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Highlights

What are the main findings?

e  Developmentally tailored, family-centered advance care planning (ACP) interventions
improve engagement, decision-making, and psychosocial outcomes for adolescents
and young adults (AYAs) with cancer.

e  Specialty palliative care teams add valuable expertise to AYA advance care plan-
ning, but any oncology provider can initiate these conversations using practical,
available tools.

What are the implications of the main finding?

e  Advance care planning should be tailored to AYA patients’ evolving autonomy, iden-
tity, and family dynamics, and revisited throughout the illness course.

e  Oncology teams should not wait for palliative care referral to begin advance care plan-
ning, while institutions work to expand equitable access to specialty palliative care.

Abstract

Adolescents and young adults (AYAs) diagnosed with cancer experience unique psychoso-
cial distress and worse clinical outcomes compared to their younger and older peers.
Additionally, the developmental emergence of identity and independence for AYAs—and
the effects of oncology therapy on these milestones—adds complexity to communication
and medical decision-making among patients and families. Given these circumstances,
AYAs require thoughtful approaches for advance care planning (ACP). In many cases,
specialty palliative care (SPC) teams can provide an extra layer of support to both patients
and families as well as primary oncology teams in navigating ACP and ensuring goal-
concordant care. While some adult studies have recently questioned the effectiveness of
standard ACP methods, other new investigations specifically in the AYA cancer population
have demonstrated multifaceted benefits. With the understudied nature of both ACP tech-
niques and the AYA population in general and the constant evolution of communication
preferences in the digital technology era, pediatric oncology clinicians may be unsure of
current best practices for how to guide their older patients during conversations about their
illness. We aim to review the most recent evidence regarding ACP for AYAs with cancer,
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with an emphasis on describing practical bedside tools and the advantages of collaborating
with SPC teams to promote optimal outcomes.

Keywords: advance care planning; adolescent and young adults; cancer/oncology; serious
illness communication; goal-concordant care; psychosocial care

1. Introduction

A cancer diagnosis during adolescence and young adulthood can carry not only
difficult clinical experiences but also profound developmental consequences, disrupting
identity formation, autonomy, and the pursuit of goals that define this period of life. In
many cases, the dichotomous frameworks of pediatric and adult medical care insufficiently
address these concerns [1,2]. Furthermore, adolescents and young adults (AYAs, ages
15-39) with cancer face worse survival outcomes than both younger children and older
adults for many malignancies, lending particular urgency to advance care planning (ACP).
ACP refers to the process of eliciting and documenting a patient’s personal goals, values,
and preferences for medical care in the setting of serious illness [3-7]. ACP can be under-
stood as an umbrella term describing a progressive process of ongoing communication of
the patient’s preferences and goals, which informs shared decision-making, translating
into documentation when appropriate (e.g., advance directives, code status orders), and
ultimately supporting goal-concordant care throughout the illness course. The AYA pop-
ulation as defined here (ages 15-39) spans markedly different developmental, legal, and
psychosocial stages, from minors under parental authority to fully autonomous adults; the
approaches and tools discussed throughout this review are intended to be developmentally
tailored rather than applied uniformly across this range [7].

ACP for AYAs is a topic of considerable clinical and research interest, but best practices
have yet to be determined due to the nuances and complexities of both the patient popula-
tion and clinical models [6-8]. Standard ACP approaches were largely developed for older
adults and may not adequately account for the distinct needs of younger patients who are
simultaneously navigating individuation, evolving parental relationships, and the legal
transition to autonomous decision-making [9]. The unique communication preferences
in this age group are also being rapidly reshaped by digital technology and social media,
adding further complexity to an already challenging clinical task [10,11]. Furthermore,
clinician-level barriers also contribute to inconsistent ACP implementation: many oncology
providers report limited awareness of ACP tools or emotional reservations about engaging
in such discussions with families [8,12]. Finally, the mechanics of ACP are difficult to
study, and its presumed benefits are difficult to prove—academic shortcomings that might
affect providers’ level of clinical engagement [13]. Indeed, in adult medicine, some leaders
have questioned the utility of broad ACP approaches, and occasional studies demonstrate
neutral or negative outcomes [14-16]. Nonetheless, for AYAs with cancer, a growing body
of evidence, including randomized prospective studies, suggests that developmentally
tailored and family-centered interventions can yield meaningful benefits [17-21].

Given the complexity in navigating ACP conversations, specialty palliative care (SPC)
teams are well-positioned to support AYAs, their families, and primary oncology teams,
with specific expertise spanning goals-of-care communication, psychosocial support, and
end-of-life (EOL) planning [5-7]. However, the authors emphasize that ACP conversations
may be conducted by a wide range of healthcare providers as part of routine oncology care,
and SPC involvement is not a prerequisite for initiating them. Furthermore, many locations
(e.g., rural areas or low-and-middle-income countries) lack dedicated SPC resources [22,23].
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In any practice setting, valuable ACP tools designed for or adaptable to AYA patients are
readily available, offering clinicians concrete resources across a range of clinical contexts
and patient preferences [24-27].

To improve ACP for AYAs at our large academic center, an evidence-based institutional
clinical practice guideline was developed in 2024 by physician faculty in both oncology
and palliative care and was subsequently reviewed and approved by divisional leadership
for clinical implementation. For this article, an updated literature review was completed,
followed by additional input from multidisciplinary faculty with diverse practice experi-
ences. As this is a clinical review, the literature discussed here was identified primarily
through PubMed (searches conducted through June 2026) using terms related to pediatric
and AYA oncology advance care planning, and was supplemented by the clinical and
research expertise of our multidisciplinary author team; articles were selected for topical
relevance and clinical applicability. Here, we review the most current evidence regarding
ACP for AYAs with cancer seen in pediatric oncology settings. We begin by describing the
unique developmental, structural, and communication challenges that define oncology
care in this population. We then examine current evidence and approaches for conducting
ACP conversations with AYAs. Next, we discuss how SPC teams can complement pri-
mary oncology teams in supporting goal-concordant care. Finally, we highlight practical,
bedside-ready tools available to patients, caregivers, and clinicians alike.

2. Unique Considerations for Oncology Care in AYAs

Adolescents and young adults with cancer face a dual burden: the biological and
medical challenges of their disease, and the profound disruption of a developmental period
already defined by transition and uncertainty. AYAs have concerns about identity forma-
tion, body image, social status, gaining independence in relation to parents, and making
decisions about future goals such as career, education, and family [1,6,7,28]. A cancer
diagnosis during this period can complicate the cultivation of self-confidence, individuality,
and self-sufficiency [29]. Because many AYAs are treated in clinical settings focused on
younger (pediatric) or older (adult) counterparts, their routine concerns can easily evolve
into distinct unmet psychosocial needs that affect their care [2]. These developmental and
social dynamics for AYAs can heavily influence their health-related goals, and clinicians
should be mindful of these factors in their ACP approaches.

AYAs with cancer also encounter structural barriers rooted in social determinants
of health and the design of healthcare systems that can significantly impact outcomes.
AYAs have a higher likelihood of lacking health insurance, placing them at elevated risk of
economic burden and limited access to care [30]. Uninsured and underinsured AYAs are
more likely to present with advanced disease and experience worse cancer-specific mortality
compared to privately insured peers [30,31]. Many adolescent patients diagnosed within a
pediatric system face the added disruption of transitioning out of that setting upon reaching
institutional age thresholds, which may coincide with disease relapse or vulnerable periods
following frontline therapy. Aging out of insurance plans or institutions can cause delays
in care, treatment adherence issues, subsequent clinical decline, and reduced eligibility
for clinical trial enrollment [32,33]. Moreover, the AYA population comprises patients
who experience a discordance between their age category (i.e., child or adult as defined
by health systems) and their disease (as defined by standard therapy availability and
provider comfort level in management). This reality not only affects individual clinical
care [34], but also the ability for disease knowledge advancement through research, as only
recently have clinical trials and oncology societies started to bridge the historical dichotomy
between children and adults [35,36]. These compounding susceptibilities contribute to
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a well-documented survival gap for many patients aged 15-39 and can create unique
challenges in treatment planning [3,4,35].

Some AYAs with advanced disease experience additional age-related clinical limita-
tions. Many AYAs with relapsed or refractory cancer seek enrollment in early-phase clinical
trials [37]. Because these studies enroll small numbers of patients and are often available
only at specialized centers, many AYAs must travel long distances or may not have access
because of strict age eligibility criteria. Another challenge for patients in the United States
is the ability to pursue concurrent care—defined as receiving both disease-directed and
hospice-based care over the same period—due to the link between hospice services and
insurance. Unlike those in many countries with universal healthcare, AYAs > 21 years old
living in the U.S. must forego disease-directed therapy to enroll in hospice [38]. Even for
younger AYAs eligible for concurrent care under federal legislation (e.g., the Concurrent
Care for Children Requirement established via the Affordable Care Act), the current state
of pediatric hospice care in the U.S. suffers from limited resources, inconsistent imple-
mentation, and inequitable access [39-42]. These realities demonstrate the complexity of
treatment planning for AYAs with advanced disease and the need for individualized ACP
approaches.

Influenced by their social development and clinical setting, AYA patients have distinct
communication preferences [28]. In studies about oncologic communication broadly, AYAs
and their parents—like virtually all patients—desire compassion, hopefulness, and hon-
esty from their clinicians, while AYAs place added import on providers keeping a calm
demeanor [43]. Notably, a majority of AYAs report desiring full prognostic information,
and this preference tends to increase over the illness course [11]. Some oncologists may
limit prognostic transparency out of concern for undermining hope, yet evidence suggests
this concern is largely unfounded: while serious illness communication should be cali-
brated to individual preferences, thorough prognostic disclosure can coexist with and even
reinforce hope, even when the likelihood of cure is low [28,44,45]. Even for “low-stakes”
conversations during routine longitudinal care, clinicians should be mindful that AYA
patients often utilize digital platforms (e.g., social media) for illness-related information
and peer support, and consider how such sources may affect their care [10,46]. Finally, as
patients move through adolescence into adulthood, the legal and interpersonal landscape
of decision-making affects communication approaches, with those under age 18 typically
lacking the legal authority to independently consent to treatment, even as they prefer
to be informed and involved in their own care [6,7,28]. Consistent with this desire for
involvement in medical decisions, a study measuring decisional control preferences among
AYAs with cancer and other complex medical conditions found that most patients preferred
active collaborative (39%) or shared (34%) decision-making roles rather than passive ones,
with oncology patients trending somewhat more passive than their non-oncology peers
and preferences becoming more active over time since diagnosis [47]. Conversely, some
patients > 18 years old may, for various reasons, defer to their parents” decision-making, an
ethically and legally supportable position. Together, these distinctive elements for AYAs
underlay the importance of applying thoughtful and evidence-based approaches for ACP.

