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Seriously ill children, adolescents, and young adults
(C-AYA) live with a heavy symptom burden, uncertain
or poor prognoses, and evolving expectations of their
disease course that require health care professionals
(HCPs) to facilitate and maintain meaningful conversa-
tions across clinical settings. Caring for C-AYA with life-
threatening illnesses is complex for family caregivers
and HCPs. Among the many responsibilities of HCPs
attending to the needs of these young patients and
their caregivers is engaging in early advance care plan-
ning (ACP) discussions. Such conversations can help in
understanding values, goals, and preferences to pro-
mote alignment with the medical care being delivered
including interventions at end of life and preference re-
garding place of death. Further, engaging in conversa-
tions that clarify the wishes of C-AYA patients and care-
givers can guide the patient’s care, promote a sense of
shared decision making, and prevent enduring, detri-
mental experiences of regret [1]. Initiating and leading
these conversations requires readiness. The purpose
of this commentary is to promote awareness of the
dynamic and multifactorial nature of readiness, the
HCP's ability to assess their own and the family's readi-
ness to engage, and the immediate and long-lasting
impact these meaningful conversations can have on
the lives of those in their care.

Readiness has been defined as both a state and a
process. It is important for HCPs to identify the state
of readiness of patients and their families and also to
understand the dynamic process of readiness that in-
fluences these clinically important conversations. In
a study involving adolescents with incurable cancer,
readiness is described as a multidimensional con-

struct, consisting of awareness, acceptance, and will-
ingness to engage in conversations and defined as a
dynamic internal process influenced by the patient's
physical condition and by other people present in the
life of that patient [2]. Readiness is not a linear pro-
cess—rather, it has alternating routes and pathways
that stimulate cognitive or emotional discussions that
are largely driven by the patient's awareness context.
Conversations are critical in meeting the needs of pa-
tients and their families and provide opportunities for
HCPs to build and establish rapport while facilitating
this critical dialogue. For this commentary, the authors
are building on the definition of readiness described in
adolescents with incurable cancer to include not only
the readiness of C-AYA patients, but also family care-
givers and HCPs.

In clinical conversations within pediatric settings,
HCPs often communicate with patients and their
parent(s) or other family members advocating for the
child’s care. It is essential to recognize that within this
triadic relationship (C-AYA, family caregiver, HCP), the
patient’s state of readiness may not be congruent with
the family caregiver's or HCP's readiness to talk and
that each member of this triad may be in a different
state of readiness from day to day, or even moment to
moment. As a result, the assessment of readiness re-
quires the HCP to both evaluate their own readiness to
initiate difficult conversations and to be aware of readi-
ness discordance among individuals involved in diffi-
cult clinical conversations. Oftentimes, the perception
of readiness may hinder the readiness of other mem-
bers in the triad and interfere with the opportunity to
have meaningful conversations. For example, the fam-
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ily caregiver or HCP may feel the C-AYA is not “ready” to
engage in these conversations and may avoid difficult
topics. To the contrary, C-AYA have reported a sense of
responsibility to “protect” their devoted family caregiv-
ers and focus on treatment-related discussions while
avoiding topics such as end-of-life care.

While readiness can constitute a significant barrier to
initiating important ACP conversations, to date, only a
handful of papers have reported on ACP readiness [3].
These include studies with populations across the life
span: pediatric and adolescent patients with chronic
medical conditions, adults with advanced disease pro-
cesses, and older adults living in care facilities.

Pediatric Populations

ACP has been associated with improved parent-report-
ed end-of-life outcomes for C-AYA with complex chron-
ic conditions [4]. To address the disconnect between
the perceived benefits of early ACP discussions with
what occurs in pediatric practice, Orkin and colleagues
conducted semi-structured interviews with parents
of children living with a chronic health condition and
HCPs of various disciplines [3]. Enhancers to ACP dis-
cussions emerged from the data, including “partner-
ships in shared decision making, a supportive setting,
early and ongoing conversations, consistent language
and practice, family readiness, provider expertise in
ACP discussions, and provider comfort (and readiness)
in ACP discussions” [3].

HCPs also spoke about the need to assess family
readiness for ACP discussions and to follow the fam-
ily's lead [3]. Parents emphasized that HCPs should
respect their feelings, especially when they make it
clear that they are not ready to engage in ACP conver-
sations. Other HCPs acknowledged that families might
never feel ready to engage in ACP conversations, which
can be challenging in planning for end-of-life care. The
importance of extending ACP conversations beyond
medical goals of care, beginning early in the child's
disease trajectory (before the patient is in critical con-
dition), and continuing across the child’s life span was
emphasized by both parents and HCPs. Also essential
is reframing discussions to align the patient and fam-
ily's goals of care with the plan of care and revisiting
discussions across the life span in order to allow for
goals to evolve as the child’s health changes [3,5].

