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REVIEW
Early Integration of Palliative Care for Children with High-Risk Cancer

and Their Families

Erica C. Kaye, MD,1∗ Sarah Friebert, MD,2 and Justin N. Baker, MD, FAAHPM1

Despite increasing data to support pediatric palliative care (PPC)
as an integral component of high-quality care for children with life-
threatening conditions and their families, timely integration of PPC
is offered inconsistently to children with high-risk cancer. In this re-
view, we summarize the growing body of literature in support of
early integration of PPC for children with high-risk cancer and their

families, advocating that PPC principles and resources are impera-
tive to holistic cancer-directed care and rooted in evidence-based
medicine. Finally, we offer possible strategies for optimizing integra-
tion of PPC into holistic cancer care for children and families. Pediatr
Blood Cancer 2016;63:593–597. C© 2015 Wiley Periodicals, Inc.
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BACKGROUND: HISTORICAL PRECEDENT FOR
EARLY INTEGRATION OF PEDIATRIC PALLIATIVE
CARE

More than a decade ago, the Institute of Medicine (IOM)
released a report entitled When Children Die: Improving Pallia-
tive and End-of-Life Care for Children, in which they called for
improvement in patient and family-centered pediatric palliative
care (PPC).[1] When the IOM released their follow-up report in
September 2014, Dying in America, they reiterated the impor-
tance of PPC and highlighted the fact that, despite the publica-
tion of professional guidelines encouraging healthcare providers
to incorporate PPC as best practice in the management of chil-
dren with life-threatening illness,[2] “wide-spread adoption of
timely referral to palliative care appears slow.”[3]

This concept of “timely referral” to PPC is not new to the
field of pediatrics. For nearly 15 years, the American Academy
of Pediatrics (AAP) has advocated for children with high-risk
cancer and other life-threatening conditions to receive access
to “an integrated model of palliative care in which the compo-
nents of palliative care are offered at diagnosis and continued
throughout the course of illness, whether the outcome ends
in cure or death.”[4] Precedent for this model already exists
within the adult oncology paradigm: the American Society
of Clinical Oncology (ASCO) released a provisional clinical
opinion in 2012 with the recommendation that patients with
metastatic lung cancer be offered concurrent palliative care
(PC) along with standard oncologic care at the time of initial
diagnosis.[5] This consensus statement cited a survival benefit
from early integration of palliative care,[6] further supported by
substantial evidence from the literature demonstrating that syn-
ergistic palliative and cancer-directed care improves patient and
caregiver outcomes, including symptom management, quality
of life (QOL), overall satisfaction, and caregiver burden.[5–13]
Although these data are drawn from the adult cancer popu-
lation, similar benefits have been shown in children.[14–20]
Children with cancer, specifically, are known to experience
high symptom burden and suffering throughout their illness
trajectory [19,21–23], highlighting this patient population as
a high-yield target for early integration of PPC. In response
to this growing body of literature, the Palliative Care Special
Interest Group endorsed by the American Society of Pediatric

Hematology/Oncology has stated its mission to increase the
availability of high-quality palliative care to pediatric oncology
patients across the country.[24] Likewise, the International
Society of Paediatric Oncology advocates for timely imple-
mentation of palliative care for children globally.[25] Each of
these recommendations, espoused by reputable national orga-
nizations and predicated on research identifying optimal PPC
practices, support early PPC involvement as a key component in
establishing successful comprehensive care models for children
with high-risk cancer and other life-threatening conditions.

Unfortunately, despite this growing body of data identifying
PPC as an integral component of high-quality care for all chil-
dren with life-threatening conditions, timely integration of PPC
remains incomplete and inconsistent. As of the most recent
assessment of PPC available at Children’s Oncology Group
institutions, fewer than 60% of centers offered formal PPC
services.[26] Early PPC involvement is particularly variable
in children with high-risk cancer: in certain centers, only a
minority of children with relapsed, refractory, or progressive
cancer are referred to PPC, and a majority of these patients
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are referred late in their illness trajectory,[27] with one study
showing a median of only 8 days between PPC consultation and
death.[28] Over the past several years, however, the pediatric
oncology community has shown increasing openness for earlier
PPC integration in the care of children with high-risk cancer.
Following the implementation of a PPC service at one of our
institutions, the median time from initial PPC consultation
to death was 1.6 months, with the majority of patients no
longer receiving cancer-directed therapy by the time of PPC
involvement.[29] Furthermore, in a prospective cohort study
performed in six academic centers in the United States and
Canada, more than 80% of children with cancer who were
enrolled in PPC were still alive 1 month after cohort entry and
about half were still alive nearly 1 year later,[30] suggesting that
PPC principles and resources are beginning to reach eligible
patients prior to the end of life (EOL) at some institutions.