3. Approaching Advance Care Planning for AYAs

The authors acknowledge that terms like “advance care planning” and “goals of care”
may feel nebulous, and applaud efforts to work toward a multidisciplinary consensus
definition [48,49]. The foremost task for ACP includes eliciting the patient’s personal goals,
values, and preferences related to their future medical care. The primary aim of ACP is
to support patients and families through serious illness and ultimately align their wishes
with subsequent care delivery, which is commonly deemed “goal-concordant care”. A
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recent Position Statement from the Canadian Paediatric Society provides a comprehensive
guide for ACP as a multidimensional and iterative process [5]. Notably, the import of ACP
elements has also been highlighted by the American Society of Clinical Oncology (ASCO)
consensus guidelines for patient-clinician communication [50].

Discussions related to ACP and goals of care span the illness course and provider
teams [51,52]. Given the gravity of a cancer diagnosis—regardless of its curability—for an
AYA patient, the authors contend that ACP starts with early care conversations [53]. In fact,
consistent high-quality communication during frontline therapy can help establish an open
and trusting patient-provider relationship that, in addition to several intrinsic benefits,
may be foundational for more difficult decisions in the future [28,45,54]. Topics related to
ACP evolve over the disease trajectory, usually building upon information gathered from
prior periods, and always involve asking open-ended questions, active listening, education,
and anticipatory guidance (Table 1). In addition to the oncologist, other health profession-
als (e.g., advanced practice providers, social workers, nurses, psychologists, chaplains,
palliative care providers) may develop relationships with the patient and family over time
or simply gain an essential goal-related insight during a single encounter; multidisciplinary

collaboration is key to ensure optimal outcomes [55].

Table 1. Overview of Advance Care Planning Topics Across the Illness Course.

Time Period

. . *
Topic Categories Diagnosis Relapse/Progression Nearing End of Life Ref.
Any changes or new Legacy making, digital
School, work, interests,  elements compared to prior, memorials, * preferred
Personal history  activities, values, hopes, function and ability to work location of death, [56]
worries, fears or attend school as prioritization of
health declines interests/remaining time
. . How are these support Social visits (e.g., extended
Family, social groups, . . -
Support systems o systems working for family members), religious [57]
spirituality . . .
the patient? rituals, funeral planning
Prognosis le.ehhood of cure, Salvageability, life Life expectan(.:y' with 58]
ensuring understanding expectancy more precision
Options (if applicable; Relapse therapy options, Therapy with different
. . e.g., chemotherapy early phase trials, second
Disease-directed . L iy goals (e.g., slow tumor
regimen A vs. B, type of opinions, breaks * in [59]
therapy growth), preferred
local control surgery for therapy to focus on . . )
. intensity/location of care
limb sarcoma) other goals
How to address New anticipated symptoms Palliative interventions
Therapy side expected symptoms with new therapies, with expected increased
; s : : [60]
effects (e.g., alopecia), fertility potential change in symptoms (e.g., from
preservation * tolerance of symptoms disease more than therapy)
Palliative care Often primary PC via Increased specialty PC Specialty PC or hospice
oncology team, early . . may lead care, concurrent -
(PC) . . involvement in many cases AP
integration care (if eligible)
Default surrogate or . In.troduce. advance Complete advance
. directives, affirm preferred L .
Legal family member, surrogate. more complex directives, confirm code [61]
documentation informed consent for sate, p status, documents to

interventions

consent * for early
phase trials

support home-based care
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Table 1. Cont.
. ) Time Period "
Topic Categories Diagnosis Relapse/Progression Nearing End of Life Ref.
. How does the patient like to receive information (e.g., when, with whom, amount of
Communication ) .. - . -
preferences detail) and make decisions (shared decision-making spectrum); utilization of language [62]

interpreter *; respect for identity and preferred titles

Note: This table is intended to describe stereotypical topics (i.e., oversimplified and not exhaustive),
generally building upon one another and likely growing in complexity or intensity as disease
progresses (from left to right). The topics are listed in columns for ease of reading; however, in
actual clinical practice, there are many additional opportunities for ACP in between these points and
providers should be proactive about exploring topics and be open to virtually any ACP topic at any
time per patient preference. Additional references are provided for select topics (indicated by an
asterisk) that are not already covered in the main text.

Recent reviews have delineated the essential elements of ACP across all diseases for
AYAs specifically [63-65]. While some practitioners may think of ACP as related solely
to legal documentation tasks (Table 2), the authors propose and these reviews indicate
that ACP encompasses much more than just advance directives or code status orders,
and is distinct from, though related to, serious illness communication and goals-of-care
discussions, which represent components of the broader ACP process. For example, Linane
et al. identifies shared decision-making, optimal communication techniques, the need
for individualization and flexibility, and timing of ACP initiation as additional core con-
cepts [63]. Likewise, another recent review reinforces the need for providers to practice
cultural humility and proactiveness in identifying AYAs’ preferences and times of clinical
stability for raising discussion topics [7]. Regarding clinical communication and the role
of parents in decision-making, one creative prospective study demonstrated that accurate
prognostic understanding influences treatment-related goals [66]. Finally, unlike cases
with younger children, clinicians for AYAs must navigate unique challenges involving the
patient-caregiver-provider triad, including potential decision-making discordance, care-
givers hoping to preserve their “good parent” beliefs, and mutual protectionism [28,67-69].

The potential benefits of ACP span multiple domains. For example, a recent systematic
review for adult ACP evaluated completion of EOL discussions and advance directives
(primary outcomes) as well as delivery of goal-concordant care, communication and educa-
tion measures, patient satisfaction, healthcare utilization, and symptom control (secondary
outcomes), finding that many ACP-related interventions improved outcomes [70]. A down-
stream effect of ACP, the intensity of EOL care has been shown to be high (and potentially
inequitable or goal-discordant) in AYAs across diverse settings [71-73]. Given the unique
circumstances of AYAs with cancer, more population-specific studies are urgently needed
to address known issues such as long-term effects on family members, including grief
and ACP-related parental decisional regret [7,74]. Furthermore, studies investigating ACP
disparities in adults could be expanded or replicated for AYAs [75].

The available intervention studies in this population are heterogeneous in design,
sample size, and outcome measures, and vary considerably in the strength of evidence
they provide; feasibility and acceptability findings should be distinguished from patient-
centered clinical outcomes, and their collective results should not be interpreted as uniform
evidence of benefit. With several prospective studies measuring similar outcomes and some
novel considerations, evidence-based insights related to ACP for AYAs with advanced
cancer have grown over the past 15 years. For example, as part of the multi-center PRISM
randomized clinical trial, one cohort (n = 26, ages 12-24) used the Voicing My Choices™
(VMC) ACP tool in conjunction with stress management coaching and reported positive
feedback regarding participation, demonstrating acceptability [18,24,76]. A similar trial
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evaluated the DECIDES intervention, a web-based tool with an optional supportive coach,
(n = 53, ages 15-24). AYAs in both intervention arms reported higher decision-making
involvement and lower decision regret compared to usual care [19]. Additionally, a recent
mixed-methods study investigated a video-based decision aid in AYA-parent dyads (n = 85,
AYA ages 18-39) and noted increased ACP reflection and learning led to changes in care
preferences [20]. In Europe, the Belgian BOOST study enrolled adolescent-parent dyads
(n =49, AYA ages 10-18) and found that parents randomized to the intervention (four ACP
sessions) had more positive attitudes toward ACP, though the authors ultimately felt their
results were underpowered [21]. Finally, a multi-center prospective non-randomized study
evaluating VMC demonstrated increased engagement in ACP conversations and decreased
short-term anxiety (n = 149 AYAs, ages 18-39) [77].

The study that has generated the most outcome analyses to date for AYA ACP is the
multi-center randomized FACE-TC trial, which included three weekly family-centered
sessions using multiple ACP tools for the intervention group [17,25,27]. The first cohort
of 30 AYA-caregiver dyads (ages 14-21) showed that increased ACP engagement was
associated with increased patient-caregiver congruence for care preferences and increased
education on EOL topics [17]. With an expanded cohort of 126 dyads (n = 83 for inter-
vention group), subsequent reports have demonstrated multifaceted positive outcomes
for those receiving the intervention, including insights into adolescents’ preferred timing
of ACP discussions and spiritual well-being, increased completion of advance directives,
and decreased patient anxiety at 3 months [78,79]; increased congruence with and leeway
for caregivers/potential surrogates, sustained over 12 months, with some race/ethnicity
disparities [80,81]; and increased positive caregiving appraisals without an increase in
distress for family member participants [82]. However, not all outcomes have been benefi-
cial: when investigating quality of life via symptom screening, intervention adolescents
reported increases in anxiety, depression, and pain interference at 12 months, signaling
the importance of recurring conversations to maintain optimal outcomes [83]. Taken to-
gether, these studies illustrate both the promise and the current limitations of AYA ACP
intervention research: outcomes span feasibility, process, and patient-centered clinical
domains, sample sizes are often small, and further follow-up and analyses will be needed
to determine which approaches most reliably translate into goal-concordant care. Notably,
outcomes such as engagement, communication, documentation completion, and caregiver
congruence, while meaningful, are process-oriented measures and are not equivalent to
demonstrating goal-concordant care, which remains inherently difficult to measure and
is infrequently assessed directly in the current literature. Further follow-up and analyses
from these studies will help shape best practices going forward.

Finally, the unique ACP dynamics have been understudied in two specific populations:
childhood cancer survivors and AYA patients with children themselves. Survivors often
endure late or long-term morbidities that may lead to post-cancer ACP needs when they
become AYAs [84]. In addition to their personal cancer experience, survivors may have
cognitive impairments, mental health concerns, or psychosocial considerations that affect
their health-related goals [85-87]. Additionally, for older AYAs with cancer, having one’s
own young children can affect willingness to engage in ACP, and many patients’ goals of
care may involve ensuring adequate support for them [88,89]. More research is needed for
these vulnerable groups.
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Table 2. Advance Directives and End of Life Care Documentation in the United States.

Document/Order Ages Purpose Key Points
Desionates a surrogate Patients aged 18 years or older who can make
Health Care decigs ‘on-maker if %he and verbalize their medical wishes should
Proxy/Medical Power >18 yo . complete this legal document. This form can also
patient loses ) o T, ,
of Attorney (MPOA) . . . designate limitations to the surrogate’s
decision-making capacity. . . .
decision-making authority.

Directive to Legal document that Can serve as a guide for a patient’s MPOA. It
Physicians and ~18 vo outlines a patient’s specific may include choices related to CPR, mechanical
Surrogates (e.g., =0y preferences for ventilation, tube feeding, pain management, and

living will) end-of-life care. organ donation.

