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Foreword

Simply put, pediatric palliative care is increasingly recognized as an essential ele-
ment in the comprehensive set of services and support that are necessary to care for 
children who are dealing with serious illness in a compassionate manner. The 
authors of this monograph provide us with a broad overview of the many details that 
define the “what” and “how” of state-of-the-art pediatric palliative care as we now 
understand it. Perhaps more importantly, these valued colleagues also give us a 
window into the “why” of pediatric palliative care, which we could describe as 
being our collective way to alleviate the suffering that the pediatric patient and their 
family experience as they navigate through an illness and care plan. The centrality 
of the connection between the work pediatric palliative care professionals do and 
the motivation that seems to routinely animate them is captured by the word “com-
passion.” Drs. Trzeciak and Massarelli, in their now classic book entitled 
Compassionomics: The Revolutionary Scientific Evidence That Caring Makes a 
Difference, define compassion as “the emotional response to another’s pain or suf-
fering, involving an authentic desire to help” (2019, p. 5). One could make the case 
that it is exactly this “authentic desire to help” that defines the field of pediatric pal-
liative care. Dr. Brené Brown’s description of compassion characterizes well the 
pediatric palliative care occurring in our midst: “the daily practice of recognizing 
and accepting our shared humanity so that we treat ourselves and others with loving-
kindness, and we take action in the face of suffering” (2021, p. 118). On an almost 
daily basis, those of us in pediatric health care actually witness the “authentic desire 
to help” combined with “action in the face of suffering” among our palliative care 
colleagues. Seeing their work in action assists those of us who are less skilled with 
how best to alleviate suffering and remain hopeful with the child and family with 
whom we are engaged in care.

As the authors of this monograph make clear, pediatric palliative care is a 
dynamic emerging sub-specialty within the broader area of pediatrics, and it is con-
summately an interdisciplinary effort that involves a number of professionals from 
a variety of other related fields. The definition of palliative care offered by the World 
Health Organization (WHO) (2020) best captures its comprehensive nature:
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Palliative care is an approach that improves the quality of life of patients (adults and chil-
dren) and their families who are facing problems associated with life-threatening illness. It 
prevents and relieves suffering through the early identification, correct assessment, and 
treatment of pain and other problems, whether physical, psychosocial, or spiritual. 
Addressing suffering involves taking care of issues beyond physical symptoms. Palliative 
care uses a team approach to support patients and their caregivers.

Each of these interdependent team members makes a unique and essential contribu-
tion to understanding the needs of a given child and their family and helps craft a 
care plan that optimizes what health care has to offer.

In addition to discussing the concepts of the palliative care approach referred to 
the WHO’s definition, the authors point out a number of challenges confronting 
their emerging field of practice. There is well-documented variability in access to 
pediatric palliative care services, both nationally and internationally, with more 
availability present in the United States at academic settings, most notably in the 
nation’s children’s hospitals and health systems. Not uncommonly, palliative care is 
not well understood by the lay public nor by providers in the healthcare field and is 
still confused with hospice care. While palliative care can include hospice services 
delivered to patients near end of life, it is much broader and not limited to end-of-
life care.

Additionally, the authors provide us with information about specific populations 
of children that are likely to be served by pediatric palliative care teams, including 
those children seen in oncology, cardiology, and neurology as well as those with a 
variety of chronic and/or disabling conditions. The authors also offer valuable 
insights into the venues of care, spanning inpatient, outpatient, and home care set-
tings. The data on the growth of pediatric palliative care teams is encouraging, but 
the obvious mismatch between the need for pediatric palliative care and the number 
of pediatric palliative care sub-specialists available to serve is striking. The authors 
issue a realistic call to action to close the gap between those who need pediatric pal-
liative care and the number of skilled professionals necessary to provide that care in 
the coming decades. This call to action revolves around broader recognition of the 
importance of education and training in pediatric palliative care, continued prioriti-
zation of research and evaluation in order to expand the evidence base for such care, 
and increased attention to ongoing sustainable funding to support the delivery of 
this care to all children and families in need.

Reading through the material in this monograph, the essential nature of pediatric 
palliative care in the alleviation of suffering among seriously affected children and 
their families is clear. The connection between palliative care and the authentic 
desire to help is palpable and defines compassion. Whether in the field of pediatric 
palliative care itself or as one among the many who benefit from the work of pedi-
atric palliative care providers, our collective responsibility remains to encourage 
and support those who courageously come forward to serve in this compassionate 
manner. The ensuing pages make the imperative clear: pediatric palliative care is the 

Foreword



ix

healthcare system’s way of showing children and their families that we care about 
helping them as they navigate through the many twists and turns along their health-
care journey. Let’s all commit to doing our part to help alleviate suffering by advo-
cating for and taking steps toward greater pediatric palliative care capability and 
availability in our healthcare settings for all children and families who may be 
in need.

Angelo P. Giardino
W.T. Gibson Presidential Professor and Chair  
Department of Pediatrics
University of Utah School of Medicine
Salt Lake City, UT, USA

Chief Medical Officer, Intermountain Primary  
Children’s Hospital
Salt Lake City, UT, USA

March 2024
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Chapter 1
Introduction and Definitions

1.1 � Introduction to Palliative Care

This volume of SpringerBriefs in Child Health will introduce you to the field and 
practice of pediatric palliative care (PPC). It is written by colleagues devoted to the 
care of children with serious illness, and we hope that it will help you care for these 
special patients and their families.

Palliative care as a term was first used by Dr. Balfour Mount in 1974 to describe 
holistic caring for the seriously ill. It has evolved into a multidisciplinary medical 
specialty with fellowship training, board certification, and acceptance as a standard 
of serious illness care (Clark, 2007). This field is focused on providing value-
concordant care for the body, mind, and spirit of a patient and those who care for 
them, including their health care team. The term was chosen based on the Latin 
word palliare, meaning “to cloak.” This original meaning echoes in the description 
of palliative care as an “extra layer of support.”

Long before the term “palliative” was coined, an old tradition of caring for the 
dying was restored and renewed in Western medicine by Dame Cecily Saunders, 
MD—now recognized as the first leader of the hospice movement (Clark, 2007). 
The field that grew initially from these roots continues to be inclusive of hospice 
care but has expanded to care for patients at the time of—and occasionally in the 
process of—diagnosis. Some PPC patients benefit from service during the fetal and 
perinatal period thanks to advances in technology and practice that can help expect-
ant parents prepare for all possible outcomes in their children (Rossfeld et al., 2019).

Although many of the early leaders in palliative care had a sense of the pediatric 
implications of this field, the roots of palliative care are in adult medicine and have 
since expanded into pediatric care. Early pediatric leaders in the field are still clini-
cally active and influencing subsequent generations. The first PPC services grew out 
of departments or divisions with vision and budget to allow for development and 
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experimentation in the field. Pediatric oncology, anesthesia, and hospital medicine 
were frequently the home of this developing specialty, with a wide variety of addi-
tional homes as the field has expanded (Sisk et al., 2020). In 2024, pediatric pallia-
tive care has become an increasingly independent presence in pediatric departments, 
with a record number of dedicated divisions.

Both a historical and contemporary lens in pediatric health is useful in consider-
ing the emergence, work, and future of pediatric palliative care. While mortality risk 
is decreasing and average lifespan is increasing, there is still a significant group of 
people who never make it to adulthood or have a significantly compromised survival 
based on the diagnosis that they carry. Some of these children do not live past deliv-
ery or even infancy, but a growing number are living beyond historical expectations 
thanks to advancements in pediatric medicine (Sisk et al., 2020). Interestingly, the 
same advances that make prolonged life an option have also extended the window 
of time in which a fatal or threatening diagnosis can be known. The new frontiers of 
fetal medicine, including fetal surgery, have given families and care teams knowl-
edge of problems that are likely to be serious or even fatal from a much earlier 
age—sometimes months before an expected delivery (American Academy of 
Pediatrics [AAP], 2019). The new group of surviving children and young adults is 
often facing extended, though still limited, prospects. The life of a seriously ill 
patient has much improved in the past century, and a portion of that improvement is 
thanks to pediatric palliative care. Patients can endure treatments and life-prolonging 
measures in better comfort and health than ever before as teams work to care for the 
whole patient.

Modern pediatric medicine benefits from the work of palliative care as providers 
endeavor “to cure sometimes, to relieve often, and to comfort always” (Kumar & 
Allaudeen, 2016). We hope that as you review this volume of SpringerBriefs in 
Child Health, you will better understand how you and your patients can benefit from 
this young but quickly maturing field.

1.2 � Definition of Terms Commonly Used in Palliative 
and Hospice Care

Pediatric Palliative Care
Palliative care for children expands the concept of total care of a patient’s physical, 
emotional, social, and spiritual well-being, and applies it to enhancing the quality of 
life of children and families as they navigate life-threatening conditions and associ-
ated suffering.

Pediatric Hospice
Hospice provides compassionate care for a child with a terminal diagnosis and life 
expectancy of less than 6 months. Hospice care supports families through a care 
plan developed by an interdisciplinary team of experts that focuses on spiritual and 
emotional support, as well as medical care, including symptom management.

1  Introduction and Definitions
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Quality of Life
A central concept to palliative care, quality of life is an individual’s own definition 
of meaningful measures of physical, psychological, emotional, and spiritual health. 
Quality-of-life goals are often considered in the context of medical decisions.

Illness Trajectories
In pediatric palliative care, there are usually four illness pathways that contribute to 
a child’s illness and possible death:

	1.	 A potentially curable illness where treatment fails
	2.	 An expected premature death despite disease-modifying treatments
	3.	 A progressive condition with no curative treatment available
	4.	 A non-progressive condition with associated high morbidity leading to early death

Anticipatory Grief
The physical, emotional, and spiritual response to an anticipated loss. Often more 
pronounced in younger patients with no prior exposure to grief and loss. Anticipatory 
grief is often associated with unrecognized intense emotions.

Baseline
A term used to identify a period of stability in a child’s condition where features of 
the illness (extent of disease, response to treatment, dependency on medical tech-
nology, functional status) are not changing significantly. Baselines and “new base-
lines” are at times unclear and more subjective. Clear deterioration from a baseline 
can signal a changing illness trajectory (see above).

Shared Decision-Making
An approach to developing a care plan for a child that considers medical recom-
mendations as they relate to a family’s goals and expertise in navigating their child’s 
illness.

Life-Sustaining Therapies
Therapies that are used to prolong life with artificial means. This includes mechani-
cal ventilation, enteric and parental feeding, dialysis and continuous renal replace-
ment therapy (CRRT), and extracorporeal membrane oxygenation (ECMO). It can 
also include therapies such as oxygen supplementation, bilevel positive airway pres-
sure (BIPAP), continuous positive airway pressure (CPAP), intravenous hydration, 
antibiotics, and certain other medications (e.g., inotropes and pressors). Devices 
such as implanted defibrillators, pacemakers, and ventricular assistive devices may 
also be considered life-sustaining therapies.

Total Pain
There are many different types of pain. Nociceptive pain is pain related to tissue 
injury and inflammation from noxious or impending damage to structures in the 
body. Neuropathic pain is pain that results from injury to the sensory nervous sys-
tem (which can be peripheral or central). Total pain is pain that encompasses all the 
aspects of a person’s physical, psychological, social, spiritual, and practical strug-
gles. Varying pain sources compound and muddle the experience of pain. For 
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example, a teenager may have physical pain from bony metastatic lesions, distress 
about missing summer camp, and worry about how their family feels. This may 
compound the experience of physical pain. Considering all the dimensions of total 
pain is vital to appropriate palliative care of seriously ill patients and to adequately 
treating pain and suffering.

Opioids
Natural, synthetic, or semisynthetic chemicals that interact with opioid receptors on 
nerve cells in the body and brain and reduce the intensity of pain signals and feel-
ings of pain. This class of drugs includes the illegal drug heroin, synthetic opioids 
such as fentanyl, and opiate-based pain medications available legally by prescrip-
tion, such as oxycodone, hydrocodone, codeine, morphine, and many others. 
Prescription opioids are generally safe when taken for a short time and as directed 
by a doctor, but because they produce euphoria in addition to pain relief, they can 
be misused and have addiction potential.

Although the terms “opiates” and “opioids” are often used interchangeably, they 
are different: opiates refer to natural opioids such as heroin, morphine, and codeine; 
opioids refer to all natural, semisynthetic, and synthetic opioids.

Delirium
Delirium is an acute, fluctuating alteration of mental status, evidenced by waxing 
and waning deficits in attention, cognition, and consciousness. It is usually revers-
ible, unless it is terminal delirium (see below). There are several clinical tools avail-
able to assess delirium in various settings and at various developmental stages. 
Delirium is more common in older adults and is likely underrecognized in young 
non- or not-yet verbal patients. Delirium can be divided into subtypes: hypoactive 
delirium, hyperactive delirium, and mixed. Hypoactive delirium is often difficult to 
diagnose due to the subtle nature of its symptoms, which can be mistaken for symp-
toms of critical illness. Hyperactive delirium is often recognized because of the 
agitation patients experience; physical and psychiatric agitation often grabs clini-
cians’ attention quickly.

Terminal delirium is delirium specific to the end of life. It is often hypoactive 
delirium; however, occasionally hyperactive delirium with severe agitation occurs 
and can be very distressing for families.

Certification of Terminal Illness
This is a statement signed by the patient’s hospice physician that qualifies the patient 
for hospice. The statement must be signed within 2 days of admission to hospice 
and includes the hospice admitting diagnosis, comorbid conditions related to the 
terminal diagnosis, and a statement that the life expectancy is 6 months or less if the 
disease runs its natural course.

Orders for Life-Sustaining Therapies
These orders are known by varying names in different states, such as Provider 
Orders for Life-Sustaining Treatment, Medical Orders for Scope of Treatment, 
Physician Orders for Scope of Treatment, or Medical Orders for Life-Sustaining 
Treatment. These are legal, medical orders by a provider (i.e., physician, nurse 
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practitioner, or physician assistant) that allow patients and families to specify what 
type and for how long life-sustaining therapies are acceptable for themselves and 
their loved ones. Legal requirements for the form, as well as the forms themselves, 
vary from state to state. Most typically address a few topics: Do Not Resuscitate 
(DNR) order, tube feeding/artificial hydration, intubation and mechanical ventila-
tion, intensive care unit (ICU) level of care, and IV antibiotics or other treatment 
modalities that are sometimes foregone in end-of-life situations.

DNR
Do Not Resuscitate, also known as DNAR or Do Not Attempt to Resuscitate. If a 
patient or family selects this option and a patient’s heart has stopped beating and/or 
they have stopped breathing, cardiopulmonary resuscitation (CPR) will not be initi-
ated, and the patient will be allowed to die without medical intervention.

AND
Allow Natural Death. The course of treatment is identical to DNR, but phrasing 
emphasizes what will be done for the person receiving care, including aggressive 
symptom management as part of a holistic plan of care.

DNI
Do Not Intubate. This order may require additional stipulations, such as “Okay for 
BiPAP,” as children often suffer respiratory failure before cardiovascular failure.

Bereavement
Bereavement is the experience when someone (or something) important to us is 
gone. While grief can continue indefinitely, bereavement in palliative care specifi-
cally refers to the immediate post-loss period. In the pediatric hospice setting, 
bereavement services are offered to family members of a child who has died—not 
just the parents, but also siblings, other important caregivers, and close family mem-
bers. These services are usually provided by a social worker and/or a chaplain, and 
often continue officially for a year after the patient’s death. Bereavement groups are 
often offered to those who have suffered an acute loss (i.e., patient was not seriously 
ill in hospice) as well. There are often parent and child-centered grief or bereave-
ment groups, which may include resources such as art and music therapy.

