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Managing end-of-life care (EoL) is aways emotionally taxing. Honest discussions about
prognosis and EoL decision-making are often delayed due to questions about the legal
competence of adolescents and young adults (AY A) to make decisions for themselves [1],
providers feeling unprepared or without adequate skills to guide EoL discussions, or parental
concern that discussing plans, including life support options or presenting an EoL planning
document may send the message that the medical team wishes to withdraw care or that death
isimminent. Data suggest that allowing AY A involvement in EoL planning can help parents
and healthcare providers make informed decisions, alleviate distress, avoid decisiona regret,
and perhaps improve the patient’ s quality of life (QoL) by respecting their values, beliefs,
and preferences [2-4]. This commentary addresses recent progressin the field and focuses
on how healthcare professional's can approach advance care planning (ACP) with AYA,
involve their family members, and engage the entire health care team.

Implement a Consistent Approach

Healthcare provider discomfort with ACP could improve if providers had a systematic
approach they could implement consistently with all patients living with alife-limiting
illness [5]. Part of developing a systematic approach begins with identifying specific time
points at which a patient’s preferences and goals are discussed. This discussion should begin
when treatment isinitiated and tailored to the individual needs of the AY A and family.
Having this exchange early on ensures attention to QoL and allows subsequent discussions
to be less unexpected. If theillnessis becoming refractory to treatment, the provider can go
back to this earlier conversation. Table 1 provides sample phrases that can be adapted to
introduce the topic of ACP and foster discussions over the disease trgjectory.
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Assess Advance Care Planning Readiness

Specific factors can be used to determine and verify individual readiness. First, the AYA
and family must acknowledge that cure may not be possible. They also need to be willing to
engage in conversations about future treatment and lack of future treatment, and should be at
least amenable to explore the AY A’ s thoughts, preferences, and/or goals. Ideally, the AYA
should bein relatively stable health at the time ACP isintroduced. A member of the
healthcare team who has the confidence and trust of the AY A and their family, can talk
frankly about EoL without it being portrayed as aloss of hope, and who understands their
specific psychosocia needs should initiate the discussion [6]. As discussions of death at a
time when the AY A has been working toward gaining independence, strengthening peer and
romantic relationships, and considering their future rolein lifeis athreat to these
developmental milestones, the focus of the discussion should be about issues that are
meaningful to the AY A rather than simple completion of a document. In fact, AYA
concerns regarding EoL may center around pain, unresolved relationships, location of death,
or how they wish to be remembered rather than deciding specific medical options, such as
resuscitation orders.

Engage the Family

Parents may wish to avoid conversation about EoL in order to maintain a stance of support.
It isimportant to share with parents that lack of communication can lead to emotional
distance at atime when closenessis most needed. If parents remain unable to initiate this
conversation with their child, offering to help, i.e, “ With your permission, | would like to
explain to Katie where we are at and to see if she has any questions. Would you be
comfortable with this?’ may be an easier approach that can hopefully lead to better
understanding of their child's preferences. If the parent asks that the child not be told that &/
he will die, the provider should explore the parent’s concerns, beliefs and customs so asto
avoid misunderstandings. It is best if the parent and provider can agree that ghe will not lie
if the AYA asks.

Whileall AY A deserve the opportunity to prepare for and cope with the realities of
advancing illness, not everyone will be developmentally or cognitively capable or even
desiring to do so. Making one's own needs known can be frightening, and others will try to
protect their parents from their own distress. Thisis a process, not a one-time conversation.
The goal isto pave aroad so that conversations can be revisited at a later point, if needed.

Team Approach

Physicians, by nature of their role, are uniquely responsible for relaying bad news. Despite
on€e' sinterpersona skills, the family’ s spiritual, ethical, cross-cultural, practical, and
existential issues that factor into EoL plans can challenge both the physician’s time and
expertise [7]. Professionals, including nurses, social workers, clergy, and psychologists can
play key rolesin EoL discussions. When involving additional staff members, the AY A must
be asked how much he wishes to share with the team, so as to not breach confidentiality.
When multiple team members are working with the same patient and family, communication
between team membersis essentia so that the message from all members of the team about
prognosis remains the same.

Discussing EoL with AY A is difficult, not only because of the sensitive nature of the issue,
but also because of the need for a developmentally appropriate approach and language.
Fortunately, progress has been made in ACP and a few resources are available to assist
AYA and medical providers, including FOOTPRINTSSM, amodel that assures continuity
between hospital and community-based medical services [8]; the FACE program, devel oped
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for AY A living with HIV/AIDS that facilitates discussions and EoL decision-making with
caregivers[9]; and Voicing My CHOICES, an ACP guide designed to help AY A make
decisions about their care and how they wish to be remembered after their death [2]
(www.agingwithdignity.org/vmc). Future empirical research will determine whether these or
disease-specific modelsimpact outcomes. Regardless of the tool used, more trained
facilitators in conducting ACP are needed, supporting the important role of interdisciplinary
pediatric palliative care programs when available. A comprehensive training for pediatric
providers will soon be available for physicians through the training module, Education in
Pediatric Palliative Care (EPEC) (www.epec-pediatrics@childrensmn.org).