Generally intended for patients with serious
Translates current illness or limited life expectancy; complements
Physician [or Medical] treatment preferences into rather than replaces an advance directive. For
Orders for actionable medical orders.  in-home death, this form protects families from
Life-Sustaining Often used by families to unwanted CPR from paramedics, police
Treatment Any facilitate home-based care involvement to investigate circumstances of
(POLST/MOLST); (e.g., family wishes for the death, and delays in acceptance of body by a
Out-of-hospital patient not to receive funeral home. Caregivers maintain
DNR form resuscitative measures if decision-making control and flexibility—they
death occurs at home). can choose not to show the form to paramedics if
they wish for CPR to be attempted.
In the setting of incurable ~ Indicates that goals of care emphasize comfort
illness and organ failure, more than life-prolongation, though both can
Withdrawal of Life an active process of always be hoped for. Usually occurs in a
Sustaining Treatment Any removing advanced hospital, though some hospices may be able to
(WOLST) technological care with support such care in the home. For example,
anticipation of death removing an endotracheal tube is often deemed
occurring soon. “compassionate extubation.”
Default order is Full Code (all eligible life-saving
interventions). A DNR/DNI or DNAR order
. . indicates the patient desires a “natural” death
In medical settings, orders . .
. rather than attempts at CPR or intubation, but
that document a patient’s . .
. their overall goals of care and life expectancy can
preferences regarding CPR : . .
. . . span a wide range. A No Escalation order is
Code status in the setting of cardiac ¢ L .
Any generally for patients anticipating end-of-life,

(e.g., DNR)

arrest or respiratory failure
as well as broader aspects
of care in the setting of
incurable illness.

though goals may still include life-prolongation
and comfort, with the emphasis varying by
individual. No Escalation is created in addition
to DNI/DNR orders and means that the patient
will continue their current level of care rather
than increasing to higher intensity treatments.

Note: The table presents the current framework for terminology and legal documentation within
the United States. There is considerable variability in the international community for ACP related
terminology and legal documentation, which is beyond the scope of the current review. Abbreviations:
CPR, cardiopulmonary resuscitation; DNAR, do not attempt resuscitation, DNR/DNI, Do Not
Resuscitate/Do Not Intubate.

4. Integrating Palliative Care

ACP is one of the core domains within palliative care, defined as specialized medical
care that aims to provide holistic support for those with serious illness to promote quality of
life [6,7,23]. Specialty palliative care (SPC) often includes dedicated interdisciplinary teams
composed of physicians, nurses, social workers, and spiritual care providers. Of course,
other domains—symptom management, psychosocial and spiritual care, EOL care, and
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grief /bereavement support—overlap substantially with ACP, and practitioners’ interven-
tions and support often address multiple areas directly or indirectly. These domains and
general palliative care principles have been extensively reviewed for AYAs elsewhere [6,7].
The fundamentals of such care can be provided by virtually any provider (doing so is
often termed primary palliative care), and many interdisciplinary oncology teams pro-
vide extraordinary palliative care to their patients. However, complex or difficult cases
or under-resourced oncology settings may benefit from SPC expertise and collaboration.
Notably, thoughtful efforts to ensure clear roles based on variable practice models are often
warranted [90-93].

In the last few decades, the multi-dimensional benefits of (early) involvement of an
SPC team have become well-established for both children and adults with cancer [94,95].
Given the pediatric/adult dichotomy in practice settings, most SPC research does not
investigate AYAs specifically. Given that high-quality AYA-specific evidence remains
limited, some recommendations discussed below are extrapolated from pediatric and adult
oncology populations and should therefore be interpreted cautiously. However, multiple
high-quality prospective studies in adults demonstrate increased quality of life /well-being
(achieved early and sustained over time, including as death approaches, and including
when added concurrently to populations that already have built-in psychosocial support);
improved symptom burden; improved mental health in patients and caregivers; more ACP
discussions; less chemotherapy received near EOL; increased frequency of death occurring
athome; and even increased survival in select populations [95-99]. Anecdotally, the authors
have also seen benefits of an independent SPC team providing perspective-taking and
assisting in communication and prognostication for patients with cancer [100].

With the potential benefits of palliative care, multiple formal society policies (e.g.,
ASCO) advocate for early integration as the standard of care within (pediatric) oncol-
ogy [23,101-104]. Referral processes for SPC are generally better established for adults
compared to children or adolescents [6,7,105,106]. Even where pediatric resources are
available, many barriers to SPC involvement remain [107]. However, many studies have
investigated avenues for overcoming such difficulties, including automatic consult sys-
tems, quality improvement initiatives, cross-specialty education (e.g., communication
workshops) and debriefing (e.g., Schwartz rounds) collaborations, creation of embedded
palliative oncology clinics, and shared multi-disciplinary tumor boards [107-115]. Ideally,
when SPC teams follow AYAs with cancer, they can work together with oncology teams
and offer expertise in all palliative care domains, building upon prior ACP discussions
and then ensuring comfort, whole-family attention, and goal-concordant care through EOL
and beyond [6,7,92]. As patient wishes often extend to how they are remembered after
their death (including their family’s coping), SPC teams can be especially helpful with
managing anticipatory grief, funeral planning, bereavement support, and education related
to comprehensive EOL care [6,7,116-120].

5. Advance Care Planning Practical Tools

The landscape of ACP tools has expanded in recent years, offering interactive decision-
making support and adaptive conversation prompts for patients, families, and clinicians
(Table 3). The evidence supporting these tools varies considerably: a subset, such as Voicing
My Choices™, has been evaluated in randomized or prospective AYA-specific trials, while
most of the remaining resources are descriptive, consensus-based, or adapted from broader
clinical practice rather than formally studied in this population. Beyond these curated
resources, providers may work with AYAs creatively to provide ACP that connects to their
unique interests. Aside from verbal discussion, many AYAs prefer interaction through
music, art, games, animals, and play [121-123]. At our hospital, for example, one author

https://doi.org/10.3390/children13101405


https://doi.org/10.3390/children13101405

Children 2026, 13, 1405

10 of 19

followed an 18-year-old patient with advanced cancer who had difficulty engaging in
traditional ACP approaches. The author discovered that the patient loved hot sauce and
the “Hot Ones” YouTube show in which celebrities answer increasingly personal questions
as they eat chicken wings with increasingly spicy sauces. During a subsequent visit, the
author brought hot sauces and chips to the patient’s room and asked him questions from the
VMC booklet as he tried each sauce. By the end of this “challenge,” he provided a complete
description of his wishes for treatment and comfort. These imaginative approaches to
ACP are often best performed in tandem with staff who know the patient well and via a
less “medical” framework (e.g., art/music therapists, child life specialists, animal-assisted
therapy coordinators) [117]. Notably, clinicians in these realms can affect ACP in both
indirect and direct ways: a discussion might provide insight into a patient’s wishes that
can be incorporated into their overall care plan, and the therapeutic interventions may help
relieve symptoms (e.g., pain, anxiety) and stress in patients or caregivers that can act as a
barrier to engaging in ACP conversations. Ultimately, thoughtful provider collaboration
can lead to novel solutions to some of the challenges seen in AYA ACP.

Table 3. Advance Care Planning Resources.

Resource

Description Ref.

Patient-Focused Tools

Voicing My Choices™
(VMCQ)

Developed by a clinical interdisciplinary team with feedback from
young adults with serious illness, this ACP guide uses accessible
language and a combination of multiple-choice answers and written
responses to help AYAs express their preferences for comfort,
support, medical care, and how they wish to be remembered. VMC
provides a place to document preferences such as choice of medical
power of attorney and code status, but it is a communication tool
rather than a legal document; patients age 18 or older must still
complete a separate, state-specific legal advance directive for these
designations to be binding.

[18,24,124,125]

Five Wishes™

While not specifically designed for AYAs, this communication tool
was created by the same organization as Voicing My Choices and
may be preferable to some young adults. With easy-to-understand
language, the booklet covers five domains, including (1) surrogate
decision-making; (2) therapy interests and limitations; (3) symptom
control and comfort; (4) goal-concordant care delivery; and (5)
legacy /memory-based desires. In some locations, this tool can also
act as a binding legal document. The digital version is available in
English and Spanish, and the paper version is available in over
25 languages.

[17,25]

Go Wish™

Produced by the non-profit Coda Alliance, Go Wish gamifies ACP,
serving as an interactive communication tool that assists patients in
expressing their care preferences. Some AYAs find it easier to select
the most important components of their care in a card game rather
than writing them down. Providers can take a photo of the selected [26,126,127]
cards to include wishes in the patient’s chart. The program also offers
Pediatric Go Wish Together, a group card game for children and their
caregivers. Cards are available in multiple languages, and published
studies describe their implementation in diverse settings globally.
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Table 3. Cont.

Resource

Description

Ref.

Family Resources

Courageous
Parents Network
(CPN)

Created by a bereaved family, CPN provides support for families to

help with medical decision-making for children with serious illnesses.

Its ACP media library includes videos, printable guides, and blogs
with perspectives from providers and caregivers to provide families
with comprehensive tools that guide difficult conversations with
their children. CPN also offers a companion guide for clinicians.
Content is currently offered in English and Spanish.

[128,129]

PREPARE™

Developed by Dr. Rebecca Sudore, a palliative care physician at
UCSE PREPARE is a free, interactive online program that uses videos
and step-by-step guidance to help users choose a decision-maker,
clarify what matters most, and prepare an advance directive. It is
designed primarily for older adults with chronic illness but is also
promoted for AYAs and can support state-specific advance directive
completion. The core program is available in English and Spanish;
state-specific advance directives are available in many
additional languages.

[130]

The Conversation Project

A public engagement initiative of the Institute for Healthcare
Improvement (IHI), this resource contains conversation guides for
caregivers of children and adults to facilitate discussion about their

loved one’s wishes. The guides offer tips for approaching these
conversations, sample scripts, and reassurance for caregivers. Guides
are available in English and several other languages.

[131]

Provider Training Tools

VitalTalk®

Founded in the 1990s as the NCI-funded OncoTalk program, this
clinician training resource teaches communication skills for serious
illness conversations. Online modules and live courses include skills
for delivering serious news, responding to emotion, discussing
prognosis, and clarifying goals of care. Training materials are offered
in English. Adaptations have been made by disease, provider
specialty, patient population, and social culture.

[112,132,133]

Ariadne Labs

A joint initiative between Brigham and Women’s Hospital and
Harvard School of Public Health, this program offers The Serious
Illness Conversation Guide, which provides questions for clinicians
to use to ensure that care aligns with patients” goals, values, and
preferences. The core guide is available in English; related
COVID-19-era conversation guides are available in several languages
including Spanish and Vietnamese.

[134]

Respecting Choices®

Developed by Gundersen Health System in La Crosse, Wisconsin,
this facilitator-driven ACP model trains both clinicians and
non-clinicians to guide structured conversations tailored to a
patient’s place in the illness trajectory, from early planning for
healthy adults to in-the-moment decisions for patients who are
actively dying. Programs are organized through a certification
pathway and have been adapted for pediatric and AYA populations
at some health systems. Materials are available in English
and Spanish.

[17,27]
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Table 3. Cont.

Resource

Description Ref.

Center to Advance
Palliative Care (CAPC)

Based at the Icahn School of Medicine at Mount Sinai, CAPC is a
national membership organization supporting the development and
growth of palliative care programs. Its online curriculum offers
training modules with free CE/CME credit for clinicians to build
clinical communication skills in serious illness conversations with
their patients. While the focus is primarily on adult patients and their
caregivers, many topics apply to ACP for AYAs and caregivers.
Organizations may purchase annual memberships to provide all staff
with access. Training materials are offered in English, with select
patient/family-facing handouts also available in Spanish.