1.3 � Primary and Specialized Palliative Care

Primary palliative care refers to those aspects of palliative care provided by a pri-
mary care provider or team (Moresco & Moore, 2021; Rothschild & Derrington, 
2020; Blume et al., 2023). The provision of such care is founded on the competence 
and comfort of team members regarding basic palliative care skills, including pain 
and symptom management; high-quality communication regarding prognosis, treat-
ment, and goals of care; and care coordination to promote quality of life as it is 
defined by patients and their families (Moresco & Moore, 2021; Rothschild & 
Derrington, 2020; Blume et  al., 2023). These competencies comprise a skillset 
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necessary for every provider of care (Moresco & Moore, 2021) and can be gained in 
a variety of formats including fellowship, online resources, and workshop-based 
training (Rothschild & Derrington, 2020).

Specialty palliative care refers to those aspects of palliative care provided by a sub-
specialty-trained palliative care team that possesses a larger depth and breadth of 
knowledge pertaining to palliative care. Skills specific to this level of care include 
complex or intensive symptom management, crucial communication, advance care 
planning, and provision of care, support, and resources at the end of life and in bereave-
ment (Moresco & Moore, 2021; Rothschild & Derrington, 2020; Blume et al., 2023).

Primary and specialty palliative care are not mutually exclusive. Rather, spe-
cialty palliative care constitutes a complementary layer of support that can be pro-
vided in addition to primary palliative care when indicated (Moresco & Moore, 
2021; Rothschild & Derrington, 2020; Blume et al., 2023). The current specialty 
pediatric palliative care workforce is unable to meet the needs of all children who 
would benefit from their services; the standard provision of primary palliative care 
bridges this gap as it allows team members to provide a basic level of palliative care 
and consult the subspecialty team as indicated (Moresco & Moore, 2021; Rothschild 
& Derrington, 2020). In short, the provision of primary palliative care ensures that 
those patients and families requiring such care maintain access to it, while simulta-
neously reserving the workforce of subspecialty-trained providers to meet the most 
complex and distressing needs (Moresco & Moore, 2021).

1.4 � Clinical Areas of Focus in Palliative Care

In this section, we describe palliative care based on the functions of a team caring for 
patients with serious illness. Most palliative care teams have an interdisciplinary 
approach in which team members work collaboratively toward a shared care plan; 
this contrasts with the multidisciplinary approach of colleagues with distinct primary 
professional identities working in parallel. As would be expected, there is not a one-
size-fits-all approach that every patient who sees a palliative care team will work 
through. Instead, this is a practical list of tools that is selected based on the given situ-
ation and how a patient and family will be best served. We will concentrate on medi-
cal communication, goal setting, advance care planning, symptom management, and 
connection along the care continuum (AAP, 2019). Many families who are served by 
palliative care have developed expertise in some of these areas. All families served 
by palliative care are treated as partners in this work (Schuetze et al., 2022).

1.4.1 � Medical Communication

Palliative care teams focus on medical communication to ensure the most patient- 
and family-centered care possible. Shared decision-making starts with trust and 
shared understanding (Boland et al., 2019). In building a foundation of trust and 
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communication, teams can assess medical literacy, past communication patterns, 
misunderstandings, language preference, and communication styles. Medical com-
munication is a common reason for specialist palliative care consultation, with pri-
mary teams worrying that a patient or family “doesn’t get it.” Exploring this 
statement of concern often allows the multilayered considerations of a situation to 
be addressed. While occasionally it is truly an issue of a patient or family not being 
able to understand, more often it is a combined mismatch of medical literacy, pre-
ferred language, or communication style that leads to this perception (Katz et al., 
2021). This is a two-way street as occasionally families feel they are being as clear 
as possible with a team, and yet their intent is misunderstood. In an early discussion, 
a palliative care team will elicit understanding with open-ended questions such as 
“what have your doctors told you about what is going on?” or “how do things seem 
to be going right now?” These questions are phrased in such a way as to allow a 
family to answer candidly without feeling there is a right or wrong answer. As dis-
cussed later in this edition, lack of a shared language can feel like a stumbling block 
for communicating with families. Palliative care teams play a critical role in advo-
cating for and utilizing interpretive services with all families where appropriate 
(Delgado-Corcoran et al., 2022).

1.4.2 � Goal Setting

Goals set by children and families facing serious illness are as diverse as the fami-
lies themselves. Eliciting goals may be as simple as asking what people are hoping 
for. As an illness progresses, the questioning might be even more specific (e.g., “If 
you knew that time was short and measured in months, what would be the most 
important things to do?”). Even when there is a clear goal in mind, it can be diffi-
cult to share without prompting. Goals may range from the personal (“I want to 
make sure that I can go to school without tubes”) to more community-focused (“I 
would like to be sure that my tumor is donated for research after my death”). 
Although rare early in a serious illness journey, it is not uncommon for goals to 
contradict each other as a disease progresses. Staying out of the hospital may begin 
to contradict the hope of taking advantage of every therapy, no matter how unique. 
Sometimes goals have an anchor that will not hold, such as a patient with a prog-
nosis of months to a few years looking at plans that are decades away. In these 
cases, palliative care teams work with patients, families, and the primary team to 
find new anchors for hope and planning. This works to preserve hope while also 
helping with the acknowledgment of the important factors in a case (Kaye 
et al., 2023).

1.4  Clinical Areas of Focus in Palliative Care



8

1.4.3 � Advance Care Planning

Advance care planning is a blanket term for a wide range of considerations, conver-
sations, and documentation that ensure a patient or family understands the potential 
serious situations they may find themselves in and provide an opportunity to explore 
decisions about their treatment before a crisis arises. These decisions and conversa-
tions often weigh heavily on patients and families, and yet these topics of conversa-
tion are often avoided. Normalizing the process in terms of “having an emergency 
plan” has significant power in diffusing concerns from patients and families. In 
most cases, patients under 18 years of age are required to have a parent involved and 
lead these conversations. Until adulthood, parents will sign legal documents related 
to advance care planning on the patient’s behalf. However, as children grow and 
mature, they often have opinions and concerns of their own about the way they are 
treated in an emergency. Eliciting the patient’s preferences for involvement in 
advance care planning will allow them to feel respected and involved as much as 
they might like to be. Many parents worry that involving children in these conversa-
tions will have a stressful effect. While it is important to follow a parent’s lead, 
helping them see the benefits of transparency and empowerment of their child is part 
of the palliative role. Advance care planning in the pediatric population may also 
include helping parents prepare to advocate for their children into adulthood through 
guardianship and other mechanisms when appropriate. Specialist palliative care 
teams should have expertise and resources to aid in these and other discussions 
(Harmoney et al., 2019).

1.4.4 � Symptom Management

Palliative care teams are specially designed to identify, address, and alleviate patient 
suffering. Symptom management is often multifactorial, and palliative care teams 
follow a biopsychosocial model in evaluating the needs of a patient (AAP, 2019). 
The physical aspects of suffering are the factors most commonly described in the 
literature, albeit that description still leaves much unknown. Specialists in palliative 
medicine can assess current and possible therapies to address suffering, which may 
come in many forms and are often underappreciated. These therapies are a mixture 
of pharmacologic and nonpharmacologic interventions that are selected with care to 
ensure the maximum benefit and minimum side effect when employed. Many of the 
medications used for severe or especially intense symptoms are uncommon in the 
pediatric world, leading to a lack of comfort by some in treating the symptoms of 
patients with serious illness. Palliative care collaborates with pharmacists and the 
primary team to find the best method of caring for the patient, even if that treatment 
is as unusual as continuous infusions. Later in this publication you will read more 
about the members of the palliative care team with expertise in psychosocial and 
spiritual support who complement the medical providers as they collaborate to treat 
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the whole person. Social work and chaplaincy have long been part of the accepted 
standard interdisciplinary team, and they are increasingly joined by child life spe-
cialists, expressive therapists, and mental health professionals to further enhance 
symptom management.

1.4.5 � Connection Along the Care Continuum

Palliative care in adults is often involved at the very end of a serious illness journey. 
While this happens in children, especially those on an aggressive treatment course, 
it is much more common that pediatric palliative care teams are called early in a 
disease process and interact multiple times with the patient and family (Lee et al., 
2023). The team sees the patient and family as they transition between care settings, 
through the ups and downs of disease progression, and into the final stages of their 
disease (Fig. 1.1). These transitions present myriad opportunities for details, prefer-
ences, and histories to be mistaken, dropped, or forgotten. Problems within these 
transitions can be life threatening and shorten an already brief life. Palliative care 
teams should work as part of the overall care coordination process to ensure that 
patients are connected to care managers in their primary care provider or primary 
specialist office. They may also work closely with complex care teams, who have a 
unique role and often share patients with palliative care teams (Harris et al., 2023). 
A few programs have been created to address the unique problems of pediatric 
patients including the concurrent care hospice benefit (discussed later), Medicaid 
waivers that allow for consideration of medical need and complexity rather than 
income, and specialized practices for transitioning to adult care or addressing com-
plex, chronic needs.

Fig. 1.1  Palliative care involvement in terminal illness

1.4  Clinical Areas of Focus in Palliative Care
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1.5 � Unique Aspects of Pediatric Palliative Care

There are several distinctions of pediatric palliative care (PPC) that are worth con-
sidering. The complexities of chronic life-threatening pediatric illnesses lead to 
important decision-making dynamics within family units. PPC often involves deci-
sions for a vulnerable population of patients and surrogate decision-makers. By 
virtue of chronological age, developmental age, and neurobehavioral baseline, clini-
cians in PPC are often exposed to the subtle balance between evolving autonomy 
and decision-making capacity in their patients. Furthermore, PPC is associated with 
significant uncertainty around prognosis, expanded interdisciplinary roles, and lon-
ger durations of specialized palliative services coinciding with disease-modifying 
and curative treatments. Families become integral caregivers and experts in the care 
of their child. Often learning advanced skills in medical technologies and clinical 
assessments, parents are active participants in providing care to a degree that is not 
necessarily common in adults. Furthermore, parents are responsible for informed 
consent, yet a child’s autonomy and assent are normally balanced in the context of 
behavior and cognitive developments, which vary widely. A child’s involvement in 
decision-making will also change with time and maturity. These nuances require 
significant time and expertise to navigate.

Pediatrics is susceptible to considerable uncertainty around prognosis. 
Trajectories, even in the most severe diagnoses, such as a fatal genetic condition, are 
often unpredictable, especially around end-of-life timing. Prognosis is influenced 
by important decisions regarding short- and long-term life-sustaining interventions. 
These implications open the possibility for extended stays in hospitals or admission 
to long-term care facilities. Dependency on medical technologies becomes an 
important factor that parents consider based on goals. These decisions must be 
weighed by families and their providers as they navigate severe illness in the face of 
significant uncertainty. PPC providers are an important source of support as these 
decisions are being made.

Lastly, with its expansive developmental scope, additional interdisciplinary team 
members are crucial to pediatric palliative care teams. This may include pediatric 
behavioral specialists and child life specialists, who have specialized training in 
child development and psychology. In addition, chaplain support can be vital to 
offering comprehensive care in a family-centered manner for families with religious 
or spiritual identities. Many of these relationships require time and frequent follow-
up. The longitudinal relationship throughout an illness trajectory becomes a corner-
stone of pediatric palliative care. As more children with chronic illnesses survive 
into young adulthood, there is also an important role in transitioning to adult care 
teams. This can be challenging as many families have developed well-established 
relationships with pediatric providers.

1  Introduction and Definitions
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1.6 � Holistic Approach: Roles of Interdisciplinary Pediatric 
Palliative Care Team Members

Interdisciplinary pediatric palliative care teams are committed to complementarily 
addressing the physical, spiritual, and psychosocial needs of each child and family 
receiving care. Doing so requires ongoing clarification of skills, roles, resources, 
and team and individual priorities. More professional roles on a team increases the 
potential for creative problem-solving and holistic care, while also increasing the 
need for role clarity and time required for decision-making. A clear understanding 
of the roles of interdisciplinary pediatric palliative providers can help ensure effec-
tive use of these resources.

1.6.1 � Pediatric Palliative Care Social Worker

Social work is defined as a helping profession by the National Association of Social 
Workers (NASW) with a commitment to advocacy, social justice, and supporting 
well-being and the needs of individuals, families, and communities. Social workers 
maintain diverse roles in a variety of settings or specialty areas, drawing upon prac-
tical experience and theoretical frameworks to perform within three interrelated lev-
els of practice: micro (individual/family), mezzo (groups/organizations), and macro 
(large-scale systemic change).

The field of PPC social work continues to grow, and recently published defini-
tions of core competencies (Jonas et al., 2022) delineate the specific skill base of 
PPC social workers in the following areas: specialized knowledge of palliative care 
in childhood, education, research, and quality improvement; advocacy; care plan-
ning and care delivery/clinical intervention; communication/information sharing; 
decision-making/advance care planning; family-centered care/family system; inter-
professional team collaboration; evaluation/outcomes; program development; 
supervision and leadership; community capacity building; practical assistance 
(resource identification and referral); cultural responsiveness and antiracist action; 
self-care; well-being management; and reflective practice. Pediatric palliative care 
social workers have expertise in skilled psychosocial assessment; clinical consulta-
tion; brief therapeutic intervention; psychosocial and nonpharmacological approach 
to symptom management; concrete and practical resource assessment, referral, and 
advocacy; care coordination; anticipatory grief work; and bereavement care for a 
child with serious illness and their entire family. Alongside the interdisciplinary 
team, PPC social workers assist with complex medical decision-making. In addi-
tion, as defined by Jonas et al. (2022), they respond to and advocate for goals cen-
tered on personal and social roles and identities. Further, social workers assist a 
patient and their loved ones in adapting to and directly addressing disparities and 
challenges to their family, community, and cultural systems. PPC social workers 
also support clinicians and staff within their own health care institutions and PPC 
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teams. The total number of PPC social workers nationally is not well documented, 
but in a survey of 162 PPC programs, 53.5% included a PPC social worker, typically 
in a position representing 0.5 of a full-time equivalent (Feudtner et al., 2013).

1.6.2 � Pediatric Palliative Care Child Life Specialist

Certified child life specialists are health care professionals trained to provide psy-
chosocial support to children and their families in various medical settings. While 
the specific support provided varies based on the unique patient and family needs, 
the overarching aim is to minimize the negative psychological effects that a hospi-
talization or difficult diagnosis can have on a child and their family. Examples of the 
types of assistance provided range from procedural support to help navigate the 
challenges that arise when a child is diagnosed with a chronic or life-limiting ill-
ness, including:

•	 Using developmentally appropriate language to prepare a child for a procedure 
or to explain a diagnosis

•	 Creating a coping plan to support a child through a procedure or treatment
•	 Using play to provide a child with a sense of control and normalcy
•	 Familiarizing a child with medical equipment through play
•	 Supporting the healthy development of coping skills and the expression of emo-

tions through any combination of play, journaling, and other creative outlets
•	 Advocating for a child’s right to have as much knowledge as they choose regard-

ing their prognosis
•	 Assessing the needs of and providing support to siblings
•	 Guiding parents in discussing difficult news with their child(ren) in a develop-

mentally appropriate way
•	 Providing opportunities for memory making and legacy building that include the 

creation of lasting mementos and memories
•	 Providing bereavement support at the end of a child’s life

The integration of child life specialists into palliative care teams is relatively 
novel, with the first professional committee, Child Life Hospice and Palliative Care 
Network, being formed in 2022 (J. Mangers-Dean, personal communication, August 
17, 2023). However, the American Academy of Pediatrics (2000) acknowledged the 
value of child life specialists in improving the quality of life of pediatric palliative 
care patients as early as 2000 and, more recently, recognized child life as an integral 
component of the palliative care team in providing end-of-life care (Linebarger 
et al., 2022).

1  Introduction and Definitions
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1.6.3 � Pediatric Palliative Care Chaplain

The palliative care chaplain is an integrated member of the palliative care team 
whose goal is to partner with team members to meet the spiritual and emotional 
needs of patients and families in both clinical and hospital settings. The chaplain 
uses different spiritual assessments depending on the spiritual, religious, cultural, or 
existential beliefs of a patient and family. Individuals can find themselves in spiritu-
ally or existentially challenging spaces within their own belief systems, based on 
what they are facing from a medical perspective. A chaplain will try to assess and 
address this existential crisis or advocate for a person’s belief system by holding 
space and offering support. The ministry of presence is important in this space.

