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Every time cancer is diagnosed in a child,
a journey begins. For many, advances in
diagnostics and treatment allow the jour-

ney to end with a cure. The National Cancer
Institute estimates that of the 10 million cancer
survivors in the United States today, about
270 000 received their diagnoses as  children.1

Although survivorship rates vary by site and
stage of disease, about 79.6% of children with
newly diagnosed cancer will survive after five
years.2 However, there are a small number of
children who will not survive. Their transition
through the cancer continuum ultimately leads to
the end-of-life stage where they and their fami-
lies are faced with myriad medical and ethical
decisions. One such decision is the choice be -
tween palliative chemotherapy and supportive
care. The goal of palliative chemotherapy is to
slow the growth of the cancer. However,
chemotherapy is invasive, requiring monitoring
in laboratories and potentially causing negative
side effects and symptoms. Alternatively, pallia-
tive supportive care is meant not to cure, but to
improve the quality of life.

The decision whether to undergo palliative
chemotherapy or supportive care is particularly
complex among pediatric patients. Parents, being
the legal authority for medical decision-making
on behalf of their children, must gather informa-
tion, negotiate and serve as the final decision-
makers. Parents grapple with the realization that
although supportive care may improve or main-
tain their child’s quality of life, it may not affect
the length of that life. Moreover, children want
to be heard. Studies have overwhelmingly found
that children, especially adolescents, want to par-
ticipate in making medical decisions.3,4 Children
also want to please their parents, which may

cause conflict if their treatment preferences differ.
In addition, health care workers play an important
role in end-of-life decisions. They must provide
information, explain benefits and risks, estimate
survival and perhaps voice preferences, all in a
culturally competent and ethical manner.

Little is known about decision-making prefer-
ences surrounding end-of-life care for children.
Most studies that have attempted to gauge pref-
erences have focused on the experiences of the
parents. For example, a 2010 study looked at the
frequency of decisional conflict and its associ-
ated factors among 140 parents of children with
life-limiting illnesses.5 The authors found that
parents with less than a high school education
had greater decisional conflict than parents who
had attended at least some college. Another
study involving 43 parents suggested that parents
fear disagreeing with health care workers over
medical decisions concerning end-of-life care for
their children.6

In their recent study published in CMAJ,
Tomlinson and colleagues add to the scant infor-
mation available on end-of-life decision-making
for children and pediatric palliative care.7 The
purpose of their study was to compare prefer-
ences for end-of-life treatment between health
care workers and parents of children who were
not expected to survive. A total of 77 parents and
128 health care workers participated in the four-
year study. Visual aids and prepared scripts,
which were extensively tested by a focus group
before the study began, were used during the
interviews. The results suggest that parents fa -
vour palliative chemotherapy, whereas health
care workers prefer supportive care. Tomlinson
and colleagues also found that parents rank hope
as an important factor in their decision-making.

This study is important because it highlights
the incongruity between the preferences of par-
ents and those of health care workers. However, it
may be that this incongruity masks a greater con-
cern: miscommunication or unrealistic expecta-
tions. The Center to Advance Palliative Care
recently published research on public opinion on
palliative care.8 A key finding in the report was
that most physicians do not understand the scope
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• Little is known about the decision-making preferences surrounding
end-of-life care for children.

• Parents and health care workers hold different opinions regarding
when, if ever, treatment should end and supportive care should begin.

• Incongruity between preferences could be attributed to the
importance of hope in parental decision-making.
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of palliative care. Therefore, if there is a basic
misunderstanding of terminology, definitions and
messages associated with end-of-life care, then
incongruity of preferences might be expected.

Another important finding in the study by
Tomlinson and colleagues is the importance of
hope. A 2010 study of 25 parents whose children
died from brain tumours found that parents use
hope as a coping mechanism.9 It is therefore diffi-
cult to balance hope for a cure with hope for the
comfort and dignity of the child.

Finally, the study by Tomlinson and col-
leagues7 is important because of its design and
rigor. The study team pilot-tested the visual aids
and interview guide with 12 parents whose chil-
dren had died from cancer. Participatory and
action research is critical in palliative care.
Although researchers and health care workers can
leverage their experience when designing tools
for collecting data, the opinions of families that
have lost a child must be considered. In addition,
researchers must be prepared for emotional reac-
tions and have a plan to address them. For this
reason, the involvement of clinicians trained to
treat psychosocial issues (such as child psycholo-
gists, social workers and chaplains) is crucial.
Furthermore, evidence in pediatric palliative care
is limited by small sample sizes. Tomlinson and
colleagues are to be commended for consistently
doing their study over four years.7 Such an
endeavour takes commitment from everyone in -
volved. Compared with many populations, 77
completed interviews may seem small; however,
for researchers in this field, it is an impressive
number that should be acknowledged.

Of course, no study is without its limitations.
The authors acknowledge two important draw-
backs to their research. First, children’s prefer-
ences were not obtained. Not collecting chil-
dren’s preferences fails to recognize that
decision-making is triadic, not dyadic. Without
this information, it is unclear whether families or
health care workers drive incongruity. Second,
most of the participating health care profession-
als were nurses, who typically do not make refer-
rals or write orders for chemotherapy.

Despite these limitations, Tomlinson and col-
leagues have conducted an impressive study.7

Extensions of this work are warranted. Future
studies might explore how these results differ for
programs where curative and supportive teams are
integrated. In such programs, multidisciplinary
teams of health care professionals work together
with families to address both active treatment and
support. When families become familiar with both
concepts, the eventual transition should be easier
for parents to accept. The framework set forth by
Tomlinson and colleagues7 could be used in such
a groundbreaking study.
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