[135]

Abbreviations: ACP, advance care planning; AYA, adolescent and young adult; CAPC, Center to
Advance Palliative Care; CE/CME, continuing education/continuing medical education; COVID,
Coronavirus Disease-19; CPN, Courageous Parents Network; NCI, National Cancer Institute (U.S.);
UCSEF, University of California-San Francisco; VMC, Voicing My Choices. Note: The categories for
this table are intended for ease of reading and are not restrictive; many resources can be utilized by
patients, family members, and providers alike.

6. Conclusions & Future Directions

Advance care planning for AYAs with cancer is a dynamic, developmentally respon-
sive process that extends beyond discrete discussions and documentation of EOL pref-
erences and reflects deep relationships between patients, family members, and interdis-
ciplinary health professionals. As highlighted throughout this review, effective ACP for
AYAs is longitudinal, iterative, and addresses the evolving values, priorities, and autonomy
of AYA patients. One limitation of this review is its pediatric-oriented authorship, which
may lead to elements of care for older AYAs being under-represented. A further limitation
is that, while we have aimed to represent both favorable and unfavorable findings through-
out, we cannot fully exclude the possibility of selection bias in the literature discussed.
Looking forward, not only will cancer care continue evolving in the precision oncology and
artificial intelligence era, but AYA perspectives and communication dynamics may change
as well [136]. Such transformations may bring difficulties and also may aid in addressing
ACP-related disparities. Ultimately, patient-centered, multidisciplinary ACP approaches,
often involving an SPC team, can adapt with changing times to support decision-making,
promote shared understanding, and ensure compassionate and goal-concordant care for
those with advanced illness. This includes remaining attentive to parents’ own priorities in
end-of-life care, honest communication, symptom relief, and preservation of the parent—
child relationship, which can help guide oncology and SPC teams alike in supporting the
whole family unit [137].

Author Contributions: Conceptualization, M.T.M. and S.E,; methodology, M.T.M. and S.E,; resources,
C.C. and J.R;; data curation; C.C. and ]J.R.; writing—original draft preparation, J.G., S.S., ].R. and
R.M.K,; writing—review and editing, ].A.]., A.D., S.F. and M.T.M. All authors have read and agreed
to the published version of the manuscript.

Funding: This research received no external funding.
Institutional Review Board Statement: Not applicable.
Informed Consent Statement: Not applicable.

Data Availability Statement: No new data were created or analyzed in this study. Data sharing is
not applicable to this article.

Conflicts of Interest: The authors declare no conflicts of interest.

https://doi.org/10.3390/children13101405


https://doi.org/10.3390/children13101405

Children 2026, 13, 1405 13 of 19

References

1.  Zebrack, B.; Isaacson, S. Psychosocial care of adolescent and young adult patients with cancer and survivors. . Clin. Oncol.
2012, 30, 1221-1226. [CrossRef]

2. Neylon, K.; Condren, C.; Guerin, S.; Looney, K. What Are the Psychosocial Needs of Adolescents and Young Adults with Cancer?
A Systematic Review of the Literature. J. Adolesc. Young Adult Oncol. 2023, 12, 799-820. [CrossRef]

3.  Bleyer, A. Young adult oncology: The patients and their survival challenges. CA A Cancer ]. Clin. 2007, 57, 242-255. [CrossRef]

4. Barr, R.; Ferrari, A.; Ries, L.; Whelan, J.; Bleyer, W.A. Cancer in Adolescents and Young Adults: A Narrative Review of the Current
Status and a View of the Future. JAMA Pediatr. 2016, 170, 495-501. [CrossRef]

5. Rapoport, A. Goals of care conversations and advance care planning for paediatric patients living with serious illness. Paediatr.
Child Health 2024, 29, 397—410. [CrossRef]

6. Johnston, E.E.; Rosenberg, A.R. Palliative care in adolescents and young adults with cancer. J. Clin. Oncol. 2024, 42, 755-763.
[CrossRef]

7. Upshaw, N.C,; Roche, A.; Gleditsch, K.; Connelly, E.; Wasilewski-Masker, K.; Brock, K.E. Palliative care considerations and
practices for adolescents and young adults with cancer. Pediatr. Blood Cancer 2021, 68, €28781. [CrossRef]

8.  Sansom-Daly, UM.; Evans, H.E.; Darlington, A.-S.; Weaver, M.S.; Rosenberg, A.R.; Wiener, L.; Anazodo, A.; Sue, L.; Cable, M;
Fernando, R.A ; et al. Alignment of Palliative Care Service Structure and Standards of Care for Adolescents and Young Adults
with Cancer: An International Survey of Clinical Practice. J. Palliat. Med. 2024, 27, 1606-1617. [CrossRef]

9. Mack, J.W.; Fisher, L.; Kushi, L.; Chao, C.R; Vega, B.; Rodrigues, G.; Josephs, L; Brock, K.E.; Buchanan, S.; Casperson, M.; et al.
Patient, family, and clinician perspectives on end-of-life care quality domains and candidate indicators for adolescents and young
adults with cancer. JAMA Netw. Open 2021, 4, €2121888. [CrossRef]

10. Steineck, A.; Lau, N.; Fladeboe, K.M.; Walsh, C.A.; Rosenberg, A.R.; Yi-Frazier, ].P,; Barton, K.S. Seeking virtual support: Digital
technology use in adolescent and young adults with advanced cancer. Pediatr. Blood Cancer 2022, 69, €29938. [CrossRef]

11. Sisk, B.A,; Fasciano, K.; Block, S.D.; Mack, J.W. Longitudinal prognostic communication needs of adolescents and young adults
with cancer. Cancer 2020, 126, 400-407. [CrossRef]

12.  Lee, ].; Evans, H.; Wakefield, C.E.; Anazodo, A.; Cohn, R.J.; McGill, B.C.; Lobb, E.A.; Wiener, L.; Juhrmann, M.L.; Sansom-Daly,
U.M. 'They Need to Hear You Say It": Healthcare Professionals’ Perspectives on Barriers and Enablers to End-of-Life Discussions
With Adolescents and Young Adults With Cancer. Pediatr. Blood Cancer 2026, 73, €70369. [CrossRef]

13. McMahan, R.D; Tellez, I.; Sudore, R.L. Deconstructing the Complexities of Advance Care Planning Outcomes: What Do We
Know and Where Do We Go? A Scoping Review. |. Am. Geriatr. Soc. 2021, 69, 234-244. [CrossRef]

14. Morrison, R.S.; Meier, D.E.; Arnold, R.M. What’s Wrong With Advance Care Planning? JAMA 2021, 326, 1575-1576. [CrossRef]

15. Korfage, L].; Carreras, G.; Christensen, C.M.A; Billekens, P.; Bramley, L.; Briggs, L.; Bulli, F.; Caswell, G.; Cerv, B.; van Delden,
J.J.M,; et al. Advance care planning in patients with advanced cancer: A 6-country, cluster-randomised clinical trial. PLoS Med.
2020, 17, €1003422. [CrossRef]

16.  Wolff, J.L.; Scerpella, D.; Giovannetti, E.R.; Roth, D.L.; Hanna, V.; Hussain, N.; Colburn, ].L.; Saylor, M.A.; Boyd, C.M.; Cotter, V.;
et al. Advance Care Planning, End-of-Life Preferences, and Burdensome Care: A Pragmatic Cluster Randomized Clinical Trial.
JAMA Intern. Med. 2025, 185, 162. [CrossRef]

17.  Lyon, M.E; Jacobs, S.; Briggs, L.; Cheng, Y.I.; Wang, ]J. Family-centered advance care planning for teens with cancer. JAMA Pediatr.
2013, 167, 460-467. [CrossRef]

18. Fladeboe, KM.; O’'Donnell, M.B.; Barton, K.S.; Bradford, M.C.; Steineck, A.; Junkins, C.C.; Yi-Frazier, ].P.; Rosenberg, A.R. A
novel combined resilience and advance care planning intervention for adolescents and young adults with advanced cancer: A
feasibility and acceptability cohort study. Cancer 2021, 127, 4504-4511. [CrossRef]

19. Barakat, L.P; Hammer, S.N.; Wen, Y.; Anil, A.; Schwartz, L.A,; Reilly, A.; Bagatell, R.; Schapira, M.M.; Li, Y.; Deatrick, J.A.
Evaluation of a decision support intervention for adolescents and young adults newly diagnosed with cancer: A pilot randomized
trial. MDM Policy Pract. 2025, 10, 23814683251344624. [CrossRef]

20. Feifer, D.; Helton, G.; Wolfe, J.; Volandes, A.; Snaman, ].M. Adolescents and young adults with cancer conversations following
participation in an advance care planning video pilot. Support. Care Cancer 2024, 32, 164. [CrossRef]

21. van Driessche, A.; Beernaert, K.; Deliens, L.; Kars, M.C.; Wallaert, S.; Willems, L.; Morren, H.; Vercruysse, G.; Bossche, A.V.D.;
De Vleminck, A.; et al. Influence of pediatric advance care planning on the secondary outcomes of the BOOST pACP trial:
Determinants of communication between parents and adolescents with cancer. Eur. |. Pediatr. 2025, 184, 338. [CrossRef]

22. Knaul, EM.; Arreola-Ornelas, H.; Kwete, X.J.; Bhadelia, A.; E Rosa, W.; Touchton, M.; Méndez-Carniado, O.; Enciso, V.V.; Pastrana,
T.; Friedman, ].R.; et al. The evolution of serious health-related suffering from 1990 to 2021: An update to The Lancet Commission
on global access to palliative care and pain relief. Lancet Glob. Health 2025, 13, e422-436. [CrossRef]

23.  World Health Organization. Palliative Care. Available online: https://www.who.int/news-room/fact-sheets/detail / palliative-

care (accessed on 31 July 2026).

https://doi.org/10.3390/children13101405


https://doi.org/10.1200/jco.2011.39.5467
https://doi.org/10.1089/jayao.2022.0130
https://doi.org/10.3322/canjclin.57.4.242
https://doi.org/10.1001/jamapediatrics.2015.4689
https://doi.org/10.1093/pch/pxae041
https://doi.org/10.1200/jco.23.00709
https://doi.org/10.1002/pbc.28781
https://doi.org/10.1089/jpm.2024.0141
https://doi.org/10.1001/jamanetworkopen.2021.21888
https://doi.org/10.1002/pbc.29938
https://doi.org/10.1002/cncr.32533
https://doi.org/10.1002/1545-5017.70369
https://doi.org/10.1111/jgs.16801
https://doi.org/10.1001/jama.2021.16430
https://doi.org/10.1371/journal.pmed.1003422
https://doi.org/10.1001/jamainternmed.2024.6215
https://doi.org/10.1001/jamapediatrics.2013.943
https://doi.org/10.1002/cncr.33830
https://doi.org/10.1177/23814683251344624
https://doi.org/10.1007/s00520-024-08372-y
https://doi.org/10.1007/s00431-025-06171-z
https://doi.org/10.1016/s2214-109x(24)00476-5
https://www.who.int/news-room/fact-sheets/detail/palliative-care
https://www.who.int/news-room/fact-sheets/detail/palliative-care
https://doi.org/10.3390/children13101405

Children 2026, 13, 1405 14 of 19

24.

25.

26.
27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44.

45.

46.

47.