A critical aspect to providing better care to dying patients is better communication, that is,
understanding their experiences and concerns so that more control of events and choices can
be made [10]. Ideally, the AY A understands cure may not be possible, but more important
than prognostic discussions are ongoing opportunities to honor their priorities [9]. While this
commentary suggests ways to promote such opportunities, empirical research is needed to
determine whether such approaches are effective, cost-effective and plausible for providers
in resource limited and culturally diverse settings. If the AY A isto have their voice heard,
waiting until amedical crisis or the EoL is near, istoo late for planning conversations to
occur. While always heartbreaking, the most intimate and peaceful adolescent deaths are
those where the AY A trust their choices are respected, believe that they made a footprint on
others' lives, and are assured that they will be remembered. It is then that they can find
meaning in the dying experience and the strength to say good-bye.
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Approaching EoL conversations with adolescents, young adults and family #

Time

Goal

Sample Conver sation

Time of Diagnosis

Establish an open
relationship based on
honesty

“ Can you tell me what you understand about your disease at this
point?”; “What do you understand about your treatment options
and plan?’

“How much information do you want us to share with you?’
“Do you do better with written materials that you can read on
Yyour own?’

“Are there things you would like to speak privately to me about
(or, conversely)” “How do you feel about giving your parent(s)
the gpportunity to speak privately with me.”

Initiation of Treatment

Early conversation about
the possibility of cure not
being achievable or likely

Introduction to ACP

Ensurethe AY A and family
understand that these are
precautionary measures

Inclusion of the AYA in
discussions and providing
the AY A with a sense of
control

Encourage conversations to
occur between parent and
AYA

“Arethere parts of the treatment plan that concern you?’

“ While we are hopeful that your treatment will be effective
against your disease, we have learned from other families like
Yyour own that not suggesting that you give some thought to
some difficult issues early on is irresponsible of us. For
example, it would be idedl if you would communicate with each
other about who would be the person to make medical decisions
for you if you became very ill and were not able to do so on
your own. Or, if you have strong religious or cultural befiefs
about things such as life supgport in the case that a sudden event
happens, that is always helpful to talk about and share with the
staff. Again, we are not anticipating these issues will present
themselves at this time - it is just that such conversations are
easier to have when you are wéll than if a sudden problem
arises. Please know that you can change anything you decide
now at alater point. Does this make sense to you? Do you have
any questions?’

Recurrence/Progression

Determineif thereis
anything that the AYA is
worried about or afraid of

Exploreif the family has
had initial ACP discussions

Ask if the patient ever
thought about how
aggressively they would
want to be treated if cure
were not possible

Assess family
communication; family
concerns

“We have some new findings about your disease. How much do
Yyou want to know?’ or “Are there things you would rather we
talk to your parents about first?’

(Once findings shared) “ Do you remember when we had talked
about difficult topics that families might want to think about if
treatments were not as effective as we had hoped? While we
have other options for continuing treatment, | just want to make
sure we are considering what you want. Have you had any of
those conversations?[If soj, can you share with me what your
thoughts are? [ If not] For example, if you would like us to focus
more on you having the best quality of life, such as being away
from hospital as much as possible, decisions we make from this
point forward will be geared to help this happen. Can you tell
me what is most important or concerning to you at this
moment?’

Continued disease progression

Inquire about what worries
or concerns them most and
about any immediate goal's
that they wish to fulfill

Describe advance care
planning and directives

Introduce planning guide

Provide materials (legal
resources regarding a health
care agent if needed) and an
age appropriate planning
document

Offer to go through a
document together

“We are at a place now where we no longer know if cure is
possible” or “You are at risk for (eg. continued disease
progression, spinal cord compression). We want to make sure
that we know how you would like us to treat you if this haopens.
Would you like us to talk with you about what we know and
some decisions we might be able to make together at this
point?” (If AY A sayslittle, add) “For example, some pegple get
to aplace where they fed they ‘had enough’ and do not warnt
more aggressive treatments that make them feel bad - especially
when the medicines are not able to cure their cancer. Others
want ‘everything you got’ not caring if they arein an ICU or
feeling really badlly. Thereis really no right or wrong here.”
(Listen to see which camp the AYA fallsin)

We thought you might like to know that there is a guide that was
created by and for persons your age who had concerns about
what would happen if they got sicker. It allows you to make
decisions about things that may be important or meaningful to
you —for example, how you warnt to be treated if you were in
pain, if there are certain friends you would like around, if you
would want doctors in the future to learn about your cancer from
your célls, or how much time you wanit to spend in the hospital.
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Time

Goal

Sample Conver sation

Convey the god for the
AY A to do things he/she
enjoys most each day

If you would like, we can have [name] show you the guide after
wearefinished here.”

End-of-life care

Revisit ACP - ask to be
informed of decisionsif
already made. Assess
whether the patient/family
is comfortable with the
decisions. If decisions not
made, narrow down areas of
greatest discomfort

Inquire whether the AYA
has a preference for where
s/he would like to be as EoL
nears

“Many parents share your worries that after al these years of
focusing on what you can do to extend life, talking about death
can send a message that you are giving up. We will work as hard
as we always have to provide the very best care possible.”

“What we do know from parents who have lost a child, is that
marly of those who diid not talk to their child about what was
happening before their child’s death, suffer due to regretting that
decision.”

Addressing resistance to

AYA and family

discussing end-of-life between

Reduce chance of AYA
dying in emotional isolation

Encourage open and honest
communication

AYA. “Arethere things about your care that you would rather
not talk about? (it so) “With whom would you like me to talk
about those things?’

Family. “Do you think there is a chance that your child is
thinking about his'her own death but may not wart to talk to you
about this for fear of upsetting you or disaopointing you?" “Our
goal is for [name] to leave this world as peacefully as possible —
which means, having the opportunity to share his'her thoughts
with you.”

*
Conversations should always begin with asking what the AY A and family’ s questions and concerns are. This way, responses can be formulated to
address EoL issues but in the context of what the patient and family wants, needs, and is ready to discuss.

#The suggested conversations are not designed to be a script but rather to be tailored to the individual AY A and family. They are based on the
authors' collective clinical experience in pediatric oncology.
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