In light of accumulating data in support of PPC and strong
recommendations from the IOM, AAP, and ASCO, we believe
that early integration of PPC for children with high-risk cancer
and their families should be considered best practice within the
field of pediatric oncology. PPC principles and resources do not
merely reflect compassionate practice; they are imperative to
holistic cancer care and rooted in evidence-based medicine. For
children with cancer, PPC involvement has been shown to im-
prove symptom management [14] and QOL.[15–18] Moreover,
parents of children with cancer and other life-threatening con-
ditions enrolled in PPC report significant improvements in their
own QOL, with decreased parental report of self-perceived bur-
den and psychological stress.[16,17] Even healthcare providers
report significant improvements in all care domains following
integration of PPC into the care of complex patients prior to
EOL, particularly in the areas of cooperation, communication,
and family support.[15] Moreover, the integration of PPC into
the ongoing care of patients with high-risk disease across dif-
ferent care settings has been identified by PPC expert clinicians
and researchers, parents of children with life-threatening illness,
and bereaved parents as one of the top five research priorities
integral to improving quality care for children with high-risk
disease.[31] However, no consensus exists regarding the optimal
strategy for achieving this integration. Multiple conceptual and
clinical models have been proposed to promote integration of
palliative care into the field of adult oncology,[32,33] but to our
knowledge, relatively few models have been described for PPC
in the context of pediatric oncology.[34,35]

PROPOSED CARE MODELS FOR INTEGRATION OF
PPC INTO PEDIATRIC ONCOLOGY

The provision of PPC for children with cancer, also known
as pediatric palliative oncology (PPO), has been described as
“the total care of a child and family.”[35] We believe that this
total care philosophy should be guided by the primary oncology
team, with collaboration from interdisciplinary clinicians and
expert consultants as needed.[33–38] Successful models of col-
laborative integration of PPC services that complement primary
team management are described in the literature and provide a
foundation for the generation of effective and sustainable mod-
els of care in PPO.[38–42]

In an ideal scenario, PPO principles should be rooted in
the culture of an institution (including formalized support of

PPO education, policies, and resources), with expert PPC teams
available for consultation in predefined or particularly challeng-
ing circumstances (Fig. 1). In this system, the three tiers of PPC
services function synergistically to maximize early provision of
PPO to children with high-risk disease and their families.We ad-
vocate for primary oncology teams to deliver the core elements
of PPO from the time of diagnosis [33,43] (e.g., symptom man-
agement, alignment of goals of care with treatment), reserving
early subspecialty PPC consultation for predefined high-risk sce-
narios (e.g., uniformly fatal diseases such as diffuse intrinsic pon-
tine glioma or metastatic sarcoma) or more complex cases (e.g.,
refractory symptom management; mediation of contentious or
otherwise challenging family dynamics; negotiation of difficult
conversations such as discontinuation of no-longer beneficial
life-sustaining therapies in which discordance emerges between
the goals of patients/families and those of providers).[44]

We acknowledge that this three-tier system rarely exists in
mainstream clinical practice. Many pediatric oncology centers
employ an exclusively consult-based PPC paradigm (Tier I:
highest resource burden, fewest patients served), in the absence
of institutional support or infrastructure to ensure the routine
integration of PPO principles within cancer care. We agree that
the primary team is optimally situated to appreciate the pa-
tient’s needs and triage those families who might benefit most
from subspecialty PPC consultation. However, this exclusively
consult-based model depends heavily on the experiences, at-
titudes, and preferences of referring providers, and invariably
PPO services reach only a select group of patients and fami-
lies at the tip of the iceberg.[45,46] To capture a wider breadth
of patients, PPC principles should emerge from the ground
up, ideally woven seamlessly into each aspect of the interdis-
ciplinary care model. This may occur through institutionally
supported PPC didactics for nursing staff (ELNEC-Peds),[47]
cancer-specific PPC training models for clinicians,[48] or em-
bedding PPC-trained experts within outpatient and inpatient
care settings to provide additional guidance and education as
needed.[34] Table I offers specific examples for each PPO inte-
gration model as a possible starting point for institutions moti-
vated to improve the integration of PPC into routine pediatric
oncology management.

In the field of adult oncology, several models of delivering
palliative care to cancer patients have been studied, including
embedding palliative care staff within the oncology clinic.[13,
49,50] Within this “embedded” system, oncologists on aver-
age rated their overall satisfaction as 9/10, palliative care con-
sultations increased by 87%, and oncology staff saved greater
than 160 hr over 12 months.[13] This model has faces certain
challenges [32] and has yet to be investigated for PPO, but it
warrants consideration as a possible means of creating the in-
frastructure upon which to build an optimal and sustainable
three-tiered PPO integration system.