Zadeh, S.; Pao, M.; Wiener, L. Opening end-of-life discussions: How to introduce Voicing My CHOiICES™, an advance care
planning guide for adolescents and young adults. Palliat. Support. Care 2015, 13, 591-599. [CrossRef]

Stone, A.; Perre, T.; Young, Y. Exploring Five Wishes and End-of-Life Care Planning in Young Adults. Am. ]. Hosp. Palliat. Med.
2023, 40, 1297-1302. [CrossRef]

Menkin, E.S. Go Wish: A tool for end-of-life care conversations. J. Palliat. Med. 2007, 10, 297-303. [CrossRef]

Pecanac, K.E.; Repenshek, M.F.,; Tennenbaum, D.; Hammes, B.]. Respecting Choices ® and advance directives in a diverse
community. J. Palliat. Med. 2014, 17, 282-287. [CrossRef]

Sisk, B.A.; Canavera, K.; Sharma, A.; Baker, ].N.; Johnson, L. Ethical issues in the care of adolescent and young adult oncology
patients. Pediatr. Blood Cancer 2019, 66, €27608. [CrossRef]

Levin, N.J.; Zebrack, B.; Cole, S.W. Psychosocial issues for adolescent and young adult cancer patients in a global context: A
forward-looking approach. Pediatr. Blood Cancer 2019, 66, €27789. [CrossRef]

Rosenberg, A.R.; Kroon, L.; Chen, L.; Li, C.I; Jones, B. Insurance status and risk of cancer mortality among adolescents and young
adults. Cancer 2015, 121, 1279-1286. [CrossRef]

Keegan, T.H.; DeRouen, M.C.; Parsons, H.M.; Clarke, C.A.; Goldberg, D.; Flowers, C.R.; Glaser, S.L. Impact of Treatment and
Insurance on Socioeconomic Disparities in Survival after Adolescent and Young Adult Hodgkin Lymphoma: A Population-Based
Study. Cancer Epidemiol. Biomark. Prev. 2016, 25, 264-273. [CrossRef]

Janardan, S.K.; Miller, T.P. Adolescents and young adults (AYAs) vs pediatric patients: Survival, risks, and barriers to enrollment.
Hematol. Am. Soc. Hematol. Educ. Program 2023, 2023, 581-586. [CrossRef]

Butow, P; Palmer, S.; Pai, A.; Goodenough, B.; Luckett, T.; King, M. Review of adherence-related issues in adolescents and young
adults with cancer. . Clin. Oncol. 2010, 28, 4800—4809. [CrossRef]

Downs-Canner, S.; Shaw, P.H. A comparison of clinical trial enrollment between adolescent and young adult (AYA) oncology
patients treated at affiliated adult and pediatric oncology centers. J. Pediatr. Hematol. Oncol. 2009, 31, 927-929. [CrossRef]

Roth, M.E.; Grimes, A.C.; Reed, D.R.; Weiss, A.R.; Mittal, N.; Parsons, S.K.; Freyer, D.R.; COG Adolescent and Young Adult
Oncology Discipline Committee. Children’s oncology group 2023 blueprint for research: Adolescent and young adult oncology.
Pediatr. Blood Cancer 2023, 70, €30564. [CrossRef]

DuVall, A.S.; McNeer, J.; Cheung, M.C.; Adrianzen-Herrera, D.A.; Advani, A.S.; Aljurf, M.; Audino, A.N.; Benitez, L.; Deeter, A;
Dworkin, E.; et al. ASH 2026 guidelines for frontline management of acute lymphoblastic leukemia in adolescents and young
adults. Blood Adv. 2026, 10, 4671-4708. [CrossRef]

Cuviello, A.; Mummareddy, H.; Martinez, A.N.G.; Spraker-Perlman, H.; Uber, A.; Wrigley, J.; Kaye, E.C. Palliative Care in
Pediatric Phase I Oncology Trials: A Scoping Review. Pediatr. Blood Cancer 2026, 73, €70036. [CrossRef]

Ernecoff, N.C.; Price, R.A. Concurrent Care as the Next Frontier in End-of-Life Care. JAMA Health Forum 2023, 4, €232603.
[CrossRef]

Weaver, M.S.; Chana, T.; Fisher, D.; Fost, H.; Hawley, B.; James, K.; Lindley, L.C.; Samson, K.; Smith, S.M.; Ware, A ; et al. State of
the Service: Pediatric Palliative and Hospice Community-Based Service Coverage in the United States. |. Palliat. Med. 2023, 26,
1521-1528. [CrossRef]

Svynarenko, R.; Mack, ].W.; Lindley, L.C. Differences in characteristics of children with cancer who receive standard versus
concurrent hospice care. Pediatr. Blood Cancer 2021, 68, €29106. [CrossRef]

Lindley, L.C.; Laird, ].M.; Mack, J].W.; Keim-Malpass, J.; Cozad, M.].; Mooney-Doyle, K.; Docherty, S.L. Who is coordinating
pediatric concurrent hospice care? J. Pain Symptom Manag. 2021, 62, el-e4. [CrossRef]

Grossoehme, D.H.; Crawford, C.A.; Ellakula, J.C.; Ajayi, T.; Baker, ].N.; Friebert, S.; Humphrey, L.; Jarrell, J.; Thienprayoon, R.;
Hinds, P.S. Quality domains in home-based pediatric hospice and palliative care: Adolescent and young adult perspectives. BMC
Palliat. Care 2026, 25, 275. [CrossRef]

Srinivas, M.; Kaye, E.C.; Blazin, L.].; Baker, ].N.; Mack, ].W.; DuBois, ].M.; Sisk, B.A. Advice to Clinicians on Communication from
Adolescents and Young Adults with Cancer and Parents of Children with Cancer. Children 2022, 10, 7. [CrossRef]

Mack, J.W.; Wolfe, J.; Cook, E.F,; Grier, H.E.; Cleary, P.D.; Weeks, ].C. Hope and prognostic disclosure. J. Clin. Oncol. 2007, 25,
5636-5642. [CrossRef]

Marron, ].M.; Cronin, A.M.; Kang, T.I.; Mack, ] W. Intended and unintended consequences: Ethics, communication, and prognostic
disclosure in pediatric oncology. Cancer 2018, 124, 1232-1241. [CrossRef]

Hasei, J.; Hanzawa, M.; Nagano, A.; Maeda, N.; Yoshida, S.; Endo, M.; Yokoyama, N.; Ochi, M.; Ishida, H.; Katayama, H.; et al.
Empowering pediatric, adolescent, and young adult patients with cancer utilizing generative Al chatbots to reduce psychological
burden and enhance treatment engagement: A pilot study. Front. Digit. Health 2025, 7, 1543543. [CrossRef]

Miano, S.J.; Douglas, S.L.; Hickman, R.L.; DiMarco, M.; Piccone, C.; Daly, B.J. Exploration of Decisional Control Preferences in
Adolescents and Young Adults with Cancer and Other Complex Medical Conditions. . Adolesc. Young Adult Oncol. 2020, 9,
464-471. [CrossRef]

https://doi.org/10.3390/children13101405


https://doi.org/10.1017/s1478951514000054
https://doi.org/10.1177/10499091231158081
https://doi.org/10.1089/jpm.2006.9983
https://doi.org/10.1089/jpm.2013.0047
https://doi.org/10.1002/pbc.27608
https://doi.org/10.1002/pbc.27789
https://doi.org/10.1002/cncr.29187
https://doi.org/10.1158/1055-9965.epi-15-0756
https://doi.org/10.1182/hematology.2023000507
https://doi.org/10.1200/jco.2009.22.2802
https://doi.org/10.1097/mph.0b013e3181b91180
https://doi.org/10.1002/pbc.30564
https://doi.org/10.1182/bloodadvances.2021006469
https://doi.org/10.1002/1545-5017.70036
https://doi.org/10.1001/jamahealthforum.2023.2603
https://doi.org/10.1089/jpm.2023.0204
https://doi.org/10.1002/pbc.29106
https://doi.org/10.1016/j.jpainsymman.2021.07.021
https://doi.org/10.1186/s12904-026-02208-8
https://doi.org/10.3390/children10010007
https://doi.org/10.1200/jco.2007.12.6110
https://doi.org/10.1002/cncr.31194
https://doi.org/10.3389/fdgth.2025.1543543
https://doi.org/10.1089/jayao.2019.0135
https://doi.org/10.3390/children13101405

Children 2026, 13, 1405 15 of 19

48.

49.

50.

51.

52.

53.

54.

55.

56.

57.

58.

59.

60.

61.

62.

63.

64.

65.

66.

67.

68.

69.

70.

Sudore, R.L.; Lum, H.D.; You, ].].; Hanson, L.C.; Meier, D.E.; Pantilat, S.Z.; Matlock, D.D.; Rietjens, ].A.; Korfage, L].; Ritchie,
C.S,; et al. Defining Advance Care Planning for Adults: A Consensus Definition From a Multidisciplinary Delphi Panel. J. Pain
Symptom Manag. 2017, 53, 821-832.el. [CrossRef]

DeCourcey, D.D.; Partin, L.; Revette, A.; Bernacki, R.; Wolfe, J. Development of a Stakeholder Driven Serious Illness Communica-
tion Program for Advance Care Planning in Children, Adolescents, and Young Adults with Serious Illness. J. Pediatr. 2021, 229,
247-258.e8. [CrossRef]

Gilligan, T.; Coyle, N.; Frankel, R.M.; Berry, D.L.; Bohlke, K.; Epstein, R.M.; Finlay, E.; Jackson, V.A.; Lathan, C.S.; Loprinzi, C.L.;
et al. Patient-Clinician Communication: American Society of Clinical Oncology Consensus Guideline. J. Clin. Oncol. 2017, 35,
3618-3632. [CrossRef]

Cowfer, B.; Kang, T.I.; McEvoy, M.T. Practical considerations for prognostic communication in pediatric cancer. Curr. Probl. Cancer
2023, 47, 101009. [CrossRef]

Mack, J.W.; Currie, E.R.; Martello, V.,; Gittzus, J.; Isack, A.; Fisher, L.; Lindley, L.C.; Gilbertson-White, S.; Roeland, E.; Bakitas, M.
Barriers to Optimal End-of-Life Care for Adolescents and Young Adults With Cancer: Bereaved Caregiver Perspectives. J. Natl.
Compr. Cancer Netw. 2021, 19, 528-533. [CrossRef]

Waldman, E.D.; Levine, ].M. The Day Two Talk: Early Integration of Palliative Care Principles in Pediatric Oncology. J. Clin.
Oncol. 2016, 34, 4068—4070. [CrossRef]

Feraco, A.M.; Brand, S.R.; Gagne, J.; Sullivan, A.; Block, S.D.; Wolfe, J. Development of the “Day 100 Talk”: Addressing existing
communication gaps during the early cancer treatment period in childhood cancer. Pediatr. Blood Cancer 2018, 65, e26972.
[CrossRef]

Wiener, L.; Kazak, A.E.; Noll, R.B.; Patenaude, A.F; Kupst, M.]. Interdisciplinary Collaboration in Standards of Psychosocial Care.
Pediatr. Blood Cancer 2015, 62, S425. [CrossRef]

