged inten-
sive care prior to death. But, of course, the
practical challenge is in identifying those
children. In many cases, there is inevitable
uncertainty about both short-term and
long-term survival. In the face of uncer-
tainty, it is usually ethically appropriate to
involve parents in decisions and to defer to
their views about treatment.3 Such uncer-
tainty does not necessarily disappear with
the passage of time. A large longitudinal
cohort study from Melbourne found that
60% of children who stayed in intensive
care for more than 4 weeks survived to dis-
charge from hospital, and more than 50%
of survivors had no or mild disability.6

Changes in the demographics of paedi-
atric intensive care represent both an
achievement and a challenge. There is
reason to think that these demographic
trends will continue, and that advances in
paediatric intensive care will prevent
death in childhood for some, while
merely deferring or delaying death for
others. The latter may be the inevitable
price of the former. If that is the case, we
need to work hard to diminish the burden
of long intensive care stays. That means
attention to symptom management, careful
advance care planning and avoidance of
non-beneficial treatments where it is possible
to identify them. It also means being aware
of, and working to mitigate, the emotional
and psychological burden of prolonged
intensive care on families and on staff.
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