Ideal conceptual models notwithstanding, a given insti-
tution’s culture, available personnel, and resources must be
considered in determining effective strategies for early integra-
tion of PPO. Each institution should reach consensus regarding
those patients and families who might benefit most from early
PPO services, while concurrently accounting for the bandwidth
of available PPC resources within that institution. PPC referral
criteria has been established through the Center to Advance
Palliative Care [51] and further modified for use in PPO,[34]
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Fig. 1. Three tiers of PPC services within an institution.

TABLE I. Three PPO Integration Models, With Examples of Pos-
sible Strategies to Incorporate PPC Into Routine pediatric Oncology
Management

PPC integration models Specific examples

On demand (consult based) � Primary oncology team requests
expert PPC consultation to assist
with complicated symptom
management or difficult
psychosocial issues

Specific population/level of
care (trigger based)

� Standard operating procedures
(SOPs) for identified populations
(e.g., patients with DIPG,
metastatic sarcoma)

� Patients at the EOL (e.g., EOL
checklist and EOL SOP
implementation26,47)

Institutional
(education/policy/
resource based)

� Mandatory nursing didactics
(e.g., ELNEC-Peds)

� Required communication
training for clinical fellows

� Institutional support of
outpatient hospice resources

� Creation of an evidence-based,
hospital-wide Pain Management
SOP

offering optional guidelines for pediatric oncology teams to
consider when triaging those patients and families who might
benefit from early PPO.

RATIONALE FOR EARLY INTEGRATION OF PPO

We anticipate that early integration of PPO, like any other
novel concept not yet accepted as mainstream, will face insti-
tutional or individual resistance over the coming years. We of-
fer the following rationale in support of early integration of
PPO principles for all high-risk patients and early contact with
trained PPO clinicians in select cases. First, timely introduction
to PPO provides adequate time for trust and relationships to de-

velop, both of which improve the later processes of shared deci-
sion making and communication of difficult information with
patients and families.[52] Second, PPO philosophy advocates
for consistent integration of QOL metrics into the management
plan throughout the illness process, with equivalent emphasis
placed on alleviation of any physical, psychosocial, and spiritual
distress experienced by the patient or family. Third, PPO prin-
ciples entail the provision of anticipatory guidance for children
with cancer and their families at every stage of their illness ex-
perience, whether the patient is receiving cancer-directed treat-
ment, experiencing relapse or progression, or at the EOL.[37]
Fourth, introduction to PPO ideology at the beginning of an
illness journey affords the opportunity for early establishment
of goals of care, with the expectation that goals will be fluid
and evolve to match the recommendations of the primary on-
cology team and the needs of the child and family over time.[53]
In this way, early integration of PPO principles facilitates holis-
tic continuity of care that transcends illness stage and treatment
location.

Despite increasing awareness and support for the field of
PPO, however, it is important to acknowledge that many pa-
tients, families, and healthcare providers retain the false percep-
tion of palliative care asmutually exclusive fromdisease-directed
or cure-oriented therapy.[54–56] As a result of this misconcep-
tion, PPC is often offered at the end of an illness trajectory
when no further curative or life-prolonging options exist.[57]
This phenomenon is particularly evident in the field of pediatric
oncology, inwhich PPOmay be viewed as “giving up.”[58] To the
contrary, we strongly advocate that PPO is not exclusive to the
dying process; rather the goal is to honor the process of living in
the face of childhood cancer.[35] With this philosophy in mind,
it stands to reason that PPO can and should begin at the time
of diagnosis of high-risk cancer and not be reserved exclusively
for disease relapse, progression, or EOL.

Ten years ago, Mack et al. proposed the concept of a “Day
One Talk” as a model for sharing bad news at the time of a
child’s cancer diagnosis, offering recommendations for build-
ing trust and establishing partnerships at the onset of a long
and difficult journey.[59] A similar strategy might be considered
for the early introduction of PPO into the holistic cancer care
plan for a child with high-risk cancer, with the simple goal of
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familiarizing the child and family with basic PPO concepts and
resources at the time of diagnosis or shortly thereafter. The aims
of this strategy from the perspective of the patient and family
are threefold: (i) to establish the groundwork for PPO resources
offered in parallel with cancer-directed therapy; (ii) to demon-
strate a collaborative partnership between the primary oncology
team and PPO clinicians from the onset, with the mutual goal of
supporting both child and family throughout the illness trajec-
tory; and (iii) to normalize PPO concepts for the child, family,
and other members of the interdisciplinary team, thereby pre-
empting stigmatizing language and other preconceived barriers
to the provision of PPO. Additionally, with early PPO involve-
ment, more opportunities exist for the child and family to bene-
fit from the continuity of care that PPO offers, including a range
of flexible services and resources available to link inpatient and
outpatient care.[34,60]