Meifiner, A.; Pengel, ].; Steinfiihrer, B. Digital legacy in palliative care: A concept analysis with Walker and Avant’s approach.
Palliat. Med. 2026, 40, 1347-1362. [CrossRef]

Puchalski, C.M. The FICA Spiritual History Tool #274. ]. Palliat. Med. 2014, 17, 105-106. [CrossRef]

Enzinger, A.C.; Zhang, B.; Schrag, D.; Prigerson, H.G. Outcomes of Prognostic Disclosure: Associations With Prognostic
Understanding, Distress, and Relationship With Physician Among Patients With Advanced Cancer. J. Clin. Oncol. 2015, 33,
3809-3816. [CrossRef]

McEvoy, M.T,; Seashore, E.L.; Cheng, W.S.; Clay, S.; Casas, ].A.; Foster, ].H. Clinical Course and Impact of Breaks in Therapy for
Children With Relapsed/Refractory Solid Tumors. Pediatr. Blood Cancer 2026, 73, €70199. [CrossRef]

Burns, K.; Loren, A.W. Fertility Preservation in Adolescents and Young Adults with Cancer: A Case-Based Review. J. Clin. Oncol.
2024, 42, 725-734. [CrossRef]

Johnston, E.; McCabe, M.; Carter, L. A questionnaire study comparing the attitudes of adolescents and young adults (AYA) and
older adult cancer patients towards early phase clinical trials. Trials 2025, 26, 488. [CrossRef]

Silva, M.D.; Genoff, M.; Zaballa, A ; Jewell, S,; Stabler, S.; Gany, EM.; Diamond, L.C. Interpreting at the End of Life: A Systematic
Review of the Impact of Interpreters on the Delivery of Palliative Care Services to Cancer Patients With Limited English Proficiency.
J. Pain Symptom Manag. 2016, 51, 569-580. [CrossRef]

Linane, H.; Tanjavur, B.; Sullivan, L. A scoping review of guidelines and frameworks for advance care planning for adolescents
and young adults with life-limiting or life-threatening conditions. Palliat. Med. 2024, 38, 504-516. [CrossRef]

Aasen, ER.H.V,; Sevik, M.L,; Sterdal, K.; Lee, A. Are We on the Same Page? Exploring Pediatric Patients” Involvement With
Advance Care Planning. J. Pain Symptom Manag. 2023, 66, e353-e363. [CrossRef]

Hein, K.; Knochel, K.; Zaimovic, V.; Reimann, D.; Monz, A.; Heitkamp, N.; Borasio, G.D.; Fiithrer, M. Identifying key elements for
paediatric advance care planning with parents, healthcare providers and stakeholders: A qualitative study. Palliat. Med. 2020, 34,
300-308. [CrossRef]

Mack, ].W.; Cronin, A.M.; Uno, H.; Shusterman, S.; Twist, C.J.; Bagatell, R.; Rosenberg, A.; Marachelian, A.; Granger, M.M.; Bender,
J.G.; et al. Unrealistic parental expectations for cure in poor-prognosis childhood cancer. Cancer 2020, 126, 416—424. [CrossRef]
Sisk, B.A.; Keenan, M.; Kaye, E.C.; Baker, ].N.; Mack, ].W.; DuBois, ]. M. Co-management of communication and care in adolescent
and young adult oncology. Pediatr. Blood Cancer 2022, 69, €29813. [CrossRef]

Weaver, M.S.; October, T.; Feudtner, C.; Hinds, P.S. “Good-Parent Beliefs”: Research, Concept, and Clinical Practice. Pediatrics
2020, 145, €20194018. [CrossRef]

Bergstraesser, E.; Thienprayoon, R.; Brook, L.A.; Fraser, L.K.; Hynson, J.L.; Rosenberg, A.R.; Snaman, ].M.; Weaver, M.S.; Widger,
K.; Zernikow, B.; et al. Top Ten Tips Palliative Care Clinicians Should Know About Prognostication in Children. J. Palliat. Med.
2021, 24, 1725-1731. [CrossRef]

Houben, C.H.; Spruit, M.A.; Groenen, M.T.; Wouters, E.F,; Janssen, D.]. Efficacy of advance care planning: A systematic review
and meta-analysis. J. Am. Med. Dir. Assoc. 2014, 15, 477—-489. [CrossRef]

https://doi.org/10.3390/children13101405


https://doi.org/10.1016/j.jpainsymman.2016.12.331
https://doi.org/10.1016/j.jpeds.2020.09.030
https://doi.org/10.1200/jco.2017.75.2311
https://doi.org/10.1016/j.currproblcancer.2023.101009
https://doi.org/10.6004/jnccn.2020.7645
https://doi.org/10.1200/jco.2016.69.3739
https://doi.org/10.1002/pbc.26972
https://doi.org/10.1002/pbc.25718
https://doi.org/10.1177/02692163261455491
https://doi.org/10.1089/jpm.2013.9458
https://doi.org/10.1200/jco.2015.61.9239
https://doi.org/10.1002/1545-5017.70199
https://doi.org/10.1200/jco.23.01616
https://doi.org/10.1186/s13063-025-09069-1
https://doi.org/10.1016/j.jpainsymman.2015.10.011
https://doi.org/10.1177/02692163241242331
https://doi.org/10.1016/j.jpainsymman.2023.04.003
https://doi.org/10.1177/0269216319900317
https://doi.org/10.1002/cncr.32553
https://doi.org/10.1002/pbc.29813
https://doi.org/10.1542/peds.2019-4018
https://doi.org/10.1089/jpm.2021.0439
https://doi.org/10.1016/j.jamda.2014.01.008
https://doi.org/10.3390/children13101405

Children 2026, 13, 1405 16 of 19

71.

72.

73.

74.

75.

76.

77.

78.

79.

80.

81.

82.

83.

84.

85.

86.

87.

88.

89.

90.

Kassam, A.; Gupta, A.; Rapoport, A.; Srikanthan, A.; Sutradhar, R.; Luo, ].; Widger, K.; Wolfe, J.; Earle, C.; Gupta, S. Impact of
Palliative Care Involvement on End-of-Life Care Patterns Among Adolescents and Young Adults with Cancer: A Population-
Based Cohort Study. J. Clin. Oncol. 2021, 39, 2506-2515. [CrossRef]

Hasegawa, T.; Ito, Y.; Furukawa, Y.; Okuyama, T.; Kojima, N.; Uchida, M.; Tasaki, Y.; Suzuki, N.; Ishida, K.; Kashima, S.; et al.
Specialized Palliative Care and Intensity of End-of-Life Care Among Adolescents and Young Adults with Cancer: A Medical
Chart Review. J. Adolesc. Young Adult Oncol. 2023, 12, 488-495. [CrossRef]

Johnston, E.E.; Alvarez, E.; Saynina, O.; Sanders, L.; Bhatia, S.; Chamberlain, L.J. End-of-Life Intensity for Adolescents and
Young Adults With Cancer: A Californian Population-Based Study That Shows Disparities. J. Oncol. Pract. 2017, 13, €770-e781.
[CrossRef]

Kreicbergs, U.; Valdimarsdéttir, U.; Onelov, E.; Henter, J.-I.; Steineck, G. Talking about death with children who have severe
malignant disease. N. Engl. . Med. 2004, 351, 1175-1186. [CrossRef]

Nouri, S.; Lyles, C.R.; Rubinsky, A.D.; Patel, K.; Desai, R.; Fields, J.; DeRouen, M.C.; Volow, A.; Bibbins-Domingo, K.; Sudore, R.L.
Evaluation of Neighborhood Socioeconomic Characteristics and Advance Care Planning Among Older Adults. JAMA Netw. Open
2020, 3, €2029063. [CrossRef]

Rosenberg, A.R.; Fladeboe, K.M.; Zhou, C.; Bradford, M.C.; Kang, T.; Maurer, S.; Freyer, D.R.; Baker, K.S.; Comiskey, L.; Junkins,
C.C,; et al. Promoting Resilience in Stress Management: A Randomized Controlled Trial of a Novel Psychosocial Intervention for
Adolescents and Young Adults With Advanced Cancer. JCO Oncol. Pract. 2026, 22, 243-254. [CrossRef]

Wiener, L.; Bedoya, S.; Battles, H.; Sender, L.; Zabokrtsky, K.; Donovan, K.A.; Thompson, L.M.A.; di Ciccone, B.B.L.; Babilonia,
M.B.; Fasciano, K.; et al. Voicing their choices: Advance care planning with adolescents and young adults with cancer and other
serious conditions. Palliat. Support. Care 2022, 20, 462—-470. [CrossRef]

Lyon, M.E.; Jacobs, S.; Briggs, L.; Cheng, Y.I.; Wang, J. A longitudinal, randomized, controlled trial of advance care planning
for teens with cancer: Anxiety, depression, quality of life, advance directives, spirituality. |. Adolesc. Health 2014, 54, 710-717.
[CrossRef]

Livingston, J.; Cheng, Y.I.; Wang, J.; Tweddle, M.; Friebert, S.; Baker, ].N.; Thompkins, J.; Lyon, M.E. Shared spiritual beliefs
between adolescents with cancer and their families. Pediatr. Blood Cancer 2020, 67, €28696. [CrossRef]

Baker, J.N.; Friebert, S.; Needle, J.; Jiang, J.; Wang, J.; Lyon, M.E. An Intervention in Congruence for End-of-Life Treatment
Preference: A Randomized Trial. Pediatrics 2022, 149, €2021054796. [CrossRef]

Needle, ].S.; Friebert, S.; Thompkins, ].D.; Grossoehme, D.H.; Baker, J.N.; Jiang, J.; Wang, J.; Lyon, M.E. Effect of the Family-
Centered Advance Care Planning for Teens with Cancer Intervention on Sustainability of Congruence About End-of-Life
Treatment Preferences: A Randomized Clinical Trial. JAMA Netw. Open 2022, 5, €2220696. [CrossRef]

Thompkins, ].D.; Needle, J.; Baker, ].N.; Briggs, L.; Cheng, Y.I.; Wang, ].; Friebert, S.; Lyon, M.E. Pediatric Advance Care Planning
and Families” Positive Caregiving Appraisals: An RCT. Pediatrics 2021, 147, €2020029330. [CrossRef]

Friebert, S.; Rivera, E.A.T.; Baker, ].N.; Thompkins, ].D.; Grossoehme, D.; Needle, ].; Lyon, M.E. Pediatric Advance Care Planning
and Adolescent Preparedness and Quality of Life: An RCT. Pediatrics 2025, 155, €2024068699. [CrossRef]

Dixon, S.B.; Liu, Q.; Chow, E.J.; Oeffinger, K.C.; Nathan, P.C.; Howell, R M.; Leisenring, W.M.; Ehrhardt, M.].; Ness, K.K.; Krull,
K.R.; et al. Specific causes of excess late mortality and association with modifiable risk factors among survivors of childhood
cancer: A report from the Childhood Cancer Survivor Study cohort. Lancet 2023, 401, 1447-1457. [CrossRef]