The palliative care chaplain is trained to offer spiritual and emotional support in 
clinical settings such as clinics, hospitals, and hospice facilities. Often a chaplain 
has completed Clinical Pastoral Education, is board certified, and has a master’s or 
doctoral degree. This person is trained to offer unbiased support with cultural humil-
ity, grounded in a patient’s spiritual understandings. In addition to patient support, 
the palliative care chaplain will also offer support for families, medical and non-
medical staff, and caregivers based on needs assessed.

A palliative care chaplain offers compassionate listening, holding space for 
patients and families, asking open-ended questions, and advocating for the cultural, 
spiritual, and existential beliefs of patients and families. Palliative care chaplains 
can also administer spiritual rites or connect people with pastors/priests/ministers 
from the patient’s belief systems in order to help with spiritual support. Palliative 
care chaplains are also often present near, or during, end of life to offer support for 
patients and families.

1.6.4 � Pediatric Palliative Care Psychologist

Pediatric psychologists are doctoral-prepared providers with training in develop-
mental psychology and psychopathology; social issues impacting youth and their 
families; evidence-based assessment, intervention strategies, and health promotion 
at the child, adolescent, and family levels; interdisciplinary team dynamics in care 
delivery; and research design, delivery, and evaluation (Palermo et al., 2014). These 
areas of competency highlight the unique skillsets that psychologists practicing in 
PPC contribute to the care of children and adolescents with serious illness and their 
families. For example, psychologists’ expertise in psychosocial assessment assists 
the PPC team in determining whether a patient’s or family member’s state of mind 
and reactions during disease progression are normative, adaptive, or maladaptive, 
which then directly informs selection and implementation of empirically supported 
interventions—such as various breathing and relaxation techniques for symptom 
management and proven therapeutic approaches for alleviating emotional distress 
in both the patient and their family—aimed at reducing suffering, maintaining or 
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improving quality of life, and supporting effective patient and family coping 
throughout the illness trajectory, including through end of life and into bereavement 
(Thompson et al., 2023).

A particularly valuable skillset possessed by well-trained psychologists is a com-
prehensive understanding of interdisciplinary psychosocial research methodology. 
In the PPC field, this entails the ability to navigate the challenges and ethical issues 
of research involving patients of diverse cognitive and physical abilities across vari-
ous short- and long-term care settings (Thompson et al., 2023). Many psychologists 
are proficient in designing research protocols, adapting methodologies for imple-
mentation within specialty PPC services where necessary, and then analyzing and 
disseminating the results. A recent study showed that more than two-thirds of pedi-
atric palliative care providers surveyed report a desire to have psychologists partici-
pate in their research because of their expertise in complex research design, 
advanced statistics, and scientific writing (Hildenbrand et al., 2021).
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Chapter 2
Pediatric Palliative Care Involvement 
in Specific Populations

2.1 � Perinatal Palliative Care

With advances in the prenatal diagnosis of life-limiting fetal conditions through 
imaging technology and noninvasive testing, many families discover that their 
unborn child has major congenital anomalies with potentially serious and life-
limiting sequelae before their child’s delivery. They may face the decision to termi-
nate the pregnancy (if services are legal and accessible) or to carry the pregnancy to 
term. When a pregnancy continues through delivery, parents may opt for aggressive 
medical management after birth, care focused solely on comfort, or initial resuscita-
tion and deferred decision-making until more information is obtained postnatally. 
Perinatal palliative care is an emerging field that extends the principles of palliative 
medicine into the prenatal period to support families and fetuses/neonates from the 
time of suspected diagnosis through bereavement care.

Perinatal palliative care is the multicomponent provision of care for fetuses or 
neonates with a serious illness in the perinatal period (22 weeks gestation to 28 days 
after birth) and their parents, families, and involved health care providers, aimed to 
relieve pain and control symptoms and to improve the quality of care for and well-
being of fetuses and infants and their families. It is holistic, family-centered, com-
prehensive, and multidimensional, so that it addresses not only the physical, but also 
psychological, social, and spiritual dimensions (Dombrecht et al., 2023). The 2019 
statement from the American College of Obstetricians and Gynecologists (ACOG) 
underscores the importance of perinatal palliative care in providing compassionate 
support to families facing a life-limiting diagnosis for their unborn child or new-
born. ACOG emphasizes the need for health care providers to offer comprehensive 
information about perinatal palliative care options, including pregnancy continua-
tion, comfort care, and end-of-life support. The statement highlights the signifi-
cance of patient-centered care, shared decision-making, and respect for families’ 
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values and preferences. ACOG also emphasizes interdisciplinary collaboration 
among health care professionals to ensure that families receive holistic care that 
addresses their physical, emotional, and spiritual needs throughout the perinatal 
period (ACOG, 2019).

Effective communication in perinatal palliative care involves clear and sensitive 
communication between health care providers and families, which is essential for 
establishing trust, addressing concerns, and facilitating shared decision-making. 
This underscores the importance of training health care professionals in communi-
cation skills and providing families with accurate and understandable information 
about their options.

2.1.1 � Perinatal Palliative Care Teams

Central to the success of perinatal palliative care is the collaboration and expertise 
of a multidisciplinary team. The perinatologist or obstetrician plays a crucial role in 
the perinatal palliative care team. They are responsible for diagnosing fetal condi-
tions, providing medical guidance, and facilitating discussions with the family 
regarding the prognosis and available options. The neonatologist is another essen-
tial member, particularly if the baby is born alive. They provide medical care to the 
newborn, manage symptoms, and coordinate care with other specialists as needed. 
Their expertise in neonatal medicine is invaluable in ensuring the comfort and well-
being of the baby. A pediatric palliative care specialist brings expertise in symptom 
management, pain relief, and psychosocial support for both the baby and the family. 
They work closely with the neonatologist to develop a care plan that aligns with the 
family’s goals and values, ensuring that every aspect of the baby’s care is tailored to 
their individual needs. The role of the nurse is paramount in perinatal palliative care, 
providing hands-on care, education, and emotional support to the family throughout 
the pregnancy, birth, and beyond. A social worker addresses the emotional, finan-
cial, and logistical challenges that arise for families facing a life-limiting diagnosis. 
They provide counseling, connect families with community resources, and help 
facilitate difficult conversations about end-of-life care and bereavement support. 
Finally, spiritual care providers offer emotional and spiritual support, helping fami-
lies navigate questions of faith, meaning, and purpose during this profoundly chal-
lenging time. They provide comfort and guidance, regardless of the family’s 
religious beliefs or practices.

2.1.2 � The Perinatal Palliative Care Consultation

In the prenatal period, the palliative care team collaborates with parents using shared 
decision-making to prepare a delivery plan addressing the goals of care for the neo-
nate once he or she is born. This plan is an important way to communicate parents’ 
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values and the discussions that have occurred during pregnancy to the team of pro-
viders present during labor and delivery. Especially in cases of diagnostic uncer-
tainty, it is important for parents to know that the plan can be altered based on their 
baby’s status after birth; these contingencies can be addressed in the birth plan as 
well (English & Hessler, 2013). The process of delivery planning can be supportive 
and therapeutic as well as an important communication tool. It allows families to 
express their fears, values, hopes, and wishes. It also allows palliative care providers 
to communicate to medical teams these wishes for the rest of the pregnancy, the 
delivery, birth, and time after. This has been demonstrated to decrease maternal 
stress and promote family-centered care (Cortezzo et al., 2020).

A delivery plan should reflect the following key areas, though the format 
may vary:

•	 Identifying information (baby’s name or the way in which he/she should be 
referred, parents’ names, description of baby’s medical condition)

•	 Anticipated labor/delivery process (support persons present, monitoring, mode 
of delivery, cord-cutting, lactation consultant)

•	 Desired interventions (extent of resuscitation, oxygen, suctioning, treatments for 
symptom management)

•	 Post-delivery care (feeding, bathing, spiritual requests, memory-making, loca-
tion of care, autopsy, organ or tissue donation, mortuary)

•	 Subsequent care should the baby survive through hospital discharge (pediatri-
cian, hospice referral, subspecialty care)

•	 Psychosocial support (sibling support, partner support, bereavement, religious or 
spiritual support)

In the neonatal period, perinatal palliative care teams can continue to support the 
parents/family with the shared decision-making process—information gathering; 
communication tailored to the parents’ needs, values, and wishes; education about 
what different paths may look like; conflict resolution; and longitudinal support 
through the child’s life.

Many teams also incorporate support for the health care providers—education 
about perinatal palliative care, formal and informal psychological support, and 
debriefings after death.

Perinatal palliative care programs can include a variety of components adapted 
to fit the specific needs of the setting where it is developed. Team structure may 
include any combination of medical and psychosocial support providers to meet the 
needs of the fetus/infant and their family as well as health care providers on both 
maternity and neonatal wards (Wool et al., 2016).

2.1.3 � Potential Barriers to Providing Perinatal Palliative Care

Despite its importance, perinatal palliative care faces several barriers that may hin-
der its widespread provision. One significant challenge is the lack of awareness and 
understanding among health care providers and the public about perinatal palliative 
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care options. This results in delayed or inadequate access to appropriate support for 
families facing a life-limiting diagnosis for their unborn child or newborn.

Furthermore, health care systems often lack standardized protocols and guide-
lines for perinatal palliative care, leading to variability in the quality and availability 
of services across different institutions and regions. Boan Pion et al. (2021) identi-
fied guideline awareness, additional training, and access to perinatal palliative care 
teams as satisfiers for health care professionals. A majority of health care providers 
expressed the need for perinatal palliative care guidelines (80%) and further pallia-
tive care training (94%) (Boan Pion et al., 2021). Inconsistency in guidelines and 
training can contribute to disparities in access to care based on factors such as geo-
graphic location, socioeconomic status, and cultural background.

Financial constraints also pose a barrier to providing perinatal palliative care as 
reimbursement policies may not adequately cover the comprehensive services 
required to support families throughout the perinatal period. This can limit the 
resources available for specialized medical interventions, psychosocial support, and 
bereavement services, further exacerbating the challenges faced by families during 
this difficult time.

Addressing these barriers requires concerted efforts to raise awareness, develop 
standardized guidelines, advocate for policy changes, and allocate sufficient 
resources to support the provision of perinatal palliative care. By overcoming these 
obstacles, health care providers can ensure that all families receive compassionate 
and comprehensive care when facing the diagnosis of a life-limiting condition in 
their unborn child or newborn.

2.2 � Children with Heart Disease

The birth prevalence of congenital heart disease (CHD) has increased over time and 
presently affects ~8–10 per 1000 live births (van der Linde et al., 2011; Gilboa et al., 
2016). Clinical advancements in the care of children with CHD have resulted in 
improved survival rates in this patient population, with >1 million children living 
with CHD in the United States (Gilboa et al., 2016; Blume et al., 2023; Bergsträsser 
et al., 2022). However, children living with CHD and advanced heart disease (AHD) 
are at risk of early mortality, disease trajectory uncertainty, and long-term comor-
bidities resulting in frequent hospitalizations with invasive interventions (Blume 
et al., 2023; Bergsträsser et al., 2022; Green et al., 2021). As such, this patient popu-
lation needs the involvement of both primary palliative care and specialty palliative 
care (Blume et al., 2023; Bergsträsser et al., 2022). These services may be provided 
by the interdisciplinary cardiology team and complemented by the subspecialty-
trained palliative care team on a consultative basis (Blume et al., 2023).

Studies have shown that pediatric palliative care (PPC) involvement in children 
with heart disease in a cardiac intensive care unit (CICU) occurs infrequently and 
late in the disease progression (Delgado-Corcoran et al., 2020; Green et al., 2021). 
The consultation usually occurs in the context of medical complexity and often 
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close to the time of death rather than the time of diagnosis despite that a large pro-
portion of children with congenital heart disease are diagnosed prenatally (Delgado-
Corcoran et al., 2020; Green et al., 2021).

There is potential to increase palliative care consults in children in the CICU by 
standardizing the process of involving PPC, such as using screening criteria to iden-
tify patients who might benefit from a consultation. The Center to Advance Palliative 
Care (CAPC) has published criteria to identify children with heart disease who 
would be well served by a specialized palliative care consultation (Friebert & 
Osenga, 2022). These criteria may be used to prompt either a suggested or auto-
matic consultation based on the complexity of heart disease, the presence of under-
lying neurologic or chromosomal diagnosis, frequency or duration of intensive care 
length of stay (>14 days), hospital length of stay (>3 weeks), and decision-making 
around the adoption of therapeutic technologies such as extracorporeal membrane 
oxygenation (ECMO), ventricular assist device, or organ transplantation (Friebert 
& Osenga, 2022).

Headrick et al. (2023) described the use of CICU length of stay of more than 
14 days as screening criteria to identify patients eligible for a PPC consultation. The 
meeting of screening criteria was followed by a huddle between CICU staff mem-
bers and PPC to determine the appropriateness of the consult. This quality improve-
ment project resulted in a significant and clinically important increase in PPC 
consultation rates in a CICU where the rates of PPC consultation were traditionally 
low (Headrick et al., 2023). The use of screening criteria has the benefit of reducing 
the variability for who gets a PPC consultation and when. Pediatric CICUs would 
do well to emulate adult ICUs where the widespread use of screening criteria has 
led to increased palliative care consultation and decreased time to palliative care 
referral while reducing ICU resource utilization and improving the family and 
patient experience (Zalenski et  al., 2017). Moynihan et  al. (2019) described a 
champion-based model where designated CICU-based champions reinforce the 
PPC team through a variety of methods, including staff training, implementing 
quality improvement initiatives, and serving as a liaison between the PPC and 
CICU teams.

2.2.1 � Benefits of Palliative Care Integration for Children 
with Heart Disease

The involvement of PPC consultation in children with heart disease is associated 
with improved quality of life, decreased hospital length of stay, and fewer invasive 
interventions at the end of life (Gilboa et al., 2016; Green et al., 2021; Delgado-
Corcoran et al., 2020; Marcus et al., 2018). Among children with CHD and AHD, 
PPC consultation has been shown to support goal-concordant care that results in 
fewer deaths in the ICU during active resuscitation attempts, increased comfort 
care, and more deaths at home rather than in the hospital  compared to children 
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without PPC (Delgado-Corcoran et al., 2020; Marcus et al., 2018; Moynihan et al., 
2021). As such, leading organizations, including the American Academy of 
Pediatrics (AAP) and the Improving Palliative Care in the Intensive Care Unit 
Advisory Board, recommend pediatric palliative care involvement at the time of 
diagnosis of a potentially life-limiting condition and continuing throughout disease 
trajectory, regardless of the outcome (Boss et al., 2014; AAP, 2014).

Referral at the time of diagnosis facilitates PPC involvement early in the disease 
trajectory, thus allowing the PPC team to build longitudinal relationships with 
patients and families throughout the duration of illness, facilitating early conversa-
tions about the goals of care and advance care planning (Moynihan et al., 2021). 
These relationships relieve patient and caregiver symptoms of pain, stress, anxiety, 
and depression while also providing end-of-life and bereavement support (Temel 
et al., 2017; El-Jawahri et al., 2017). A randomized trial in infants prenatally diag-
nosed with single-ventricle heart disease found that PPC referral prior to the first-
stage palliative surgery was associated with decreased maternal anxiety and 
improved communication and family relationships (Hancock et al., 2018). Surveyed 
providers believe that prenatal PPC consults for patients with hypoplastic left heart 
syndrome provide a variety of benefits to families, including education, emotional 
support, and continuity of care (Lowenstein et al., 2020).

