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Dear Editor:
‘‘I feel alive.’’—Adolescent when asked how he felt about

completing advance care planning.
A recent editorial from Dr. Sean Morrison presented his

observations that funding for research to support advance care
planning (ACP) could now be ended because the funding did
not result in care improvements (preferences voiced by pa-
tients not followed at end of life, etc.).1 We strongly believe
that ACP is effective in adolescent care models due to the
unique developmental elements of caring for these age co-
horts. Although adolescents under the age of majority may
lack legal decisional rights due to age, their life season rep-
resents a time of increasing autonomy and a maturing capacity
to participate in informed decision making. For this age group,
ACP represents safe, worthwhile, clarifying, and caring
communication. We appreciate Dr Morrison’s recognition that
‘‘there are some populations in which advance directives play
important roles’’ and share this reply to emphasize the es-
sential role of ACP for adolescent populations and their
families.

As Dr. Morrison points out, conducting ACP discussions
is not simple, and knowing how to initiate and sustain these
important conversations within clinical settings is challeng-
ing. However, in our clinical and research experiences, ACP
discussions with children and teens provide a safe place to
process hopes, fears, and preferences for end-of-life care.
Although these discussions are often met with concern about
increasing the anxiety inherent to that young person’s diag-
nosis, anxiety about ACP decreased in adolescents after
completing several pages of an ACP guide2; and anxiety also
decreased after an ACP intervention compared with con-
trols.3 One year after an ACP intervention with 105
adolescent-family dyads, adolescents who communicated
their treatment preferences had fewer disease-specific

symptoms.3 The adolescents’ family caregivers were also
significantly less anxious. In another ACP trial, families had
more positive appraisals of their caregiving,4 than families
who did not have these conversations. Data from these
studies support the idea that ACP allows adolescent patients
and their families to have less anxiety, not more, demon-
strating that the conversations themselves are not harmful.

Adolescents and families who participate in family-
centered ACP find the conversations to be worthwhile, no-
tably with a greater understanding of end-of-life wishes and a
higher likelihood of receiving early palliative care. In a ro-
bust multisite assessor-blinded parallel-group randomized
control trial (FACE pACP), ACP surrogates were eight times
more likely than controls to have an excellent understanding
of adolescent patients’ treatment preferences.3

A majority of chronically ill adolescents prefer to play an
active role in their medical decision making. ACP for ado-
lescent cohorts represents empowerment for the patient and
clarity for the family caregivers, as family understanding of
patient wishes is notably poor for dying a natural death and
being off machines that extend life.5 In a study that evaluated
what adolescents and young adults living with a life-
threatening disease would want to be included in an ACP
document, they reported being able to choose and record (1)
the kind of medical treatment they want and do not want, (2)
how they would like to be cared for, (3) information for their
family and friends to know, and (4) how they would like to be
remembered after their death.6

Adolescent ACP can compassionately ‘‘break the ice’’
for families and provides structure to allow adolescents and
their family caregivers to confidently make care decisions as
disease progresses. This is especially important due to the
risk of regret that parents can experience after the death of
their child. In a landmark national Swedish study of
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bereaved parents written by Ulrika Kreicbergs and collea-
gues published in the New England Journal of Medicine in
2004, no parent regretted talking to their child about death,
whereas 27% (n = 69) of bereaved parents who did not talk
with their child about death lived with regret. In a more
recent study of bereaved parents published in Palliative
Medicine by Wendy Lichtenthal and colleagues’ team in
2020, 73% of bereaved parents endorsed regret and 33%
endorsed unfinished business (both were associated with
distress while caregiving and prolonged grief symptoms).
The most common regrets reported were about treatment
decisions and the most common unfinished business, not
engaging in conversations with the child about end of life.
Parents who participated in ACP discussions endorsed
greater preparation for their child’s death, decreased suf-
fering, and decreased decisional regret.7

Preliminary results from a study assessing the use of the
ACP guide, Voicing My CHOiCES, found that adolescents
talk less about their preferences for care with their pro-
viders than their friends and family members, preferring
that providers raise these issues with them, rather than the
other way around.2 Importantly, these studies used struc-
tured conversation guides to facilitate discussions with
adolescents. Data-driven conversation guides, such as
Voicing My CHOICES (available from Aging With Dig-
nity), are available to assist care providers who wish to
enter into these difficult but necessary discussions with
patients facing life-limiting illnesses. Indeed, ACP benefits
not only patients and family caregivers, but also providers.
Physicians benefit from an extra layer of support to avoid
the first conversation about goals of care occurring in the
intensive care unit.

Preferences do change over time and patient/family dyads
who participate in ongoing ACP discussions are more likely to
stay on the same page even as preferences change. In addition,
adolescents are more likely to give their family leeway to do
what they think is best at the time, knowing their end-of-life
treatment preferences.7,8 So, strict concordance between ad-
vance directives and end-of-life treatment in the last month of
life is not necessarily the ‘‘holy grail.’’ Rather, ACP is an es-
sential component of ongoing discussions that empower fami-
lies to honor the adolescent’s voice and unique individuality
amidst unexpected challenges.

Pediatric ACP developed in part in response to adoles-
cents’ spontaneous sharing with their nurses, case managers,
social workers, and psychologists a desire to limit treatments
in their last days. We share a few examples that illustrate the
importance and worthwhile nature of helping adolescent
patients have their voice heard through ACP:

� A 14-year-old perinatally HIV-infected adolescent told
his case manager he did not want to undergo another
surgery.

� A 20-year-old adolescent dying of AIDS came out of a
semicomatose state and said to her nurse in the middle
of the night, ‘‘Who ever gave my uncle permission to
make decisions for me?’’

� A 15-year-old adolescent with recurrent leukemia
shared in her written ACP guide that she preferred to
die at home and wanted her doctors to perform an au-
topsy to learn more about her disease to help others
with her type of leukemia.

� In a survey study an adolescent revealed he had
wanted everything done, but he had changed his
mind (he was in a wheel chair with peripheral neu-
ropathy) but had not yet told his mother or his nurse
practitioner.

� A 17-year-old adolescent shared through an ACP in-
tervention that she had prepared legacy letters for her
siblings even though her family was not yet openly
discussing her end-of-life timeline with one another.
This resulted in Child Life fostering open dialogue
within the family structure.

In each of these cases, the sharing of preferences led to
a change in treatment decisions allowing the young per-
son’s wishes to be known. Adolescents and their family
caregivers want to have ACP conversations and they want
to have them early in the course of their serious illness.5,7

All adolescents living with a serious illness and their
families should have access to and provision of ACP. To
do this, funding is needed to support implementation
research to ensure that high-quality programs are safe,
clarifying, caring, and worthwhile to patients, families,
and clinicians. The core of adolescent ACP is structured
authentic communication, which acknowledges life is fi-
nite and is a gift of love from the adolescent with a se-
rious illness to their family. Adolescent ACP provides
clear and empowering directives to health care providers
amidst the uncertainty of living with advanced and seri-
ous illnesses. They also provide powerful and lasting
legacies for bereaved parents.
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