Billman, E.; Smith, S.M.; Jain, S.L. Perspectives of Childhood Cancer Survivors as Young Adults: A Qualitative Study of Illness
Education Resources and Unmet Information Needs. J. Cancer Educ. 2023, 38, 1140-1148. [CrossRef]

Papini, C.; Fayad, A.A.; Wang, M.; Schulte, ES.M.; Huang, I.; Chang, Y.; Howell, RM.; Srivastava, D.; Leisenring, W.M.;
Armstrong, G.T.; et al. Emotional, behavioral, and physical health consequences of loneliness in young adult survivors of
childhood cancer: Results from the Childhood Cancer Survivor Study. Cancer 2023, 129, 1117-1128. [CrossRef]

Morgan, B.; Kapadia, V.; Crawford, L.; Martin, S.; McCollom, J. Bridging the gap: Palliative care integration into survivorship
care. Curr. Probl. Cancer 2023, 47,101019. [CrossRef]

Ohan, J.L.; Jackson, H.M.; Bay, S.; Morris, J.N.; Martini, A. How psychosocial interventions meet the needs of children of parents
with cancer: A review and critical evaluation. Eur. . Cancer Care 2020, 29, €13237. [CrossRef]

Tan, K.R.; Meernik, C.; Anderson, C.; Deal, A.M.; Engel, S.; Getahun, D.; Kent, E.E.; Kirchhoff, A.C.; Kwan, M.L.; Mitra, S.; et al.
Caring for Children in Relation to Financial Hardship, Advance Care Planning, and Genetic Testing Among Adolescent and
Young Adults with Cancer. J. Adolesc. Young Adult Oncol. 2024, 13, 147-155. [CrossRef]

Ernecoff, N.C.; Check, D.; Bannon, M.; Hanson, L.C.; Dionne-Odom, J.N.; Corbelli, J.; Klein-Fedyshin, M.; Schenker, Y,;
Zimmermann, C.; Arnold, R.M,; et al. Comparing Specialty and Primary Palliative Care Interventions: Analysis of a Systematic
Review. |. Palliat. Med. 2020, 23, 389-396. [CrossRef]

https://doi.org/10.3390/children13101405


https://doi.org/10.1200/jco.20.03698
https://doi.org/10.1089/jayao.2022.0078
https://doi.org/10.1200/jop.2016.020586
https://doi.org/10.1056/nejmoa040366
https://doi.org/10.1001/jamanetworkopen.2020.29063
https://doi.org/10.1200/op-25-00161
https://doi.org/10.1017/s1478951521001462
https://doi.org/10.1016/j.jadohealth.2013.10.206
https://doi.org/10.1002/pbc.28696
https://doi.org/10.1542/peds.2021-054796
https://doi.org/10.1001/jamanetworkopen.2022.20696
https://doi.org/10.1542/peds.2020-029330
https://doi.org/10.1542/peds.2024-068699
https://doi.org/10.1016/s0140-6736(22)02471-0
https://doi.org/10.1007/s13187-022-02240-1
https://doi.org/10.1002/cncr.34633
https://doi.org/10.1016/j.currproblcancer.2023.101019
https://doi.org/10.1111/ecc.13237
https://doi.org/10.1089/jayao.2023.0010
https://doi.org/10.1089/jpm.2019.0349
https://doi.org/10.3390/children13101405

Children 2026, 13, 1405 17 of 19

91.

92.

93.

94.

95.

96.

97.

98.

99.

100.

101.

102.

103.

104.

105.

106.

107.

108.

109.

110.

111.

112.

Quill, T.E.; Abernethy, A.P. Generalist plus specialist palliative care—creating a more sustainable model. N. Engl. |. Med. 2013, 368,
1173-1175. [CrossRef]

Granek, L.; Wiener, L.; van Zanten, S.V.; Johnston, D.; Hasan, F.; Rapoport, A.; Datoo, N.; Widger, K.; Gupta, S.; Fergus, K,;
et al. Defining Roles in Pediatric Palliative Care: Perspectives From Oncology and Palliative Care Teams. Pediatr. Blood Cancer
2026, 73, €70376. [CrossRef]

Brock, K.E.; Snaman, ].M.; Kaye, E.C.; Bower, K.A.; Weaver, M.S.; Baker, ].N.; Wolfe, J.; Ullrich, C. Models of Pediatric Palliative
Oncology Outpatient Care—Benefits, Challenges, and Opportunities. J. Oncol. Pract. 2019, 15, 476-487. [CrossRef]

Marcus, K.L.; Santos, G.; Ciapponi, A.; Comandé, D.; Bilodeau, M.; Wolfe, J.; Dussel, V. Impact of Specialized Pediatric Palliative
Care: A Systematic Review. ]. Pain Symptom Manag. 2020, 59, 339-364.€10. [CrossRef]

Bajwah, S.; O Oluyase, A.; Yi, D.; Gao, W.; Evans, C.J.; Grande, G.; Todd, C.; Costantini, M.; E Murtagh, F.; Higginson, L].
The effectiveness and cost-effectiveness of hospital-based specialist palliative care for adults with advanced illness and their
caregivers. Cochrane Database Syst. Rev. 2020, 2020, CD012780. [CrossRef]

Vanbutsele, G.; Van Belle, S.; Surmont, V.; De Laat, M.; Colman, R.; Eecloo, K.; Naert, E.; De Man, M.; Geboes, K_; Deliens, L.; et al.
The effect of early and systematic integration of palliative care in oncology on quality of life and health care use near the end of
life: A randomised controlled trial. Eur. J. Cancer 2020, 124, 186-193. [CrossRef]

El-Jawahri, A.; LeBlanc, TW.; Kavanaugh, A.; Webb, J.A_; Jackson, V.A.; Campbell, T.C.; O’cOnnor, N.; Luger, S.M.; Gafford,
E.; Gustin, J.; et al. Effectiveness of Integrated Palliative and Oncology Care for Patients with Acute Myeloid Leukemia: A
Randomized Clinical Trial. JAMA Oncol. 2021, 7, 238-245. [CrossRef]

Haroen, H.; Maulana, S.; Harun, H.; Mirwanti, R.; Sari, CW.M.; Platini, H.; Arovah, N.I.; Padila, P.; Amirah, S.; Pardosi, J.F. The
benefits of early palliative care on psychological well-being, functional status, and health-related quality of life among cancer
patients and their caregivers: A systematic review and meta-analysis. BMIC Palliat. Care 2025, 24, 120. [CrossRef]

Hoerger, M.; Wayser, G.R.; Schwing, G.; Suzuki, A.; Perry, L.M. Impact of Interdisciplinary Outpatient Specialty Palliative Care
on Survival and Quality of Life in Adults With Advanced Cancer: A Meta-Analysis of Randomized Controlled Trials. Ann. Behav.
Med. 2019, 53, 674-685. [CrossRef]

A Christakis, N.; Lamont, E.B.; Smith, J.L.; Parkes, C.M. Extent and determinants of error in doctors” prognoses in terminally ill
patients: Prospective cohort study. BMJ 2000, 320, 469—473. [CrossRef]

Section on Hospice and Palliative Medicine and Committee on Hospital Care; Feudtner, C.; Friebert, S.; Jewell, J.; Carter, B.; Hood,
M.; Imaizumi, S.; Komatz, K. Pediatric Palliative Care and Hospice Care Commitments, Guidelines, and Recommendations.
Pediatrics 2013, 132, 966-972. [CrossRef]

Sanders, J.J.; Temin, S.; Ghoshal, A.; Alesi, E.R.; Ali, Z.V,; Chauhan, C.; Cleary, J.F; Epstein, A.S.; Firn, J.I; Jones, J.A.; et al.
Palliative Care for Patients with Cancer: ASCO Guideline Update. J. Clin. Oncol. 2024, 42, 2336-2357. [CrossRef]

Dans, M.; Kutner, J.S.; Agarwal, R.; Baker, ].N.; Bauman, J.R.; Beck, A.C.; Campbell, T.C.; Carey, E.C.; Case, A.A.; Dalal, S.; et al.
NCCN Guidelines® Insights: Palliative Care, Version 2.2021. J. Natl. Compr. Cancer Netw. 2021, 19, 780-788. [CrossRef]

Weaver, M.S.; Heinze, K.E.; Kelly, K.P.; Wiener, L.; Casey, R.L.; Bell, C.J.; Wolfe, J.; Garee, A.M.; Watson, A.; Hinds, P.S. Palliative
Care as a Standard of Care in Pediatric Oncology. Pediatr. Blood Cancer 2015, 62, 5829-S833. [CrossRef]

Hui, D.; Mori, M.; Watanabe, S.M.; Caraceni, A.; Strasser, F.; Saarto, T.; Cherny, N.; Glare, P,; Kaasa, S.; Bruera, E. Referral criteria
for outpatient specialty palliative cancer care: An international consensus. Lancet Oncol. 2016, 17, e552—-e559. [CrossRef]
Labudde, E.J.; DeGroote, N.P.; Ebelhar, J.; Massie, A.M.; Allen, K.E.; Castellino, S.M.; Wasilewski-Masker, K.; Brock, K.E.
Evaluating Palliative Opportunities Across the Age Spectrum in Children and Adolescent Patients with Cancer. J. Adolesc. Young
Adult Oncol. 2022, 11, 402-409. [CrossRef]

Haines, E.R.; Frost, A.C.; Kane, H.L.; Rokoske, F.S. Barriers to accessing palliative care for pediatric patients with cancer: A review
of the literature. Cancer 2018, 124, 2278-2288. [CrossRef]

Dalberg, T.; McNinch, N.L.; Friebert, S. Perceptions of barriers and facilitators to early integration of pediatric palliative care: A
national survey of pediatric oncology providers. Pediatr. Blood Cancer 2018, 65, €26996. [CrossRef]

Levine, D.R.; Mandrell, B.N.; Sykes, A.; Pritchard, M.; Gibson, D.; Symons, H.].; Wendler, D.; Baker, ].N. Patients” and Parents’
Needs, Attitudes, and Perceptions About Early Palliative Care Integration in Pediatric Oncology. JAMA Oncol. 2017, 3, 1214-1220.
[CrossRef]

Cuviello, A.; Yip, C.; Battles, H.; Wiener, L.; Boss, R. Triggers for Palliative Care Referral in Pediatric Oncology. Cancers
2021, 13, 1419. [CrossRef]

Farooki, S.; Olaiya, O.; Tarbell, L.; Clark, N.A ; Linebarger, J.S.; Stroh, J.; Ellis, K.; Lewing, K. A quality improvement project to
increase palliative care team involvement in pediatric oncology patients. Pediatr. Blood Cancer 2021, 68, €28804. [CrossRef]
Moody, K.; Andersen, C.R.; Arnold, R.M.; Bradley, J.; Carter, A.; Draper, L.; Garrington, T.; Gill, ].B.; Harrison, D.J.; Hayashi,
M.; et al. In-Person and Virtual Adaptation of an Interprofessional Palliative Care Communications Skills Training Course for
Pedjiatric Oncology Clinicians. Adv. Cancer Educ. Qual. Improv. 2025, 1, 2. [CrossRef]

https://doi.org/10.3390/children13101405


https://doi.org/10.1056/nejmp1215620
https://doi.org/10.1002/1545-5017.70376
https://doi.org/10.1200/jop.19.00100
https://doi.org/10.1016/j.jpainsymman.2019.08.005
https://doi.org/10.1002/14651858.cd012780.pub2
https://doi.org/10.1016/j.ejca.2019.11.009
https://doi.org/10.1001/jamaoncol.2020.6343
https://doi.org/10.1186/s12904-025-01737-y
https://doi.org/10.1093/abm/kay077
https://doi.org/10.1136/bmj.320.7233.469
https://doi.org/10.1542/peds.2013-2731
https://doi.org/10.1200/jco.24.00542
https://doi.org/10.6004/jnccn.2021.0033
https://doi.org/10.1002/pbc.25695
https://doi.org/10.1016/s1470-2045(16)30577-0
https://doi.org/10.1089/jayao.2021.0081
https://doi.org/10.1002/cncr.31265
https://doi.org/10.1002/pbc.26996
https://doi.org/10.1001/jamaoncol.2017.0368
https://doi.org/10.3390/cancers13061419
https://doi.org/10.1002/pbc.28804
https://doi.org/10.52519/aceqi.25.1.1.a2
https://doi.org/10.3390/children13101405

Children 2026, 13, 1405 18 of 19

113.