Overall, children with heart disease have highly intensive care at the end of life. 
However, involvement of PPC results in lower intensity of care and fewer interven-
tions initiated in the last 14 days of life compared to those without PPC (Songer 
et al., 2023). The fact that children with heart disease have intense care at end of life 
regardless of PPC involvement suggests that goals of care of these families often 
align with pursuing life-prolonging treatment concurrently with the receipt of PPC 
(Marcus et al., 2018). This is in contrast to the perception that PPC consultation 
undermines parental hope or makes parents feel like the medical team is giving up, 
which is a barrier to PPC consultation elicited by cardiologists and pediatric cardio-
thoracic surgeons (Balkin et al., 2017).

2.2.2 � Barriers and Facilitators to Palliative Care Integration 
for Children with Heart Disease

Despite the demonstrated benefits of palliative care in children with heart disease, 
there are barriers to its accessibility. Cardiologists worry about lack of benefit from 
PPC, involvement of new teams, fear of undermining parental hope, concerns that 
PPC will be poorly accepted by parents, and concerns that the philosophy of the 
palliative care team is inconsistent with provider therapeutic approach or that PPC 
only assists with end-of-life issues and is only appropriate for children who are 
dying or expected to die (Balkin et al., 2017). Pediatric congenital cardiothoracic 
surgeons also expressed concerns about the perceptions of “giving up” on the patient 

2  Pediatric Palliative Care Involvement in Specific Populations



23

and of undermining parental hope (Morell et al., 2021). Unfortunately, there is a 
common misconception that PPC services are only useful for end-of-life care, or 
when all curative efforts have been exhausted, when, in fact, pediatric palliative care 
involvement works best when integrated with curative efforts early during the dis-
ease trajectory (Bogetz et al., 2014). Additionally, there is an unfamiliarity about the 
scope of practice of palliative care (Afonso et al., 2021). Barriers specific to the 
CICU include high prognostic uncertainty, availability of invasive technologies, and 
the focus on survival outcomes (Moynihan et  al., 2021, 2019). Indeed, research 
indicates that, among children with CHD and AHD, PPC consultation often occurs 
later in the disease trajectory, suggesting that consultations do not occur until a time 
of crisis (Green et al., 2021; Marcus et al., 2018). While still beneficial, palliative 
care consultation in the context of crisis limits the ability of the PPC team to do 
what it does best—build a longitudinal relationship with families throughout the 
entire illness trajectory and ensure that the families’ values, goals of care, and 
advance care planning are followed (Goloff & Joy, 2018).

Despite barriers to integrating PPC in children with heart disease, intensive care 
providers recognize that PPC helps facilitate multidisciplinary care conferences, 
assists with symptom management, and expertly navigates sensitive conversations, 
including end-of-life care discussions with families of critically ill children 
(Richards et al., 2018; Ciriello et al., 2018). Headrick et al. (2023) explored ICU 
providers’ and families’ perspectives toward PPC after the implementation of 
screening criteria to increase palliative care consultation in children with prolonged 
CICU stay. The project demonstrated that PPC is valued by CICU providers and 
families. CICU providers appreciate PPC involvement in supporting decision-
making, identification of families’ goals of care, decisions about end-of-life care, 
and psycho-spiritual support for families. Families stated that they value PPC in 
assisting with communication with the primary team, understanding their hopes and 
worries, and supporting their spiritual, psychological, and emotional needs 
(Headrick et al., 2023).

2.2.3 � Conclusions

PPC consultation rates in children with heart disease are low and occur late in the 
disease trajectory. Consultation should be considered at the time of complex heart 
disease diagnosis either prenatally or postnatally in the presence of other comor-
bidities. Studies within the cardiac patient and provider populations have demon-
strated that PPC is beneficial for the child, the family, and the care providers. More 
studies are warranted to evaluate how referral criteria can help connect families with 
PPC in a timely manner and measure the impact of PPC in the pediatric heart dis-
ease population.
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2.3 � Pediatric Oncology

2.3.1 � Integration of Pediatric Palliative Care into Pediatric 
Hematology–Oncology Practice

Pediatric hematology–oncology (PHO) is a unique field that presents both opportu-
nities and challenges for the pediatric palliative care provider. Cancer is both less 
commonly diagnosed and more likely to be successfully treated in children com-
pared to adults (Siegel et al., 2023a). In the United States, approximately 15,190 
children and adolescents from birth to 19 years were expected to be diagnosed with 
cancer in 2023, and 4.4% of all new cancers will be diagnosed in adolescents and 
young adults (15–39 years of age; Siegel et al., 2023b). Fortunately, most pediatric 
cancer patients are expected to become long-term survivors of their disease. 
Unfortunately, cancer remains the leading illness-based cause of death for children 
and adolescents, and multimodal cancer therapy often results in a host of acute and/
or chronic physical and psychological symptoms.

Pediatric palliative care aims to relieve suffering and improve the quality of life 
for children and their loved ones during disease-directed therapies and beyond, 
either into survivorship or to end-of-life care and parental bereavement (AAP, 
2000). PHO is a field with clear palliative care overlap as patients are faced with 
serious life-threatening illnesses that may result in death, and they require some-
times painful, intensive, and high symptom-burden therapies for a chance at disease 
remission or cure. In fact, early integration of PPC principles and subspecialty pal-
liative care services into the care of children with cancer is considered best clinical 
practice (Ferrell et al., 2018; Mack & Wolfe, 2006; Weaver et al., 2015; Kaye et al., 
2016), yet implementation remains challenging due to provider beliefs (Hilden, 
2016), concerns about parental hopes (Kaye et al., 2020; Levine et al., 2017), and 
limited availability of PPC practitioners/services.

Early integration of palliative care as a standard of care into oncology therapy 
allows for proactive identification of physical, social, spiritual, and psychological 
suffering within the patient and family context due to disease and its treatment 
(Ferrell et al., 2017, 2018; Weaver et al., 2015). PPC clinicians are experts in empa-
thetic communication, and numerous studies have noted that parents of children 
with cancer perceive honest, clear communication as centrally important to their 
child’s care (Contro et  al., 2002; Kaye et  al., 2021a, b). Palliative care has been 
shown to improve quality of life, decrease depressive symptoms, and improve 
patient outcomes for those with cancer (Temel et al., 2010). Palliative care can ben-
efit pediatric cancer patients by decreasing physical symptoms and improving fam-
ily preparedness for end of life (Wolfe et al., 2000b, 2008; Vern-Gross et al., 2015).

Pediatric palliative care providers need to understand several tenets within oncol-
ogy practice to best synergize care with pediatric oncology providers. The National 
Hospice and Palliative Care Organization (NHPCO, 2022) identifies four diagnostic 
categories, based on disease characteristics, of the types of patients who should be 
afforded PPC services. Advanced or progressive cancer or cancer with a poor prog-
nosis (along with severe congenital heart disease, trauma, sudden severe illness, or 
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extreme prematurity) is designated as a Group 1 diagnostic category, which is 
defined as “life threatening conditions for which curative treatment may be feasible 
but can fail, where palliative care services may be beneficial alongside attempts at 
life-prolonging treatment and/or if treatment fails” (NHPCO, 2022). Cancer therapy 
can be difficult—symptoms from both the disease itself and from therapeutic 
modalities can negatively impact the quality of life, and many patients are willing to 
accept symptoms in pursuit of cure or even life prolongation. Oncology patients are 
typically cared for by a robust interdisciplinary team that provides wrap-around care 
for these patients and families. This team ideally begins to build relationships with 
a patient and family at diagnosis and follows closely throughout the disease trajec-
tory, which can lead to friction at the introduction of a “new” supportive team if 
PPC is brought in later in the disease trajectory.

The oncology team must support the complex interplay between hope for cure 
and anticipation of potential mortality throughout the cancer trajectory (Wolfe et al., 
2000a). Historically, PHO providers have worried that honest prognostic disclosure 
may lead to a decrease in parental hope, yet more recent work with cancer patients 
and their parents has shown this to be false (Kaye et al., 2020; Levine et al., 2017). 
In addition, some providers are at times hesitant to involve palliative care as they 
worry that patients/families “aren’t ready yet.” Provider concern regarding the tim-
ing of palliative care consultation has been disputed in surveys of patient/parent 
dyads whereby very few children (1.6%) or parents (6.2%) were opposed to the 
integration of a palliative care team at cancer diagnosis, and children with refractory 
symptoms were significantly more interested in palliative care involvement (Levine 
et al., 2017).

There are also times when a child has an incurable cancer but may not progress 
quickly to death. As the research and therapeutic options for high-risk cancers have 
evolved, there have been therapeutic developments that may allow more patients to 
live with cancer without the promise of permanent cure. These patients are a highly 
challenging area for palliative care as oncologists are often faced with delivering 
serious news regarding the incurability of a cancer and then immediately following 
this conversation with a discussion regarding further treatment options. This thera-
peutic uncertainty coupled with the toxic nature of many treatments requires provid-
ers to provide honest, empathetic communication with families to assure 
decision-making is family-centered and goal-directed. Research in this area shows 
that better prognostic understanding by the family and participation in advance care 
planning due to palliative care involvement lead to fewer reported symptoms, less 
suffering, and decreased parental regret after a child dies (Mack et al., 2015).

2.3.2 � Benefits of Palliative Care Integration for Children 
with Cancer

Pediatric cancer patients who are involved with the pediatric palliative care team 
receive numerous benefits including improved symptom detection and management 
(Wolfe et  al., 2008; Zhukovsky et  al., 2009; Schmidt et  al., 2013), improved 
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coordination of care across settings (Zhukovsky et  al., 2009), and more honest, 
timely communication (Kassam et al., 2015). Children and adolescents with cancer 
who have  palliative care support are more likely to participate in advanced care 
planning to ensure that their care is goal directed (Weaver et al., 2015; Wolfe et al., 
2008; Kassam et al., 2015). They also tend to have fewer hospital admissions and 
shorter lengths of stay (Fraser et al., 2013; Mitchell et al., 2017; Lo et al., 2022; 
Cheng & Wangmo, 2020). Cost savings for young people with cancer receiving pal-
liative care were estimated to be $46,632 per hospitalization; mean daily savings 
were $1163 per day (Kaye et al., 2021c). Children with home-based palliative care 
services were found to have patient- and family-reported improvement in quality of 
life, and these children were more likely to die at home (Friedrichsdorf et al., 2015). 
Finally, children with cancer who are supported by PPC are more likely to enroll in 
hospice care and are less likely to die in the intensive care unit (Weaver et al., 2015; 
Wolfe et al., 2008; Snaman et al., 2017).

Symptom management expertise from PPC clinicians offers another unique and 
valuable benefit to PHO patients as the course of treatment may entail a significant 
symptom burden and contribute heavily to patient suffering (Levine et al., 2017). 
Additionally, there is a delicate interplay between a pediatric patient’s well-being 
and the well-being of their parents/guardians. PPC involvement has been shown to 
improve the physical and mental health of pediatric patients’ families due to more 
effective symptom management. Studies have shown a cause-and-effect cascade 
when delayed introduction of psychosocial support for patients and families leads 
to increased suffering and worsening symptoms, which correlate with impaired 
parental functioning (e.g., increased depressive symptoms and poorer coping in par-
ents) (Olagunju et al., 2016; Ullrich et al., 2017).

In addition to a family’s mental and physical well-being, communication is also 
improved with the addition of PPC services. Families who did not receive PPC ser-
vices have been found to be at higher risk of not receiving critical end-of-life com-
munication including anticipatory guidance about death and the dying process and 
preparation for the medical aspects surrounding their child’s death (Kassam 
et al., 2015).

2.3.3 � Potential Barriers to Palliative Care Integration 
for Children with Cancer

Despite the robust data proving substantial benefit, the early integration of palliative 
care services into pediatric cancer care remains challenging. Barriers may occur at 
multiple levels but have been categorized recently as (1) policy or payment barriers 
due to laws or insurer policies, (2) health system barriers such as workforce and 
access issues, (3) barriers due to organizational structure, culture, or policy, and (4) 
individual barriers due to beliefs, experiences, or resources of patients, families, 
and/or providers (Haines et al., 2018).
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2.3.3.1 � Policy and Payment Barriers

Many of the intensive psychosocial services required for these patients and families 
are historically under-reimbursed financially (Keim-Malpass et  al., 2013). 
Unfortunately, coverage at times is dependent on local/regional policies, including 
state Medicaid, state waiver-based insurance plans, and/or access for those with 
private insurance plans, which can lead to inequities within or amongst regions 
(Haines et al., 2018). One way to address these barriers is to increase state funding 
and support/expansion of the Medicaid Concurrent Care for Children Requirement 
(Patient Protection and Affordable Care Act Section 2302), which would afford 
children the opportunity to be enrolled in concurrent hospice services without for-
going their current treatments within oncology. Concurrent hospice and therapeutic 
care supports families who often have blended goals of helping their child to live as 
long as possible (disease-directed or life-prolonging therapy) and to be as comfort-
able as possible (symptom- and comfort-focused care). In addition to expanding 
concurrent hospice services via state funding and support, the other option is to 
globally look at revising the hospice insurance benefit and removing the stipulation 
of “either-or” hospice or disease-directed therapy and instead offering the opportu-
nity for patients, families, and children to gain hospice services without forgoing 
other treatments or relationships with their trusted care providers.

2.3.3.2 � Workforce and Access Barriers

The availability of PPC teams has increased exponentially over the past several 
decades; however, most of the services rendered are in the inpatient or hospital set-
ting, and some require philanthropic or grant-based funding to remain solvent 
(Haines et al., 2018). Staffing pediatric palliative teams, especially for 24/7 cover-
age, home-based support, and parental and sibling bereavement before and after the 
loss of a child can be challenging. Few pediatric-specific palliative care training 
programs exist, and special expertise is required to care for pediatric cancer patients 
nearing the end of life. Pediatric oncology providers are increasingly likely to pur-
sue primary palliative care education, yet palliative education is not a requirement 
for pediatric oncology fellowship graduation or practice (Baker et  al., 2007). In 
response, the field of pediatric palliative oncology has been developed to meet the 
specific needs of children with cancer (Snaman et  al., 2020; Kaye et  al., 2016). 
Unique dual programs have been created to train subspecialty providers with expert-
level skills in both disciplines; however, dual-trained clinicians remain sparse, 
which emphasizes the importance of pediatric palliative care provider willingness 
and knowledge to care for these complex patients with oncologic diagnoses (Snaman 
et al., 2020).

In the ideal balance between primary and subspecialty pediatric palliative care, 
most primary palliative care is provided by pediatric oncology clinicians, while 
subspecialty palliative care is reserved for refractory symptom management and 
family-centered communication surrounding grief, anticipatory guidance at end of 
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life, and advanced care planning. Targeted engagement with the limited resource of 
subspecialty palliative care is an important consideration and allows for a focus on 
specific areas where there is a high need such as those recommended by CAPC 
(2022), including diffuse intrinsic pontine glioma, stage IV neuroblastoma, meta-
static solid tumors, any other cancer with projected 5-year event-free survival <40% 
with currently available therapies, new diagnosis with complex pain or other symp-
tom management issues, and any disease in which hematopoietic stem cell trans-
plantation is part of the upfront treatment plan.

2.3.3.3 � Organizational Structure, Culture, and Policy Barriers

Barriers also stem from complex care management across multiple settings and 
provider groups. In fact, the palliative care consultative model requires that an 
oncology provider must be aware of the PPC team and understand the palliative care 
benefits for their patient before a consultation can even be placed. Adding a PPC 
team to an already complex management situation can be beneficial to the patient 
and family while also complicating the care received by the patient. In addition, due 
to workforce and reimbursement issues described above, the PPC team is involved 
with only a fraction of the oncology patients at an institution.

2.3.3.4 � Individual Patient/Provider Barriers

Barriers reported in the literature (pertaining primarily to clinical practice in the 
United States) include PHO clinician perceptions that families “aren’t ready” for 
specific prognostic or goal-directed conversations (Hilden, 2016). A growing body 
of literature, however, details parent and patient acceptance of early integration of 
PPC into the care plan.