Adolescents and Young Adults
Little is known about the readiness of young adults to

engage in ACP outside of studies using hypothetical
examples with college students. What is known comes
mostly from data collected with adolescents living with
cancer, but also HIV and other life-limiting conditions.
Cancer is the leading cause of disease-related deaths
in adolescents and young adults (AYAs). Each year,
more than 70,000 AYA cancer patients are diagnosed
in the United States [6]. Evidence suggests that honest
disclosure regarding prognosis and end-of-life issues is
preferred and can lead to less suffering. These conver-
sations can have important implications for how AYAs
live the remainder of their life, by whom they wish to
be cared for, and where they prefer to die [7]. These
conversations can also help families prepare for and
cope after their death [8].

In a study designed to examine patient-reported
end-of-life values and needs of adolescents with can-
cer (ages 14-21) and congruence with their families’
understanding of these needs, only 39% of those ap-
proached were willing to participate in the trial [9]. Of
those who declined, 23% had at least one member of
the dyad report who did not want to talk about ACP.
The major reason given for declining was lack of time to
commit to a two-year study. More males than females
declined to participate. “Age, race, ethnicity, diagnosis,
and active treatment status were not statistically sig-
nificantly different between those who enrolled and
those who declined participation” [10]. These findings
highlight the complexity of readiness to engage in the
ACP process [10].

Advanced lliness

Most data about communication patterns and ACP
readiness come from the literature with persons of
advanced illness. In a study by Zwakman et al. that
included ACP conversations of adult patients with ad-
vanced cancer, a sign of being ready to have ACP con-
versations was being able to anticipate possible future
scenarios or demonstrate an understanding of one's
disease [11]. While those who limit their perspective
to the here and now or indicate a preference not to
talk about an ACP topic were signs of not being ready,
these individuals were still able to continue a conversa-
tion when a new topic was introduced. These findings
support how readiness can continuously fluctuate and
change, even during the course of the ACP conversa-
tion itself, suggesting that the current state of readi-
ness should not be the only indicator for whether or
not to initiate or postpone an ACP conversation. This
has direct relevance to the dynamic process of readi-
ness to engage in ACP conversations with C-AYA and
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Readiness Considerations and Inquiries

Domain Example Questions for Older Example Questions for Younger
Children, Adolescents, and Young Children*
Adults
Knowledge Tell me what you understand about your How is your body feeling today?
illness. What's going on with your (child's name for
What are your care options? their iliness)? What have you heard?
What do you understand might happen in
the future?
Information How much information do you find Do you want to hear updates or news from
Sharing helpful about your diagnosis and potential the doctors? Or from your parents? Or
complications? both?
Whom do you prefer to receive information
from?
Whom do you want present when
information is shared?
Culture and How do your personal values or community | Who can you talk to about how you are
Family values impact your preferences for receiving | feeling?
information?
Do you openly talk about your health and
your future with those you love?
How does your role in your family impact
your readiness to discuss certain health
topics?
How do your family members’ preferences
about discussing medical information impact
your ability to access information?
Emotions Can you tell me about any worries that you What made you happy today? Yesterday?
have about your iliness or the future? Lots of boys and girls like you have worries.
Can you tell me what it feels like to talk about | What are you worried about right now?
your illness or the future? What other types of feelings are you hav-
ing?
Hopes What do you hope for with your current If you had three wishes, what would they
medical care? be?
These hopes are meaningful. If these hopes | What are you hoping for?
do not come true, what else would you hope
for?
Quiality of Life What does living well (a good day) look like What makes today a good day?
for you? What would make tomorrow a good day?
What is important for you? What helps you feel better/your best?

*Readiness for young children may be demonstrated/assessed verbally, but other tools include the use of games,
creative arts therapies (e.g., art and music), and play.
SOURCE: Created by authors.
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their parents and conversations about ACP with their
HCP.

Strategies and Priorities

Early initiation and ongoing ACP conversations will pro-
mote the alignment between the care desired by the
C-AYA and their family caregivers with the care deliv-
ered. Readiness to talk will need to be assessed and
reassessed as the disease course evolves, with atten-
tion to the dynamic nature of this process. The HCP is
a companion along the illness trajectory and can offer
therapeutic interventions and guidance that promote
this alignment and ensure the values shared by the
C-AYA and family caregivers are central in the discus-
sions taking place and care being rendered. This on-
going partnership is essential when striving to provide
the highest quality of care. To facilitate HCPs' ability to
assess their own readiness, as well as the readiness of
patients and families, we provide some important con-
siderations, as well as strategies for clinical practice,
below.