114.

115.

116.

117.

118.

119.

120.

121.

122.

123.

124.

125.

126.

127.

128.

129.

130.

131.

132.

133.

134.

135.

Rosen, ].; Lynch, T. The talking cure: Schwartz Center Rounds foster compassion and collaboration. J. Cancer Educ. 2008, 23,
195-196. [CrossRef]

Brock, K.E.; DeGroote, N.P; Roche, A.; Lee, A.; Wasilewski, K. The Supportive Care Clinic: A Novel Model of Embedded Pediatric
Palliative Oncology Care. . Pain Symptom Manag. 2022, 64, 287-297.el. [CrossRef]

McNaughton, C.; Horenkamp, E.; Wilson, W.; Bolinger, R.; Sivendran, S. Implementation of a Palliative Oncology Tumor Board.
J. Pain Symptom Manag. 2021, 62, 1245-1251. [CrossRef]

Linebarger, J.S.; Johnson, V.; Boss, R.D.; The Section on Hospice and Palliative Medicine. Guidance for Pediatric End-of-Life Care.
Pediatrics 2022, 149, €2022057011. [CrossRef]

Schuelke, T.; Crawford, C.; Kentor, R.; Eppelheimer, H.; Chipriano, C.; Springmeyer, K.; Shukraft, A.; Hill, M. Current Grief
Support in Pediatric Palliative Care. Children 2021, 8, 278. [CrossRef]

Snaman, ].M.; Kaye, E.C.; Levine, D.R.; Cochran, B.; Wilcox, R.; Sparrow, C.K.; Noyes, N.; Clark, L.; Avery, W.; Baker, J.N.
Empowering Bereaved Parents Through the Development of a Comprehensive Bereavement Program. J. Pain Symptom Manag.
2017, 53, 767-775. [CrossRef]

Wiener, L.; Rosenberg, A.R.; Lichtenthal, W.G.; Tager, J.; Weaver, M.S. Personalized and yet standardized: An informed approach
to the integration of bereavement care in pediatric oncology settings. Palliat. Support. Care 2018, 16, 706-711. [CrossRef]
Lichtenthal, W.G.; Sweeney, C.R.; Roberts, K.E.; Corner, G.W.; Donovan, L.A.; Prigerson, H.G.; Wiener, L. Bereavement Follow-Up
After the Death of a Child as a Standard of Care in Pediatric Oncology. Pediatr. Blood Cancer 2015, 62, S834-5869. [CrossRef]
Mahoney, A.B.; Akard, T.F; Cowfer, B.A.; Newton, J.; Walker, H.; Dietrich, M.S.; Gilmer, M.]. Impact of Animal-Assisted
Interactions on Children with Advanced Cancer. |. Palliat. Med. 2026, 29, 317-326. [CrossRef]

Bennett, C.R.; Raybin, ].L.; Glinzak, L.; Coats, H.; Gauthier, K.; Sousa, K.; Hendricks-Ferguson, V.L. Art Unfolds Words: Expressing
Hope Through Creative Art Among Adolescents and Young Adults Who Have Advanced Cancer. J. Pediatr. Hematol. Nurs.
2023, 40, 245-258. [CrossRef]

Cole, E.D.M.,; Beane, P-SK.; Engel, P-S.M.; Shaffer, P-5S.M.; Tartabini, P-S.S. The Effect of Music Therapy as an Adjunctive
Treatment in Pediatric Cancer Patients Receiving Traditional Therapies: A Systematic Review. J. Adv. Pract. Oncol. 2024, 15,
265-276. [CrossRef]

Bedoya, S.; Gordon, M.; Zabokrtsky, K.; Kasper, K.; Frediani, J.; Ruble, K.; Ciampa, D.; Moynihan, L.; Pao, M.; Wiener, L.
Advancing Advance Care Planning: Evaluating a Revised Version of Voicing My CHOICES. J. Palliat. Med. 2025, 28, 92-96.
[CrossRef]

Sansom-Daly, U.M.; Zhang, M.; Evans, H.E.; McLoone, J.; Wiener, L.; Cohn, R.J.; Anazodo, A.; Patterson, P.; Wakefield, C.E.
Adapting the Voicing My CHOICES Advance Care Planning Communication Guide for Australian Adolescents and Young
Adults with Cancer: Appropriateness, Acceptability, and Considerations for Clinical Practice. Cancers 2023, 15, 2129. [CrossRef]
Paiva, B.S.R.; Trevizan, EB.; de Oliveira, L.C.; Rosa, K.S.d.C.; Betussi, V.A.; Lourenco, B.M.; Julido, M.; Paiva, C.E. Go Wish Card
Game for Meaningful Conversations in the Oncology Healthcare Context: A Narrative Review. Cancers 2025, 17, 560. [CrossRef]
Potthoff, M.; Minton, M. Go-Wish Pediatrics: Pilot Study of a Conversation Tool in Pediatric Palliative Care [Research Poster]. J.
Pediatr. Health Care 2017, 31, 431-432. [CrossRef]

Weaver, M.S.; Neumann, M.L.; Lord, B.; Wiener, L.; Lee, J.; Hinds, P.S. Honoring the Good Parent Intentions of Courageous
Parents: A Thematic Summary from a US-Based National Survey. Children 2020, 7, 265. [CrossRef]

Courageous Parents Network. Supporting Families in Advance Care Planning. Available online: https:/ /courageousparentsnet-
work.org/guides/supporting-families-in-advance-care-planning/ (accessed on 31 July 2026).

Nouri, S.S.; Barnes, D.E.; Shi, Y.; Volow, A.M.; Shirsat, N.; Kinderman, A.L.; Harris, H.A.; Sudore, R.L. The PREPARE for Your
Care program increases advance care planning engagement among diverse older adults with cancer. Cancer 2021, 127, 3631-3639.
[CrossRef]

Lum, H.D.; Dukes, ]J.; Church, S.; Abbott, J.; Youngwerth, .M. Teaching Medical Students About “The Conversation”: An
Interactive Value-Based Advance Care Planning Session. Am. . Hosp. Palliat. Med. 2018, 35, 324-329. [CrossRef]

Mack, M.C.; Claxton, R.N.; Arnold, R.M.; Maurer, S.H. Peds OncoTalk: A Curriculum to Teach Communication Skills to Pediatric
Hematology/Oncology Fellows. Pediatr. Blood Cancer 2025, 72, €31912. [CrossRef]

Childers, ].W.; Back, A.L.; Tulsky, J.A.; Arnold, RM. REMAP: A Framework for Goals of Care Conversations. J. Oncol. Pract.
2017, 13, e844-e850. [CrossRef]

Harvard T.H. Chan School of Public Health. Ariadne Labs. Brigham Health, Brigham and Women’s Hospital. Available online:
https:/ /www.ariadnelabs.org/ (accessed on 31 July 2026).

Morrison, R.S.; Meier, D.E. The National Palliative Care Research Center and the Center to Advance Palliative Care: A partnership
to improve care for persons with serious illness and their families. J. Pediatr. Hematol. Oncol. 2011, 33, S126-S131. [CrossRef]

https://doi.org/10.3390/children13101405


https://doi.org/10.1080/08858190802244330
https://doi.org/10.1016/j.jpainsymman.2022.05.007
https://doi.org/10.1016/j.jpainsymman.2021.05.024
https://doi.org/10.1542/peds.2022-057011
https://doi.org/10.3390/children8040278
https://doi.org/10.1016/j.jpainsymman.2016.10.359
https://doi.org/10.1017/s1478951517001249
https://doi.org/10.1002/pbc.25700
https://doi.org/10.1177/10966218251411677
https://doi.org/10.1177/27527530221140073
https://doi.org/10.6004/jadpro.2024.15.4.4
https://doi.org/10.1089/jpm.2024.0177
https://doi.org/10.3390/cancers15072129
https://doi.org/10.3390/cancers17040560
https://doi.org/10.1016/j.pedhc.2017.04.012
https://doi.org/10.3390/children7120265
https://courageousparentsnetwork.org/guides/supporting-families-in-advance-care-planning/
https://courageousparentsnetwork.org/guides/supporting-families-in-advance-care-planning/
https://doi.org/10.1002/cncr.33676
https://doi.org/10.1177/1049909117696245
https://doi.org/10.1002/pbc.31912
https://doi.org/10.1200/jop.2016.018796
https://www.ariadnelabs.org/
https://doi.org/10.1097/mph.0b013e318230dfa0
https://doi.org/10.3390/children13101405

Children 2026, 13, 1405 19 of 19

136. Puthenpura, V.; Hunter, M.; Marks, A.M. “Techquity” in Pediatric, Adolescent, and Young Adult Oncology: Addressing Inequities
Through Artificial Intelligence and Immersive Technologies. Pediatr. Blood Cancer 2025, 72, €31909. [CrossRef]

137. Ananth, P; Lindsay, M.; Mun, S.; McCollum, S.; Shabanova, V.; de Oliveira, S.; Pitafi, S.; Kirch, R.; Ma, X.; Gross, C.P; et al. Parent
Priorities in End-of-Life Care for Children With Cancer. JAMA Netw. Open 2023, 6, €2313503. [CrossRef]

Disclaimer/Publisher’s Note: The statements, opinions and data contained in all publications are solely those of the individual
author(s) and contributor(s) and not of MDPI and/or the editor(s). MDPI and/or the editor(s) disclaim responsibility for any injury to
people or property resulting from any ideas, methods, instructions or products referred to in the content.

https://doi.org/10.3390/children13101405


https://doi.org/10.1002/pbc.31909
https://doi.org/10.1001/jamanetworkopen.2023.13503
https://doi.org/10.3390/children13101405

	Introduction 
	Unique Considerations for Oncology Care in AYAs 
	Approaching Advance Care Planning for AYAs 
	Integrating Palliative Care 
	Advance Care Planning Practical Tools 
	Conclusions & Future Directions 
	References