Oncologists and the interdisciplinary oncology teams often believe they are pro-
viding a high degree of support and care for children with serious illness and may 
resist engagement with another interdisciplinary team (Humphrey & Kang, 2015). 
Oncologists may also lack knowledge or have underlying beliefs about the utility of 
pediatric palliative care for their patients, and they may believe that concurrent 
goals of cure and comfort are at odds (Dalberg et al., 2013). As palliative care has 
become an increasingly broad discipline serving to improve quality of life regard-
less of the trajectory of a disease, the myths equating palliation to hospice or com-
fort support are dissipating, yet this belief may still dictate practice for some 
providers (Haines et al., 2018). Barriers may stem not only from medical providers, 
but also from providers of psychosocial supportive services on the primary onco-
logic care team who may have concerns surrounding therapeutic relationships and/
or duplicative services when additional supportive teams are consulted (Dalberg 
et al., 2013). Finally, as the supportive services of a palliative care team are often 
stretched across the hospital system, it is difficult to meet the acute and immediate 

2  Pediatric Palliative Care Involvement in Specific Populations



29

needs of all potential patients in oncology; thus, equitable early engagement often 
is not possible for all patients with the same diagnosis.

Patients and families may have similar misgivings or misconceptions about pal-
liative care equating to end-of-life care. This is especially true when the patient is 
referred late in their illness (Haines et al., 2018). When patients have few options for 
cancer-directed therapy and are unlikely to be cured, some families have difficulty 
both pursuing additional chemotherapy while engaging with the palliative care 
team, though evidence shows that PPC can foster hope rather than take it away 
(Kaye et  al., 2020; Baker et  al., 2008). Despite these anecdotal parent concerns, 
most parents are incredibly open to early integration of PPC into cancer care when 
it is defined as holistic support for the patient and family (Levine et al., 2017).

Cultural barriers can also pose challenges to the integration of the PPC team, 
including beliefs about how to involve children in diagnosis and treatment, who 
should be the primary decision-makers for a child with cancer, and how and when 
to talk to children about their imminent death. Through shared decision-making, 
both the oncologist and palliative care clinicians can work to de-stigmatize PPC and 
operate from patient- and family-identified goals of care and definition of quality 
of life.

2.3.4 � Palliative Care Integration Opportunities for Stem 
Cell Transplantation

Hematopoietic stem cell transplant (HSCT) is an intensive, primarily inpatient ther-
apy that seeks to provide curative options for children with certain cancers and other 
diagnoses. With HSCT, the symptom burden can be quite high, with a substantial 
risk of both acute and long-term problems and/or death. Data for adolescent and 
young adult patients post HSCT who subsequently died compared with non-HSCT 
oncology patients showed that the HSCT group was more likely to die in the ICU, 
receive mechanical ventilation, and undergo hemodialysis in the last 30 days of life 
(Snaman et al., 2018). The barriers to PPC engagement in HSCT are similar to those 
in PHO in general, while this patient population in particular may elicit significant 
benefits with collaborative engagement. With the high potential benefit of having a 
PPC consultation, it is also an area worth investigating as a trigger criterion.

2.3.5 � The Future of Pediatric Oncology and Palliative Care

As training opportunities expand and oncologists seek additional education in pal-
liative care, there are opportunities for embedding palliative care physicians in 
oncology teams across the country.
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New symptom measurements are validated in pediatric oncology practice to 
include the Patient Reported Outcomes for Common Terminology for Cancer 
Toxicity Events (PRO-CTCAE; National Cancer Institute, 2023). The CTCAE 
scoring rubric is used in most oncology trials to denote grading of side effects from 
a provider perspective; however, the PRO-CTCAE is a patient report of symptom 
outcomes, and the pediatric version is now available free of charge through the 
National Cancer Institute for use in pediatric trials. Incorporation of these symp-
tom scores into the clinical care of PHO patients and as trial metrics will provide 
the most reliable information about symptom prevalence, severity, and duration, as 
well as feedback on the management of symptoms, offering oncologists new 
opportunities to engage with PPC teams and evaluate the effectiveness of symptom 
management.

Expansion of concurrent hospice and therapeutic care services may also broaden 
the reach of palliative care teams to patients with oncologic diagnoses, which could 
impact the potential for added symptom management opportunities in the home set-
ting, decreased emergency room visits and hospitalizations, and perhaps a higher 
percentage of patients with end-stage cancer who have the opportunity to die at 
home instead of in the hospital.

Close partnerships between oncology teams and palliative care teams also offer 
earlier engagement, bilateral team growth to meet the expanding needs of patients, 
and opportunities for added engagement in the setting of chronic cancer syndromes 
(e.g., patients living with cancer for years without remission or progression).

2.3.6 � Conclusions

Pediatric palliative care and pediatric oncology teams have promising opportuni-
ties to collaborate in the holistic care of children with oncologic diagnoses. 
Pediatric cancer patients and families involved with PPC experience measurable 
benefits in symptom management, anticipatory guidance/advance care planning, 
coping, mental/physical health, and communication. There are still barriers to 
engaging PPC teams even as the workforce develops and as stigmatization of 
PPC as relevant only to hospice and end-of- life care declines. With new and evolv-
ing treatments, technologies, and modalities, more children are living with chronic 
cancer diagnoses and undergoing treatments with higher potential complications 
and symptom burden, as in bone marrow transplantation, which offer new oppor-
tunities to partner with PPC. The hope of many patients, families, and providers is 
that as PPC evolves as a field, access and equity will improve and there will be 
more opportunities to engage earlier during the diagnosis and treatment of pediat-
ric oncologic diseases.
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2.4 � Pediatric Neurology

Many patients with neurological conditions face chronic symptom burdens, limited 
treatment options, and unpredictable trajectories, making them good candidates for 
palliative care support. Benefits of PPC involvement for patients with neurological 
diagnoses include (1) support with symptom management, (2) psychosocial and 
spiritual support for families facing long-term and variable prognoses, (3) longitu-
dinal goals of care and advance care planning discussions, and (4) end-of-life sup-
port, including hospice and bereavement services for parents and siblings. However, 
barriers to effective PPC integration with neurology exist, including (1) how to 
determine when specialty palliative care offers value in addition to the primary pal-
liative care provided by neurologists, (2) when to refer patients with variable dis-
ease courses, and (3) the absence of disease-specific palliative guidelines for 
pediatric neurological disorders (Lyons-Warren et al., 2019).

2.4.1 � Palliative Care Involvement in Children with Primary 
Neurological Diagnoses

The American Academy of Neurology formally recognized the need for neurolo-
gists to use the principles of palliative medicine in 1996, and since then, the adult 
and pediatric neurology communities have consistently validated the importance of 
palliative care involvement for patients with neurological diagnoses (Borasio, 2013; 
Provinciali et al., 2016). Estimates of the percentage of children with primary neu-
rological diagnoses receiving palliative care are limited in the literature. However, 
existing data suggests that referrals for primary neurological disorders are common 
in PPC. At our institution, a tertiary care children’s hospital in the Intermountain 
West, from January 2007 to October 2021, 452 patients with a primary neuromus-
cular diagnosis were referred to PPC (16% of total referrals), and 1157 patients with 
a genetic or congenital syndrome were referred (42% of total referrals), many of 
which have a primary neurological problem. In a pediatric multicenter study of 515 
palliative care patients, genetic (40.8%) and neuromuscular (39.2%) diagnoses 
were common, suggesting significant use of palliative services by patients with neu-
rological conditions (Feudtner et al., 2011).

2.4.2 � Palliative Care for Infants with Neurological Diagnoses

Infants with neurological disorders present unique challenges for the PPC and neu-
rology teams as new diagnoses, unexpected clinical courses, and the need for dis-
cussions about prognosis are particularly stressful for families of newborns. Each 
diagnosis has its own considerations, including infants with neuromuscular 
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disorders that may require long-term feeding or respiratory support, hypoxic 
encephalopathy with profound brain injury, severe structural brain abnormalities 
such as lissencephaly and genetic epilepsies to name a few. These families may 
benefit from meeting with PPC early to start to consider prognosis and treatment 
options and to delineate goals that impact the patient and family.

2.4.3 � Benefits of Palliative Care for Children 
with Neurological Diagnoses

Addressing issues related to quality of life for patients with lifelong neurological 
conditions is a fundamental part of high-quality care (Defanti & Ad Hoc Working 
Group of the Italian Neurological Society, 2000). For neurology patients with 
chronic illness, palliative care involvement has been associated with improved 
symptom management. Failure to utilize a palliative care specialist contributes to 
worse control for both physical and cognitive symptoms, along with an increase in 
physical and emotional distress for the patient and the family (Dallara et al., 2014). 
While no prospective or randomized controlled studies have evaluated the impact of 
palliative care involvement specifically in pediatric neurology patients in the inten-
sive care setting, one study based in a neonatal intensive care unit, including patients 
hospitalized for primary neurological issues, found that palliative care involvement 
increased the frequency of redirection of care when this aligned with parent goals, 
as well as increased do-not-resuscitate orders (Younge et al., 2015). Examples of 
effective integration of palliative care in neurology can be seen in neuromuscular 
clinics, which also tend to be interdisciplinary (Ho & Straatman, 2013). Finally, 
parents of children with neurological diagnoses, especially severe neurological 
impairment, have often reported feeling isolated as they face significant caregiving 
burdens, even when their child’s disease process is relatively stable (Steele, 2000; 
Bogetz et al., 2021). Parents have expressed the feeling that they are the only ones 
who understand their child’s holistic picture and that it can be burdensome to fre-
quently repeat information and coordinate with other subspecialists (Bogetz et al., 
2021). Palliative care providers are well suited to support these communication and 
psychosocial needs (Hauer & Wolfe, 2014).

2.4.4 � Barriers to Palliative Care Involvement for Children 
with Neurological Diagnoses

While there is significant support for early integration of PPC in patients with pri-
mary neurological diagnoses (Oliver et al., 2016), several barriers still exist. First, 
many neurologists may feel comfortable providing some primary palliative care and 
feel unclear about when to refer for specialist support. Second, for patients with 
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unpredictable trajectories or extended periods of stability, it can be difficult to deter-
mine the optimal time for PPC involvement. There may also be institutional barriers 
to collaboration. A survey of neurology and palliative care teams from six sites in 
the United Kingdom showed that a minority (36%) of neurologists reported “good 
or excellent” collaboration with palliative care services (Hepgul et al., 2018), and 
another study found that some neurologists expressed confusion about how to effec-
tively integrate the interdisciplinary palliative team with the neurology service 
(Vanopdenbosch et  al., 2017). Additionally, while disease-specific guidelines for 
palliative care involvement exist for some adult neurological disorders, these do not 
exist in pediatrics. Research to help define PPC referral metrics for pediatric neurol-
ogy patients is needed. Finally, misconceptions about palliative care, such as equat-
ing it with giving up or exclusively applying to end-of-life scenarios, create barriers 
to palliative involvement in many specialties, including neurology.

2.4.5 � Conclusion

Pediatric patients with primary neurological diagnoses face uncertain prognosis, 
limited life expectancy, high symptom burden, and demanding roles for caregivers. 
They benefit from frequent and evolving conversations around goals of care and 
may benefit from hospice involvement at the end of life. The literature demonstrates 
the benefit of PPC in settings such as the ICU and neuromuscular clinics, but gaps 
exist in terms of better integrating PPC more broadly. Understanding the benefits 
and roles of interdisciplinary PPC providers can support the appropriate use of pal-
liative services for patients with primary neurological diagnoses.

2.5 � Children and Youth with Special Health Care Needs

Children and youth with special health care needs (CYSHCN) are described by the 
Health Resources and Services Administration’s Maternal and Child Health Bureau 
(MCHB, 2022) as “those who have or are at increased risk for a chronic physical, 
developmental, behavioral, or emotional condition and who also require health and 
related services of a type or amount beyond that required by children generally.” 
Much has been learned about this population through the annual National Survey of 
Children’s Health (NSCH) conducted by the United States Census Bureau 
(Ghandour et al., 2022). The survey is sent to US households and is completed by 
parents or guardians regarding young people living in the home. Data from the 2019 
to 2020 survey period indicate that 14.1 million children (or 19.4% of young peo-
ple) in the United States were designated as CYSHCN (Health Resources and 
Services Administration MCHB, 2022). Use of the screening tool with families in 
Europe yielded similar rates of prevalence (Davis et al., 2015). The designation of 
CYSHCN is broad and includes young people diagnosed with asthma, autism 
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spectrum disorder, ADD/ADHD, Tourette syndrome, brain injury, epilepsy, genetic 
conditions, and cystic fibrosis, among others (Davis et al., 2015). Factors consid-
ered in designation as CYSHCN include use of prescription medications, functional 
limitations, and service utilization (medical, education, behavioral health) 
(Ghandour et al., 2022). The community of CYSHCN includes young people with 
a wide variety of diagnoses, prognoses, life expectancies, and illness effects, not all 
of whom have need for PPC. Those with significant service utilization and/or func-
tional limitations often benefit from PPC involvement.

2.5.1 � Children with Medical Complexity

Children with medical complexity, a subgroup of CYSHCN, are identified by pro-
longed and/or frequent hospitalizations, intensive service needs, technology/medi-
cal support dependence (e.g., ventilator use, gastrostomy feeding, dialysis), and 
increased care coordination needs (Cohen et al., 2011; Kuo et al., 2016). An esti-
mated 320,000–1,200,200 children meet this description, representing 0.4–1.6% of 
the total population of children in the United States (Warren et al., 2022). It has been 
noted that this population has increased over the last 20  years, attributable to 
improved treatments and survival for conditions such as prematurity and congenital 
diseases, as well as improvements in acute care delivery (Cohen et al., 2011; Zorko 
et al., 2023). Children with medical complexity are estimated to utilize one-third of 
health care spending for all children in the United States (Kuo et al., 2016).

The 2022 MCHB Guiding Principles for services to CYSHCN include four areas 
of priority: “health equity, family and child well-being and quality of life, access to 
services and supports, and financing of services” (Warren et al., 2022). Families of 
children with medical complexity often navigate multiple subspecialist appoint-
ments and recommendations, medications, supplies, and education advocacy in 
addition to direct care needs. Unexpected events such as hospitalizations, changes 
in home nursing or school staffing, or acute illness can tax already limited resources. 
The segment of the CYSHCN population that is most often referred to pediatric 
palliative care includes those facing such obstacles given the field’s emphases on 
family support and education, care coordination, supported decision-making, and 
symptom management.

2.5.2 � Disparities Affecting Children and Youth with Special 
Health Care Needs

Given that quality of life and family support are essential considerations in pallia-
tive care, providers must practice with knowledge of social circumstances’ effects 
upon the course of illness. Further, providers need to understand that disparities can 
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increase disease burden by creating barriers to helpful treatments or supports. 
Important disparities affect the CYSHCN community (Ghandour et  al., 2022; 
Warren et al., 2022). Families of CYSHCN have higher rates of poverty and receipt 
of public assistance (Warren et al., 2022; Schiff et al., 2022). CYSHCN living in 
poverty have higher rates of disability, and those with disability have increased 
unmet needs, decreased access to services, and lower likelihood of receiving care in 
well-run systems (Houtrow et al., 2022). Families in disadvantaged circumstances 
will benefit from PPC’s targeted advocacy for high-quality care, early identification 
of unmet needs, and care coordination to avoid or delay disability. In terms of race 
and ethnicity, children and youth identified as having special health care needs are 
less likely to be Hispanic or non-Hispanic Asian, and fewer families with both par-
ents born outside of the United States, or for whom English is not the primary lan-
guage, report having children with special health care needs. These findings raise 
concern that Hispanic and Asian children may be under-identified (Ghandour et al., 
2022). Providers should be vigilant for these patients who may not self-identify as 
having special needs but who would be best served by PPC involvement. In order to 
promote equitable patterns of referral to palliative care services, providers can uti-
lize supports such as consult triggers.