HCPs must consider several factors when assess-
ing patient and caregiver readiness to engage in ACP
discussions. In the pediatric setting, a developmental
perspective is critical, as children’s understanding of
iliness, death, and dying (and therefore their ability
to communicate about these topics) grows more so-
phisticated with age. Even young children have the
potential to understand more about health and iliness
than previously given credit for, especially if they are
provided developmentally appropriate psychoeduca-
tion. It is not uncommon for children and adolescents
who have been living with chronic and life-limiting ill-
nesses to be ready for these discussions before their
caregivers or even their medical providers. In efforts to
protect caregivers from worry and/or recognizing that
their caregivers themselves may not be ready, children
and adolescents may share concerns about their dis-
ease course or ask questions about death and dying
with trusted team members and appreciate the chance
to talk about fears, hopes, and goals of care. Compli-
cated issues can arise when children and adolescents

BOX 1 | A Call to Action around ACP Conversations

What can | do?

Cultivate awareness. Be aware that readiness to have ACP discussions is a complex cognitive and emotional phe-
nomenon that waxes and wanes over the illness trajectory, from one day to the next, and sometimes within the

course of a single conversation.

Understand and attend to factors impacting patient and family readiness (e.g., developmental stage, cognitive
abilities, communication styles, cultural and religious factors), as they can either facilitate or hinder progress to-

ward honest sharing of values and preferences.

What if I'm not ready?

HCPs must be aware of not just patient and caregiver readiness, but their own emotions and what triggers hesi-
tancy. Steps should be taken to increase your comfort and ability to explore readiness with families (e.g., trainings,
role plays, supervision). Companioning with C-AYA and their caregivers on the road to readiness may be neces-
sary before an HCP feels “ready,” while remaining cognizant that perceived personal unreadiness may become a

roadblock to guiding these meaningful discussions.

Due to the interdisciplinary nature of pediatric care of C-AYA with chronic or life-threatening illnesses, it is rec-
ommended that a team choose the member or members who have strong, trusting relationships with the child
and family and the skills and comfort to engage in readiness assessments and ACP discussions. This may be the
primary specialist physician, the pediatric intensivist, or the palliative care physician; advance practice provider
(nurse practitioner or physician assistant), registered nurse, psychologist, social worker, child life specialist, or

chaplain; or some combination thereof.

SOURCE: Developed by authors.

are in a state of readiness before their family caregiv-
ers, and HCPs may have to navigate challenging clini-
cal scenarios with care (e.g., a minor child asks directly,
“Am | going to die?” when their family caregivers are
not present).

As with all patients, readiness assessments with C-
AYA include assessment of a person’s developmental
level and cognitive abilities, as well as the impact of
disease and treatment on orientation and mental sta-
tus. There continues to be a need for communication
strategies and tools for those with different abilities
(e.g., children who are nonverbal, children with audi-
tory processing deficits). Family systems-level factors
are also key; family dynamics, communication styles,
preferences for information sharing, norms around
sharing difficult information, and more will impact
the family's readiness as a unit and individual family
members within that system. Finally, consideration of
cultural and religious values, expectations, and norms
are critical to understanding ACP readiness. Respect-
ing and exploring a patient's belief systems, as well as
understanding views on life, death, dying, suffering,
and the afterlife through the lenses most important to
them (e.g., a specific cultural or religious tradition) will
help guide and shape subsequent ACP discussions.

Readiness requires not just a willingness to discuss
difficult topics with patients and families, but the skill
and ability as well. Limited education or experience
having ACP discussions is not uncommon among HCPs
and has been identified as a significant barrier to initi-
ating and continuing these conversations [12]. Table 1
provides guidance in the form of questions that may be
helpful in assessing readiness and initiating these dis-
cussions across development. Increased comfort with
ACP discussions will allow HCPs to shift toward elucida-
tion and sharing of values and preferences when they
recognize signs that their patients and/or family care-
givers are in a state of readiness.

The road to readiness will inevitably have twists and
turns along the way, but strategies can be helpful for
mapping the journey to avoid roadblocks for HCPs
looking to build confidence in these skills (see Box 7).
These strategies include HCPs navigating their own
readiness as well as that of their patients, working to
increase their own comfort with having these mean-
ingful conversations, and collaborating with their in-
terdisciplinary team around these conversations, if ap-
propriate. HCPs must always consider that C-AYA and
their caregivers may want to engage in conversations
to varying degrees of intensity on different days. Each
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opportunity should be seized, as ACP is a process, not
a one-time event, with each conversation building on
the next, guiding care and paving a road for future dis-
cussions. Although this is a difficult exercise that chal-
lenges HCPs to put their own perceptions and readi-
ness aside in an effort to optimize the experiences of
patients and their family caregivers, it is essential when
caring for C-AYA patients living with life-threatening
diseases.
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