Conversely, in our collective institutional experiences, when
PPO principles are introduced late in the illness course, the
patient and family are more likely to perceive PPO in a nega-
tive light, risking a fracturing of the therapeutic alliance. We
hypothesize that two primary factors may contribute to this
adverse outcome: (i) after receiving extensive treatment and
attention from the primary oncology team, the patient and
family may perceive PPO consultation as abandonment by their
primary caregivers and/or (ii) the patient and family might
view the PPO team as a “second-best” resource employed as
a last-resort strategy after all “real” diagnostic and treatment
options have been exhausted. In our experience, patients and
families with these perceptions may be more likely to have
difficulty partnering with clinicians to work collaboratively
toward ameliorating symptoms or participating willingly in
difficult decision-making processes.

We advocate for a system in which the concept of PPO is
introduced to children with high-risk cancer and their families
early in the illness journey and described as simply another
aspect of the patient’s holistic care plan. We have successfully
integrated PPOwithin the paradigm of a cure-oriented pediatric
cancer center, [29,38,61] and we believe that a similar holistic
care model should be accessible to all children with high-risk
cancer. To introduce the concept of early integration of PPO, the
primary oncology teammight share the following approachwith
a high-risk patient and family: “Whenever our team takes care of
a child with this type of cancer, we utilize a team approach in or-
der to provide your child with the best possible care. Your child
will be evaluated and treated by an interdisciplinary care team,
including physicians, nurse practitioners, nurses, dieticians, so-
cial workers, psychologists, child life specialists, chaplains, and
PPC experts. Each member of this team has an equally impor-
tant role to play in helping your child feel better and cope with
his/her illness.” From the outset, the role of each team member
should be outlined clearly, with three goals inmind: (i) to explain
the value added by each clinician, (ii) to establish the expecta-
tion that multiple providers will work with the child and family
toward mutual goals, and (iii) to preemptively allay any possible
future sense of abandonment should goals of care change over
time. How the primary oncology team chooses to define the
role of the PPC expert might vary, depending on what services
and resources are available at a given institution. One possible
description might be, “a clinician who focuses on helping your
child live every day as well as possible, supporting your child and

your family by walking with you throughout every step of this
difficult journey.” In this model, both the child and family are set
up from the start to expect the delivery of holistic care that in-
cludes PPO principles, through an approach designed to lessen
stigma and normalize these interventions as standard of care.

When PPO is viewed as a set of principles, resources, and
services oriented toward improving QOL for the child and
family from the time of diagnosis, continued attention to QOL
will not seem like a line drawn in the sand between curative
care and palliative care if there comes a time when potentially
curative therapy is no longer available; rather, it will simply be
an ongoing focus on making every day as good as possible. This
philosophy of care says to the child and family: “The day you
were diagnosed with cancer, our team cared about the quality
of your life. If ever your disease progresses or relapses, we will
continue to care about the quality of your life. If the day comes
when we no longer have curative therapies, we will still care
about the quality of your life.” Such a philosophy obliterates
the false sense that PPO implies a new chapter in a child’s cancer
experience. Instead, PPO becomes a valuable pillar supporting
the entire framework of a family’s illness journey, from the
moment in which they received a devastating diagnosis to the
end of their treatment, whether resulting in cure or death.

Past and present data suggest that early integration of PPO
principles and services optimizes the holistic management of
children with high-risk cancer and their families. The adult
oncology community has recognized that early integration of
palliative care from the time of diagnosis positively impacts
patient outcomes,[6] and the question has evolved from whether
to integrate palliative care with cancer care to how to best
achieve integration.[5,12] Building from the adult experience,
PPC experts likewise advocate for integration of PPC as early
as the time of diagnosis for children with cancer and other
high-risk diseases.[60] However, more research is needed to
better understand the impact of early integration of PPC on
child and family outcomes, as well as further investigation
geared toward identifying those populations with the greatest
potential to benefit from early PPC involvement. These data
will aid in effective triage of current limited resources in the
provision of early PPC. As the field of PPC continues to evolve
and grow, it is our hope that PPC principles and resources will
become accessible for all children with high-risk cancer and
their families as an integral aspect of their holistic management,
integrated into the disease-directed care plan at the beginning
of treatment and extending throughout the illness journey.

In summary, the integration of palliative care into the man-
agement of children with high-risk cancer is an interdisciplinary
endeavor, and it must grow from within a strong home with
the primary oncology team.[33] PPO in this context should be
viewed as a collaborative and evidence-based response to iden-
tifying and supporting whatever makes a child’s life better, days
fuller, and family’s experience more meaningful. Articulated in
this way, PPO is not a harbinger for the EOL, but rather a philos-
ophy that should be embraced at the onset of the illness journey.
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