2.5.3 � Specialized Support for Children and Youth with Special 
Health Care Needs and Their Families

Types of need among CYSHCN vary widely by medical condition, with families 
requiring varying degrees of legal, educational, medical/dental, social, basic need, 
or advocacy support (Roman et al., 2020; Graaf & Gigli, 2022). Available PPC ser-
vices for families dealing with serious illness may address care coordination, finan-
cial impact, or social needs associated with care. The benefits of informed, efficient 
care coordination have been illustrated, including decreasing rates of disparity and 
unmet needs (Roman et al., 2020). Unmet needs noted in literature include special-
ized care such as speech, occupational, and physical therapies, durable medical 
equipment, home health care, and mobility aids (Graaf & Gigli, 2022). Home health 
is particularly important as an estimated 1.5 billion hours of care for CYSHCN are 
attributed to family caregivers each year (Warren et al., 2022). For many families of 
CYSHCN, the cost of care and insurance coverage is also a major concern. As medi-
cal costs are often sizeable and unpredictable, appropriate payment systems are 
critical (Schiff et al., 2022). NSCH data from 2016 to 2019 show that a significant 
portion of surveyed families considered their insurance coverage inadequate or 
were entirely without coverage (Schiff et al., 2022).

Many programs and policies exist to help address the varied and unique needs of 
CYSHCN and their families. These range from the Katie Beckett provision of the 
Tax Equity and Fiscal Responsibility Act of 1982, which can be used by families to 
fund home care (Warren et al., 2022; Graaf & Gigli, 2022), and the Patient Protection 
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and Affordable Care Act, which offers various coverage protections and benefits 
such as expansion of Medicaid and the elimination of lifetime benefit maximums 
and preexisting condition exclusions (Warren et  al., 2022), to countless local, 
national, and international organizations that serve to connect families for shared 
wisdom, emotional and social support, and additional resources. Pediatric palliative 
care social workers can educate families on applicable programs and offer essential 
support as they navigate eligibility, application, usage, and renewal processes.

2.5.4 � Conclusion

Millions of children and young adults in the United States have special health care 
needs. Disparities exist in the identification of, and thereby service to, children in 
some groups. Approximately one million CYSHCN have complex medical needs 
that require resource-intensive and specialized medical attention, coordination, and 
family support. Given the longitudinal, multisetting, and multidisciplinary nature of 
pediatric palliative care, it is well suited to support families of young people in these 
circumstances.

2.6 � Adolescent and Young Adult Patients

The term adolescent and young adult (AYA) refers to patients making the transition 
from childhood to adulthood. The parameters for this group vary among organiza-
tions. AYA is defined by the National Cancer Institute (2024) as patients ages 
15–39 years. The movement to transition patients from pediatric to adult models of 
care often uses the term AYA to refer to patients ages 11–25. Given the focus on the 
shift from one care setting to another, it is also useful to refer to this population as 
“transitional” patients. In this section, we will review PPC capabilities that are par-
ticularly relevant to this general population.

Distinction of the AYA and transitional population is important. A common prin-
ciple is the recognition that the transition from pediatric to adult care is filled with 
tasks, challenges, and opportunities unlike any others. Outcomes are often poorer, 
with a relative lack of clinical trials to promote best evidence-based medical prac-
tice (Ferrari et al., 2021). For patients with chronic conditions, this period is often 
associated with difficulty adhering to treatment plans, leading to exacerbation of 
chronic illnesses. Higher acute care utilization rates, health costs, and morbidity are 
all seen to varying degrees during this transitional period (Jarvis et al., 2021; Parsons 
et al., 2023; Wurm et al., 2022).
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2.6.1 � Adolescent Brain Development

Adolescence is a developmental phase—a time of change and challenge. Physical 
changes (growth spurts), hormonal changes (puberty), and behavioral changes com-
bined can make this especially challenging. For PPC teams, knowing the biological 
and developmental underpinnings of adolescence can assist them in helping seri-
ously ill adolescents understand and cope with their illness. It is also very helpful 
for PPC providers to understand this developmental phase so that they, in turn, can 
help other providers better care for their adolescent patients.

Greater amygdala activation in adolescents than in adults (the degree of which 
varies across socioeconomic situations) suggests that adolescents can be hyperreac-
tive in their responses to emotional stimuli; they tend to be less capable of regulat-
ing their own emotions and responding maturely to difficult situations (Jetha & 
Segalowitz, 2012). The adolescent brain (age 14–16 years) responds similarly to 
both pain and social exclusion, more so than child or adult brains. Physical changes 
related both to puberty and to illness and/or treatment can alter how adolescents see 
themselves and their perception of how others see them, and this sensitivity to social 
interactions can cause these changes to lead to concerns around body image and 
self-worth, exacerbating the adolescent’s experience of total pain.

Self-regulating and executive functions are still developing in the prefrontal 
cortex. Add in the stressors of illness (uncomfortable symptoms, psychosocial fac-
tors, family dynamics, etc.), and the adolescent may be prone to impaired choices 
and behaviors. In the setting of immature self-regulation, there is an increase in 
dopamine reward pathways in the brain, thereby heightening responsiveness to 
reward stimuli, especially food, social stimuli, and novelty. This can lead to 
increased risk-taking and stimuli-seeking behaviors, including alcohol and drug 
use. Adolescents with chronic health care conditions are also more likely to suffer 
from disordered eating, and practitioners should be especially vigilant in screening 
for it in this population (Kumar, 2023). Adolescents also have more emphasis on 
short-term rewards rather than long-term goals or consequences (Jetha & 
Segalowitz, 2012), which may further result in immature decision-making and can 
affect treatment adherence.

These are just a few of the behaviors or changes that are seen in adolescents that 
may affect the way they cope with their illness and treatment efforts. All this bio-
logical change is laid on top of a foundation of personality, early childhood experi-
ences, environment, and genetics. In light of this, it is important not to generalize, 
to approach each adolescent or young adult as an individual, and to not make 
assumptions (Straehla et al., 2017; Jetha & Segalowitz, 2012). After all, the human 
brain is complex, and many adolescents respond to stress and emotion as well as or 
better than adults.
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2.6.2 � Adolescent and Young Adult Needs

To provide the best care to patients, especially where psychosocial support services 
may be limited, PPC providers have to understand the needs of their patients. 
Several studies have sought to understand AYA and transitional needs. AYA patients 
report growth and sources of strength in existing relationships, future plans/goals, 
health competence, and spirituality/religious beliefs as most important for their 
sense of well-being (Bellizzi et al., 2012; Straehla et al., 2017). Connection to other 
adolescents and young adults with chronic illnesses, as in AYA patients with cancer, 
is also reported to foster well-being (Pulewka et al., 2021; Allen et al., 2022). AYA 
patients with cancer have expressed that the following domains were negatively 
impacted by their illness: finances, body image, control over life, work plans, fertil-
ity/family planning, and dating. Health care providers can underestimate the impor-
tance of these issues. In some studies, oncology providers significantly 
underestimated the need for sexual, fertility, mental health, employment/education, 
and body image counseling/support in AYA patients. Physical therapy, complemen-
tary and alternative medicine, and access to social work are other areas where the 
AYA population has been historically underserved (Kirchhoff et al., 2017). Studies 
assessing needs are ongoing as health care providers work on better understanding 
how to best treat these patients and improve current outcomes (Smith et al., 2018; 
Kirchhoff et al., 2017). PPC providers can help bridge this gap between what ado-
lescents really want and what their health care providers think is most important.

2.6.3 � Sexuality and Reproduction

The World Health Organization (WHO, n.d.) states that sexual health encompasses 
wide-ranging issues, including sexual orientation and gender identity, sexual expres-
sion, relationships, and pleasure. This definition also includes negative conse-
quences or conditions such as sexually transmitted infections, sexual dysfunction, 
and sexual violence, among others (Reinman et al., 2021; WHO, n.d.). Establishing 
a sexual identity and positive body image are often milestones achieved during ado-
lescence and young adulthood and can be disrupted by serious illness. It is impor-
tant for providers to screen for these issues as adolescents report they are more 
likely to discuss their concerns if the provider brings it up first (Albers et al., 2022).

Body image issues, especially at a time when others’ perceptions change and 
become more important to the adolescent, can be difficult. Disfigurement, nutri-
tional problems, and other concerns all contribute to 60% of AYA and transitional 
patients having body image issues, potentially affecting relationships and sexuality 
(Kirchhoff et al., 2017; Allen et al., 2022; Wurm et al., 2022). 

Many AYA patients report not fully understanding fertility issues until they pur-
sue parenthood, when fear of not being able to conceive can cause psychological 
distress (Bellizzi et al., 2012; WHO, n.d.; Greenzang et al., 2020). Most patients 
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benefit from discussing the goals for family and future relationships early; unfortu-
nately, those goals are not always addressed. One study showed that only 34% of 
female AYA patients said they discussed their fertility preservation with a health 
care provider before their cancer treatment compared with 70% of male AYA 
patients (Shnorhavorian et al., 2015). Lately, awareness of this population and fertil-
ity concerns has improved, but data regarding patients’ perceptions and outcomes is 
lacking (Klijn et al., 2023; Perez et al., 2020; Kirchhoff et al., 2017). PPC providers 
often have longitudinal relationships with their patients and can address fertility 
issues at the beginning of treatment, as well as throughout care (Greenzang 
et al., 2020).

In exploring these themes, it is important to note that AYA and transitional 
patients have their own individual experience, and many may not worry about any 
of this. Approaching these issues requires communication skills that focus on elicit-
ing patient preference, responding to emotion, and coming to a shared decision. The 
PPC interdisciplinary team is often best positioned to address these concerns. The 
most important thing that providers can do is to approach sexual health issues in a 
normalizing, nonjudgmental way and treat adolescents and young adults with 
chronic health conditions with the same sexual health screening and anticipatory 
guidance that all adolescents should receive (Albers et al., 2022; WHO, n.d.).

2.6.4 � Psychological Support

Up to 20% of children with chronic health conditions are reported to have signifi-
cant psychological distress (Kirchhoff et al., 2017). The incidence of psychological 
disorders naturally increases in the AYA age group and, as with sexual health, clini-
cians should screen for these disorders (Jetha & Segalowitz, 2012; WHO, 2021).

Anxiety is prevalent among AYA and transitional patients with various dissimilar 
chronic conditions (Kirchhoff et al., 2017; Wurm et al., 2022; AAP, 1993). Youth 
with sickle cell disease report worsened anxiety and depression compared to peers; 
those with systemic lupus erythromatosis have increased feelings of self-
consciousness. Individuals with neurofibromatosis type 1 reported decreased qual-
ity of life with more emotional and behavioral problems (Allen et al., 2022). And 
patients tend to report guilt for family distress during and due to their illness (Perez 
& Greenzang, 2019).

Limited or nonexistent access to psychological support is one barrier to optimal 
care for these patients. The varied developmental stages, psychosocial concerns, 
and transitional age of care (whether seeking care in the adult or pediatric world) 
may all lead to decreased access to the highest quality care in part due to providers 
and health care systems not recognizing the diverse needs of this population (Hoegy 
et al., 2022; McGrady & Pai, 2019). PPC teams can supplement this psychological 
and social support for patients and families.
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2.6.5 � Palliative Care for AYA and Transitional Patients: Where 
Palliative Care Adds Value

Much has been said and valuable information exists regarding the transition from 
the pediatric world to the adult world. Fewer resources are available for adults 
(>21 years) in the pediatric arena, where their developmental stage has significantly 
surpassed the traditional demographic. Many pediatric centers have minimal experi-
ence in treating patients with a history of substance use disorder or patients with 
autonomy and complex social issues, actively pursuing advance care planning, or 
treating total body pain versus physical-only pain (Humphrey & Dell, 2015). PPC 
can be a bridge between the pediatric and adult world, with providers trained in both 
populations and having experience in many of these potentially challenging situa-
tions (Humphrey & Dell, 2015; Sansom-Daly, 2023). Pediatric palliative care is 
particularly well poised to assist in three main areas of difficulty for the AYA popu-
lation, discussed below: treatment adherence, multiple and potentially confusing 
transition situations, and goal establishment and concordance.

2.6.5.1 � Treatment Adherence

The reasons for AYA and transitional nonadherence to treatment are as varied and 
diverse as the population, with reported rates of nonadherence as high as 30–50% 
(higher than child and older adult nonadherence rates) (McGrady & Pai, 2019). In 
cancer, nonadherence rates of even 5% can lead to an increased risk of relapse 
(Newman & Hunger, 2023). In sickle cell disease, transitional patients have 
decreased adherence to treatments and appointments, leading to increased utiliza-
tion of acute care and worse pain control (Hoegy et al., 2022). Nonadherence rates 
have no concordance with disease type, demographic variables (age, gender, race, 
socioeconomic status, religion, educational or occupational status, parental educa-
tion status, family composition), or cognitive abilities, making it hard for providers 
to develop prediction models (Carr & Rosengarten, 2021; McGrady & Pai, 2019). 
There is limited data on this topic, but the research that does exist shows these fac-
tors all contribute to adherence rates: self-efficacy, ability to think about long-term 
consequences, environment, resources (family, access to psychological support, 
etc.), physical function, and symptoms (McGrady & Pai, 2019).

Providers, especially adult providers, can become frustrated with AYA and tran-
sitional patients’ apparent lack of self-efficacy. However, that apparent lack of 
autonomy in adolescents and young adults can be developmentally appropriate 
when dealing with the stress of a serious illness. Members of a PPC interdisciplin-
ary team are well suited to assist with this aspect of AYA and transitional patient 
care by educating primary care providers and parents on AYA developmental stages 
and needs. Providing this insight can help bridge therapeutic divides (Carr & 
Rosengarten, 2021; Jetha & Segalowitz, 2012) and encourage greater parental 
involvement, which leads to some of the highest levels of adherence in the younger 
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members  of this cohort (Carr & Rosengarten, 2021; Sonneveld et  al., 2013). 
Additionally, continued check-ins, approached with a curious and nonjudgmental 
mindset, can build rapport and trust (McGrady & Pai, 2019). When clinicians do not 
regularly check in with open discussions, trust does not build, and opportunities are 
missed to improve health and treatment adherence. The PPC team provides those 
important longitudinal check-in opportunities with clinicians skilled in 
communication.

One specific area of nonadherence is difficulty in understanding the role of main-
tenance therapy: adolescents think, “If I feel good why take the medication?” (Carr 
& Rosengarten, 2021). Asymptomatic individuals who miss medication may doubt 
what professionals tell them; they are not always able to process the long-term risks 
since short-term outcomes can be more influential on the adolescent brain. PPC 
providers can provide increased psychological support and the positive reinforce-
ment adolescents need to achieve better behavioral learning and reach treatment 
goals (Carr & Rosengarten, 2021; Jetha & Segalowitz, 2012). For patients whose 
diseases may be in remission or a quiescent phase, the need to fit in with peers can 
drive some nonadherence once they return to a more “normal” life. Creating a 
shared plan that takes into account the development stage of AYA and transitional 
patients and incorporates their individual values, beliefs, and goals can increase 
adherence to treatment and maintenance therapy. Palliative care providers are 
skilled at assessing patient’s values, beliefs, and goals and translating those into 
plans (Carr & Rosengarten, 2021; Sansom-Daly, 2023; Pennarola et al., 2022).

2.6.5.2 � Navigating Transitions

Transitions happen in myriad places and ways across health care settings (transition 
from inpatient to outpatient, transition from pediatric to adult care, transition to 
hospice, etc.). PPC providers are well positioned to help AYA patients navigate 
these transitions (Humphrey & Dell, 2015). For example, completing cancer-
directed therapy and transitioning to survivorship is considered a good health care 
outcome; it can also be a time of emotional turmoil and loss for patients and families 
(Perez & Greenzang, 2019). Anxiety about no longer having regular visits and the 
support of the health care team often appears in patients and families during this 
time. Many patients feel things should go “back to normal” once treatment is com-
plete, and others may have palliative care needs that extend beyond active treatment 
(Johnston & Rosenberg, 2023). Adjusting to the fact that there is a “new normal” 
requires normalization, and often validation, of frustrations and other emotions 
(Abdelhadi et al., 2022). Fear of recurrence can naturally lead to hypervigilance of 
symptoms and warrants a compassionate and clinically thorough approach to ade-
quately evaluate concerns and provide guidance (Pulewka et al., 2021). The multi-
disciplinary team approach common in PPC can provide much of this support 
(Perez & Greenzang, 2019).

In the transition from pediatric to adult health care settings, PPC providers can 
facilitate communication among various team members and advocate for the patient. 
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During this transition, it is important to understand the patient’s communication 
preferences around their illness as well as the type of information they need and 
wish to receive. For instance, transitional patients report an overwhelming need for 
more information on their disease and how to live healthily with it (Allen et al., 
2022). PPC providers are skilled at identifying information, communication, and 
quality-of-life preferences and communicating those preferences to new providers 
(Frawley & Hebert, 2019; Allen et al., 2022). More research is needed to further 
delineate the role PPC plays in transitions as most studies focus on disease-specific 
transitions rather than need-based transitions (Doug et al., 2011).

2.6.5.3 � Goal Establishment and Concordance

For adolescents and young adults with cancer and other serious illnesses, one thing 
they identify as most important is communication about their disease. Adolescents’ 
abilities to engage meaningfully in these conversations vary widely, not just based 
on age. While some children as young as 8 years old can understand the meaning of 
death and can engage in discussions about dying, other patients and families may 
not be as open or as able to engage meaningfully (Longbottom & Slaughter, 2018). 
Adolescents and young adults can have difficulty articulating these new and strange 
feelings, consequently putting the onus on providers to identify these issues and 
bring them to light (Perez & Greenzang, 2019). PPC clinicians and team members, 
especially when involved early, can establish trusting relationships, leading to more 
goals of care conversations and more advance care planning (Sansom-Daly, 2023; 
Pennarola et al., 2022). Patients often report improved anxiety and less distress sur-
rounding their diagnosis once they have had a chance to discuss these “taboo” sub-
jects (Perez et al., 2020). PPC involvement offers the opportunity and a safe, guided 
place to have these discussions (Cavallo, 2021).

Providers’ goals and patients’ goals are not always aligned. To adolescents and 
young adults, other needs may take precedence over their health care (Smith et al., 
2020). Some providers may assume the AYA or transitional patient’s main goal is to 
prolong life; however, the goal of an AYA patient may be to just be normal—to 
make that movie night with their friends, or to go on that school trip. This may be 
seen by providers as the patient being “difficult” or shortsighted, even though it can 
be developmentally appropriate for AYA patients (McGrady & Pai, 2019; Darabos 
et al., 2023).

It is also important for providers to understand family-related goals an adoles-
cent or AYA might have and respect them as family dynamic remains an especially 
important part of decisional support in this developmental stage. Serious illness 
affects not just the adolescent, but also families and caregivers. Many AYA patients 
report guilt for the family experiencing distress, both emotional and financial. Some 
may feel it is their fault and try anything they can to minimize family distress. 
Sometimes, this leads to being more passive in treatment, not wanting to “rock the 
boat,” and going along with what their family or medical providers want to do 
(Straehla et  al., 2017; Perez & Greenzang, 2019). This can be seen in particular 
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when it comes to the location of death. One study showed that while most (67%) 
AYA patients preferred to die at home, many ended up dying in the hospital. There 
are assorted reasons for that, including not wanting to traumatize other family mem-
bers (especially siblings), lack of home support/caregiving to meet the needs of the 
patient, and wanting to avoid placing strain on caregivers including parents or young 
spouses (Odejide et  al., 2022). Additionally, while most patients prefer to be at 
home when they pass, most AYA patients also want to receive aggressive, life-
prolonging care. When this leads to in-hospital deaths in older adults, it is often 
perceived as poor end-of-life quality and can lead to moral distress among staff; 
however, in an AYA patient, it may mean they received the best, most goal-
concordant care (Ananth, 2021; Mack et al., 2021). Skilled communication by the 
PPC multidisciplinary team can help patients and families walk this fine line up 
through death and into bereavement. (Sanders et  al., 2018; Sansom-Daly, 2023; 
Perez et al., 2020). PPC providers are also often needed to help staff reconcile the 
patient’s expressed wish to die at home with the outcome of potentially dying in the 
hospital. However, this sort of reconciliation is only possible if discussions leading 
up to death are skilled and thorough, as noted above.

2.6.6 � Specific Tools and Guidance for Addressing Particular 
Areas of Difficulty for AYA Patients

Various interventions have been found to improve quality of life and treatment 
adherence for adolescents and young adults. Online peer support groups, interactive 
apps, and/or medical devices (like an electronic water bottle to monitor fluid intake 
in end-stage renal disease) have all been used successfully. There may be promising 
hope in a video approach to discussing the basics of advanced care planning 
(Snaman et al., 2023). One-on-one counseling is more effective than large groups, 
and incorporating this principle in the multidisciplinary PPC team may help achieve 
greater psychological support (Pulewka et al., 2021).

Asking about joys, fears, and worries is one straightforward way to assess psy-
chological and social needs for AYA and transitional patients; normalizing state-
ments when addressing issues is another. Simply asking, “Some people experience 
x when going through y. Is that something you’re experiencing or feeling right 
now?” can be a nonjudgmental way of exploring an adolescent or young adult’s 
feelings (Perez & Greenzang, 2019). Normalize and provide reassurance that emo-
tional responses to and coping with a serious illness are on a spectrum and that there 
is no “right way” to feel (Perez & Greenzang, 2019). Bringing these feelings up 
with family present can be a useful tool to facilitate communication between patients 
and families/caregivers, where each side can often hold in emotions to protect their 
loved ones. PPC providers can consider which approach to use with which patients 
and have the time to explore these issues.
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Sexuality should also be approached as a normalized topic. Addressing hormone 
and/or fertility concerns can be a natural segue into the topic. Some AYA patients 
may appreciate a bit of humor with the approach. Most patients feel it is more likely 
to be addressed if brought up by the provider, rather than leaving it up to the patient 
to broach the subject (Albers et al., 2022). Given that adolescents with chronic ill-
ness are as likely (or more likely) to engage in risky behaviors (sexual, drug-related, 
etc.), they should undergo the same screening and anticipatory guidance (including 
sexual health topics) all adolescents receive (Albers et  al., 2022; Suris & 
Parera, 2005).

A useful tool for advance care planning and goals of care discussions is the 
workbook Voicing My Choices, available through the Five Wishes website (https://
www.fivewishes.org) (Zadeh et al., 2015). For those caring for AYA patients in sur-
vivorship, the Children’s Oncology Group Long-Term Follow-up Guidelines (http://
www.survivorshipguidelines.org/) are a great resource (Johnston & Rosenberg, 
2023). For adolescents and young adults with chronic and other serious illness, Got 
Transitions (https://www.gottransition.org/) is a resource center on transitioning 
from pediatric to adult care.

2.6.7 � Conclusion

Transitional and AYA patients can have suboptimal health care outcomes in the set-
ting of their unique challenges. Particular care should be taken to evaluate each of 
these adolescents and young adults as individuals with distinct needs rather than a 
homogeneous group. Patients may be in various stages of development, and it is 
important for providers to meet them where they are. By approaching each new 
patient encounter with open-mindedness and curiosity, working with this popula-
tion can be extremely rewarding. Many adolescents report positive experiences that 
come out of a serious illness, and it is a privilege to care for them as they navigate a 
time of challenge and change (Straehla et al., 2017; Greenzang et al., 2020).
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Chapter 3
Pediatric Palliative Care at End of Life

3.1 � Hospice

Hospice care refers to a dedicated branch of palliative care focused on care during 
the final stages of an individual’s life. This type of care is usually offered when 
prognosis is measured in months, not years. Hospice is a multidisciplinary service 
that includes medical, spiritual, emotional, and family-focused care with a team of 
medical providers (physicians, nurse practitioners, nurses, aides), therapists (physi-
cal, occupational, music, child life), and psychosocial support (chaplain, social 
work, volunteer services). Hospice also includes important bereavement support. 
Hospice care may be delivered in various locations, including a patient’s home, 
nursing facility, hospital, or group home. There are four distinct levels of hospice 
support that are dependent on clinical need and availability:

	1.	 Routine Hospice Care: Routine hospice care delivered in a home setting com-
prises the majority of hospice care in the United States. The home may be the 
patient’s, a family member’s or friend’s, or a location that has agreed to house the 
patient during their hospice care. It is delivered by a multidisciplinary team that 
meets with the patient in their hospice location and takes over primary care 
responsibilities for the patient.

	2.	 Continuous Hospice Care: Hospice care provided in the home for 8–24 h a day, 
usually by nurses with the help of aides and guidance of medical providers. As 
its name indicates, this is a designation for patients requiring continuous inter-
ventions. This is useful, short-term support for severe symptom management and 
moments requiring close observation.

	3.	 Inpatient Respite Care: This type of hospice care is arranged to provide respite 
for home providers. Many families are caring for their loved ones without addi-
tional help, and the burden of care can be overwhelming. Hospices can contract 
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with local facilities for ongoing medical care in a supervised setting for 5 days or 
less. This can allow a patient’s loved ones to take care of other needs and have 
some restoration before coming back to full-time caregiving.

	4.	 General Inpatient Care: Inpatient hospitalization for ongoing hospice support is 
usually due to needs so severe that they must be attended to with the resources of 
an inpatient setting. Often, though not always, the reason for a transition to 
general inpatient care is uncontrolled physical symptoms that require intensive 
interventions and close observation. This can occur in a hospital, dedicated hos-
pice, or nursing facility. This type of care has become more common over the 
past 10 years, though it continues to be a small minority of hospice work done in 
the United States, and in pediatric hospitals it remains an extremely rare 
occurrence.

Pediatric hospice teams are dedicated pediatric professionals with training and 
expertise in caring for children and their families at the end of life. They are often 
embedded or work closely with hospital-based pediatric palliative care teams. 
Pediatric hospice and palliative medicine is a young specialty that bears its origins 
in the adult hospice movement, and to this day most children receive hospice ser-
vices from community-based adult programs (National Hospice and Palliative Care 
Organization [NHPCO], 2023). The need for a dedicated pediatric palliative field 
rose from clinicians and researchers realizing that children were dying with signifi-
cant symptom burden, often not addressing their “total” pain and distress. Early 
pediatric palliative care (PPC) clinical and academic work, starting in the 1970s and 
rapidly expanding by the 2000s, focused on supporting the dying child (Sisk et al., 
2020). Pediatric palliative care has since grown to include lifelong support of chil-
dren with serious illnesses, but hospice care remains a core pillar of PPC. Access to 
pediatric hospice continues to have significant limitations and barriers even though 
many patients and providers express preferences for the home for end-of-life care 
(Kassam et al., 2014). Most patients are referred by pediatric subspecialists or pal-
liative care teams. Children who do receive pediatric hospice care most often have 
genetic or oncological diagnoses (NHPCO, 2023). Neuromuscular and neurodegen-
erative conditions make up the next two most common conditions. Interestingly, 
pediatric hospice patients tend to have a shorter length of stay in hospice compared 
to adults (NHPCO, 2023).

There is significant variety in the geographic availability of hospice services. 
More than half of children’s hospitals report not having access to dedicated pediat-
ric hospice services (Weaver et  al., 2022). In fact, that number has continued to 
decline (NHPCO, 2023). As such, of the children receiving dedicated hospice ser-
vices, most are under the care of adult hospice providers (Lindley & Shaw, 2014; 
Lindley & Edwards, 2015). It is estimated that over half of hospice agencies do not 
have a dedicated pediatric team, and 71.5% of counties in the United States do not 
have an available home-based pediatric hospice team (NHPCO, 2023). Many hos-
pices are required to contract out to provide pediatric dedicated care (NHPCO, 
2023). This lends itself to tremendous variability in access, experience, and quality.
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3.2 � Concurrent Care

While concurrent hospice and therapeutic care has expanded support, there are still 
many children and families who must decide between hospice support and disease-
directed therapy. In an effort to improve access to end-of-life hospice care for chil-
dren, the 2010 Patient Protection and Affordable Care Act (ACA) provisioned the 
Concurrent Care Act (section 2302), which mandates that Medicaid and Children’s 
Health Insurance Programs (CHIP) cover the hospice benefit for children under the 
age of 21 with a hospice-certifiable diagnosis while they continue to undergo cura-
tive treatment. This guarantees that children under the age of 21 who have a termi-
nal diagnosis but are still pursuing disease-directed therapy, such as chemotherapy 
or radiation, can continue to receive both services. Concurrent care is covered by 
Medicaid, CHIP, and TRICARE; however, there is no provision within the ACA that 
requires private insurance to cover concurrent care. Few national insurance compa-
nies will cover this benefit automatically, and private insurance accounts for only 
32% of pediatric hospice reimbursement coverages (NHPCO, 2023). Some private 
insurances will offer concurrent care coverage on a case-by-case basis through a 
“carve-out.” This often requires significant administrative arrangements and is not 
guaranteed.

3.3 � Impact of Pediatric Palliative Care at End of Life

In instances where a pediatric patient is approaching end of life, providing high-
quality, comfort-focused care for both the patient and their family is of the utmost 
importance (Linebarger et al., 2022; Norris et al., 2019). Patients may experience 
physical suffering, and both the patient and their family may face significant emo-
tional and spiritual distress. Patients in their final days require careful symptom 
management, and families may need extra support as death approaches (Harman & 
Walling, 2023). For families, PPC involvement at end of life improves goal-
concordant care and parental satisfaction with care, decreases anxiety and deci-
sional regret, and improves coping and bereavement outcomes. For patients, PPC 
involvement improves satisfaction with care, symptom management, and quality of 
life while decreasing the frequency of painful and invasive procedures. PPC involve-
ment has also been shown to result in cost savings surrounding end-of-life care (Lo 
et al., 2022; Chong et al., 2018). In a study comparing the experiences of children at 
the end of life with and without palliative care support, those receiving palliative 
services had fewer invasive interventions, median inpatient days, and deaths in the 
intensive care setting (Keele et al., 2013).
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3.3.1 � Decision-Making, Goal Concordance, 
and Emotional Support

In end-of-life situations, shared decision-making, which is a hallmark of pediatric 
palliative care, is especially valuable (Linebarger et al., 2022; Norris et al., 2019). 
Current guidance for pediatric end-of-life care includes anticipatory counseling 
regarding the dying process (Linebarger et al., 2022). The interdisciplinary approach 
to palliative care provided by team members with experience in end-of-life care 
allows for the provision of this counseling in a developmentally appropriate manner 
that is tailored to the unique needs and preferences of pediatric patients and their 
families (Linebarger et al., 2022; Johnston et al., 2017).

Referrals to pediatric palliative care provide families with an initial opportunity 
to share preferences regarding the location of death and goals of end-of-life care 
(Mitchell et al., 2017). Patients who engage with PPC have more frequent advance 
care planning discussions and resuscitation status documentation (Moynihan et al., 
2021; Kaye et al., 2021). In one study, almost 80% of young adult cancer patients 
receiving palliative care had a do-not-resuscitate order in place, even when pallia-
tive care was consulted within days of death (Mark et  al., 2019; Keim-Malpass 
et al., 2014). Similarly, families of young people hospitalized in a CICU study had 
advance care planning at twice the frequency as families not receiving palliative 
care (Moynihan et al., 2021).

Families receiving specialized pediatric palliative care services noted greater sat-
isfaction with overall care. They indicated that care planning and emotional support 
contributed to this satisfaction (Mitchell et al., 2017). These families received sup-
port with decision-making processes, particularly communicating with their chil-
dren and other care team members. The involvement of PPC in the pediatric 
intensive care unit (PICU) decreases the likelihood of parental anxiety, depression, 
and regret and facilitates shared decision-making (Cuviello et al., 2022; Mitchell 
et al., 2017). In a survey of families whose children received end-of-life palliative 
care at one hospital, most respondents agreed that PPC helped set goals and that 
those goals were met and supported (Sheetz & Bowman, 2013).

3.3.2 � Symptom Management and Quality of Life

A primary goal of palliative care is to alleviate, if not fully eliminate, the burden of 
distressing symptoms. As such, this is a common reason for referral to specialist 
pediatric palliative teams (Mitchell et al., 2017; Kaye et al., 2021). Evidence sug-
gests that the involvement of pediatric palliative care improves symptom manage-
ment and quality of life at end of life. Parents have reported that symptom 
management improved following the introduction of palliative services and that 
symptoms were well controlled at end of life (Mitchell et  al., 2017; Sheetz & 
Bowman, 2013). In a sample of 114 children who died in an inpatient hospital 
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setting, those who received an inpatient PPC consult experienced both greater rates 
of pain assessments and more frequent documentation of pain management plans 
than those without a consult (Osenga et al., 2016). It has also been shown that young 
people with cancer have lower pain scores after referral to PPC and increased use of 
medications to manage pain (Kaye et al., 2018). Additionally, children hospitalized 
in a CICU and receiving palliative support were more often awake and being admin-
istered enteral feeds than those not receiving palliative care (Moynihan et al., 2021). 
Finally, home-based PPC involvement among pediatric oncology patients was 
found to significantly increase quality-of-life indicators, including having fun and 
experiencing an event that added meaning to their lives (Friedrichsdorf et al., 2015).

3.3.3 � Frequency of Invasive Procedures and Interventions

Involvement of PPC also appears to impact the frequency of painful or invasive 
procedures initiated at end of life. Among pediatric patients who died in an inpatient 
hospital setting, those with a PPC consult were significantly less likely to experi-
ence potentially painful monitoring procedures including blood draws and intrave-
nous line placements in the last 48 h of life. Additionally, those children with a PPC 
consult were more likely to have a do-not-resuscitate order in place at the time of 
their death, allowing them to avoid potentially unsuccessful resuscitative attempts 
that are not desired by the patient and/or their family (Osenga et  al., 2016). 
Participants in home-based care have been shown to have decreased rates of high-
intensity therapies such as total parenteral nutrition, cardioversion, hemodialysis, 
invasive monitoring, mechanical ventilation, and surgeries (Lo et al., 2022).

Although there is limited data examining the role of PPC in end-of-life care in 
children with heart disease (Delgado-Corcoran et al., 2020; Moynihan et al., 2021; 
Morell et al., 2019), there are some studies that demonstrate the added value of PPC 
involvement in the care of children in the cardiac intensive care unit (CICU). In a 
sample of 218 deceased children who received care in the CICU and died, children 
without a documented PPC consult were significantly more likely to experience the 
initiation of invasive procedures in the last 14 days of life (Songer et al., 2023). In a 
single-center study, Moynihan et al. (2021) found that patients in the CICU who 
were receiving palliative services had lower rates of mechanical ventilation, extra-
corporeal membrane oxygenation, cardiopulmonary resuscitation, and inotrope 
administration (Moynihan et al., 2021). In the same study, those without palliative 
care support were three times more likely to receive cardiopulmonary resuscitation 
in the week prior to death (Moynihan et al., 2021).

Delgado-Corcoran et  al. (2020) noted that PPC involvement in the CICU 
occurred infrequently in the setting of high disease burden, complexity, and lower 
survival. However, PPC was associated with more frequent use of comfort care at 
the end of life and death at home (Delgado-Corcoran et al., 2020). These studies 
showed PPC involvement in approximately half of the deaths and a median time to 
consultation prior to death of 60 days. The low rate of PPC involvement in children 
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with cardiac issues differs from the data in children with cancer, where more than 
75% of children who died had PPC involvement more than 30 days prior to death, 
and the overall median time between consultation and death was >100  days. 
Oncology data suggests dramatic reductions in the intensity of medical therapy at 
end of life with PPC involvement while also indicating some disparities in PPC 
utilization according to social determinants of health (DeWitt et al., 2020; Snaman 
et al., 2017; Kaye et al., 2018). Cancer patients without palliative care were more 
than twice as likely to undergo invasive measures (Jewitt et al., 2023). A US study 
in young cancer patients showed fewer ICU deaths and less intensive treatments 
overall for patients with specialized palliative care support (Snaman et al., 2017). 
Children and young adults receiving cancer treatment in France have also demon-
strated decreased incidence of high-intensity treatment when receiving palliative 
care services (Jewitt et al., 2023), and one Canadian study observed a 50% increase 
in the receipt of high-intensity care at end of life among cancer patients without pal-
liative care support (Jewitt et al., 2023).

However, it is important to recognize that the ultimate goal is not to limit care at 
the end of life but to demonstrate concordance with informed advance care plan-
ning, and escalated treatments may be part of a palliative care plan. An example of 
this is noninvasive mechanical ventilation, which, in a study described by Keele 
et al. (2013), was administered to participants with and without palliative support at 
similar rates.

3.3.4 � Care Setting at End of Life

A recent review of literature showed that most families would prefer to have their 
child’s end of life at home (Walker et al., 2023). Privacy, physical closeness, a com-
forting environment, and the ability to attend to important practices or rituals were 
identified as valued benefits (Walker et  al., 2023). Family stress associated with 
receiving care in a pediatric intensive care unit has been documented (O’Meara 
et  al., 2022; Alzawad et  al., 2021). Sights and sounds, procedures, behaviors of 
professionals, appearance and behavior of their child, communication with staff, 
and difficulty with parental role have been identified as stressors by parents of chil-
dren in the ICU (Alzawad et al., 2021). Further, parents of deceased children have 
shared that processes involved in intensive care made involvement in their child’s 
care and memory-making difficult (Broden et al., 2022). These difficulties are an 
unintended result of the intensive care environment, which can necessitate sedation, 
safe positioning, timed treatments, and proximity to equipment at the expense of 
family closeness. Though the optimal setting for care is the one that is most aligned 
with a family’s goals, death outside of an intensive care setting is sometimes consid-
ered a quality measure.

Location of death is impacted by PPC involvement, with this finding occurring 
in various specialties, including oncology and cardiology. Among children treated 
in a CICU prior to their death, those children without a documented PPC consult 
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died in the ICU more frequently than those with a documented PPC consult (Songer 
et al., 2023). In some studies, children with cancer receiving palliative care were 
more likely to have a documented preferred location of death, and to have more time 
at home near end of life (Kaye et al., 2021). One such study reported that children 
with cancer who received concurrent end-of-life care via a PPC home care program 
were significantly more likely to die at home than those children who did not 
(Friedrichsdorf et  al., 2015). Another study involving a sample of 321 pediatric 
oncology patients noted that a specialized palliative care consultation more than 
30 days prior to end of life correlated with a fivefold decrease in the likelihood of 
intensive care admission (Kaye et  al., 2021). While 21% of dying young people 
receiving palliative care in the study died in the PICU, 72% of those without pallia-
tive care died in the intensive care unit (Keele et al., 2013). This suggests that the 
timing of PPC involvement may be uniquely impactful in helping patients experi-
ence end of life outside of the ICU (Kaye et al., 2018). These findings are consistent 
with current pediatric end-of-life care guidelines that encourage early involvement 
of PPC as early initiation allows for rapport building, anticipatory support, and 
planning (Lo et al., 2022; Linebarger et al., 2022).

A factor in families’ decision-making regarding care setting is their sense of 
competency; caregivers who are confident that they will be able to provide sufficient 
care are more likely to elect for care at home (Walker et al., 2023). One study noted 
that caregivers of young people with chronic illnesses were more likely to feel con-
fident in their ability to provide care for their child in the home setting, while par-
ents of young people with cancer felt less prepared to do so (Broden et al., 2022). 
Palliative care support can include assessing family members’ comfort with neces-
sary medical care, communicating education needs, providing education resources, 
and recognizing and honoring established skills. These interventions are particu-
larly helpful for families that have identified home as the desired setting for their 
child’s end-of-life care.

Of note, very few studies include perspectives of young people themselves 
regarding care setting. In a study by Taylor et al. (2021), children were more con-
cerned that care assured them familiar providers and adequate time with them, as 
well as respectful treatment, than they were in the setting of care.

3.3.5 � Cost of Care

Cost savings surrounding end-of-life care are observed when palliative services are 
involved (Lo et  al., 2022; Chong et  al., 2018). Some studies have shown lower 
median and average daily charges over the course of hospitalization (Keele et al., 
2013). Children and young adults hospitalized in a cardiac intensive care unit 
receiving palliative care had decreased health care costs for the 7 days prior to death 
(Moynihan et al., 2021). A study of home-based care in Singapore showed cost sav-
ings of 70% in the last year of life and 87% in the last month of life for young people 
receiving palliative care (Chong et al., 2018). In a comparison of young Canadian 
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patients who qualified for a palliative care referral, estimated costs savings for those 
receiving palliative care was $9,053,220 per year (Lysecki et al., 2022). Finally, a 
US-based home PPC program maintaining a census of 20–30 patients showed 
decreased emergency department utilization and estimated median annual cost 
avoidance of $110,300 (Mastro et al., 2015).

3.3.6 � Conclusions

Research certainly demonstrates a significant positive impact of PPC on end-of-life 
care. However, there is much work still to be done. Current end-of-life quality mea-
sures are adult-focused and fail to address the unique aspects of pediatric end-of-life 
care, highlighting the need for the creation and validation of pediatric-specific end-
of-life quality measures (Johnston et al., 2017). While data suggests adults prefer to 
die at home, the data among pediatric patients is more variable (Linebarger et al., 
2022; Johnston et al., 2017). In-hospital pediatric death is a complicated and chal-
lenging phenomenon. As opposed to adult medicine, for which in-hospital death, 
ICU admission near death, and little to no hospice involvement are considered indi-
cators of poor-quality end-of-life care, this is not the case in pediatric medicine 
(Johnston et al., 2017). Many factors determine in-hospital versus home death in the 
pediatric population; these include the patient’s condition, sense of security in the 
hospital setting, concerns of symptom control outside the hospital, impact of home 
death on siblings, delayed PPC referral, and the lack of centers offering pediatric-
focused palliative and hospice care (Johnston et  al., 2017; Dussel et  al., 2009; 
Kassam et al., 2014).

In short, while evidence suggests PPC involvement is promotive of high-quality 
end-of-life care, additional research and development are required to ensure quality 
indicators are applicable to the unique stressors and experiences associated with 
pediatric end-of-life care.

3.4 � Bereavement Support for Health Care Providers

Caring for a dying child or adolescent is uniquely distressing due in part to the rela-
tive rarity of these occurrences and the potential for the death of a child to be viewed 
as unnatural (Contro et al., 2004). Aspects of care that have been identified as dis-
tressing by health care staff who have experienced the death of a young patient 
include the long-term relationship shared with the patient and family, the provision 
of aggressive medical treatment during a patient’s death, unexpected deaths, conflict 
with family, and differing cultural values or practices (Keene et al., 2010). When a 
child or adolescent dies, the impact of this loss is felt by their entire care team across 
the continuum of care (Linebarger et  al., 2022). These experiences of grief are 
unique to the individual experiencing them (Linebarger et al., 2022) and include 
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psychological and spiritual needs (Copeland & Liska, 2016). When these experi-
ences of grief go unprocessed and these needs are unmet, the well-being of the staff 
member is at risk (Dryden-Palmer et al., 2018), highlighting the importance of tar-
geted interventions to assist staff members in expressing and coping with their grief.

National guidelines for pediatric end-of-life care include the provision of oppor-
tunities for the interdisciplinary PPC team to debrief experiences involving the 
death of a patient (Linebarger et al., 2022). Current guidelines for PPC include the 
proactive evaluation of the psychological and spiritual needs of health care profes-
sionals and addressing those needs via group debriefings, psychological and spiri-
tual counseling, peer-to-peer support, and educational programs (AAP, 2013).

Current programming that allows staff to debrief, honor the deceased, and pro-
cess their grief varies across institutions and includes the utilization of a post-code 
pause (Copeland & Liska, 2016) and rounding on the patient the day following their 
death (Morrison & Madrigal, 2020). Structured debriefing sessions provided for the 
deceased child’s multidisciplinary care team and facilitated by a trained individual 
have been utilized in several institutions and are endorsed by participants as being 
helpful (Delgado-Corcoran et al., 2024; Bateman et al., 2012; Wintermeyer-Pingel 
et al., 2013). Specific aspects of these sessions identified by participants as valuable 
include their timeliness, consistency, and inclusion of the multidisciplinary team 
(Delgado-Corcoran et al., 2024; Bateman et al., 2012).

Current clinical practice guidelines for oncology palliative care include interven-
tions to support health care professionals after the death of a patient such as the 
fostering of a safe environment for staff to discuss patient deaths and the provision 
of support in the emotional response to their patient’s death (Wintermeyer-Pingel 
et al., 2013). In one institution, interdisciplinary bereavement debriefing sessions 
facilitated by a member of the PPC team were described by over 95% of 184 attend-
ees and survey respondents as helpful, informative, and meaningful (Rushton 
et al., 2006).

Experiencing the death of a pediatric patient is understandably distressing and 
may evoke a variety of feelings among the care team. Bereavement debriefing ses-
sions and programs provide health care professionals with an opportunity to honor 
their deceased patients and express and learn to cope with their grief.
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Chapter 4
Accessing Pediatric Palliative Care

4.1 � Nationwide Availability of Specialized Pediatric 
Palliative Care

While access to pediatric palliative care (PPC) has expanded since its initial recog-
nition by the American Board of Medical Specialties in 2006, research indicates 
substantial variability regarding the staffing, funding, and services provided by PPC 
programs across the United States (Feudtner et al., 2013). Factors contributing to 
the variability of composition across sites include the amount of time a PPC pro-
gram has been in place and funding sources for the program. A 2022 survey of 148 
hospitals identified that 20% of respondents still did not have a PPC program, and 
over half of the facilities reported not having access to pediatric hospice or respite 
care (Weaver et al., 2022). Furthermore, these PPC programs are located predomi-
nantly in urban areas at larger academic centers, with much less access in rural areas 
(Rogers & Kirch, 2019). Many barriers exist to equitable access to PPC both within 
the United States and globally, including family and provider perceptions of pallia-
tive care, funding and insurance limitations, staffing and education deficits, as well 
as barriers rooted in bias related to culture, language, and race/ethnicity.

4.1.1 � Composition of Specialized Pediatric Palliative Care 
Teams Across the United States

The establishment of PPC programs began in the late 1990s and early 2000s 
(Feudtner et al., 2013). Today, PPC programs must continue to evolve to meet the 
dynamic needs of patients and families. An interdisciplinary team approach to PPC 
allows for care that meets the unique physical, psychosocial, and spiritual needs of 
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patients and their families (Norris et al., 2019; Bergstraesser, 2013). The American 
Academy of Pediatrics (AAP, 2013) recommends that PPC teams include physi-
cians, nurses, social workers, case managers, spiritual care providers, bereavement 
specialists, and child life specialists. Newer PPC programs may start with only a 
few team members and grow over time (AAP, 2013).

While variability exists in the composition of PPC teams across the United 
States, research on the topic indicates many programs report their team including 
the following roles: physician, advanced practice registered nurse and/or nurse 
practitioner, social worker, registered nurse, and chaplain (Feudtner et  al., 2013; 
Weaver et al., 2018; Rogers et al., 2021; Keele et al., 2016). Additional roles reported 
to varying levels may include a child life specialist, bereavement coordinator, 
administrative assistant, therapist (representing art, music, physical and occupa-
tional therapy, among others), pharmacist, and psychologist (Feudtner et al., 2013; 
Weaver et al., 2018; Rogers et al., 2021). In a sample of 44 PPC directors and hos-
pital administrators, researchers found that both the number of team members on 
the PPC team and the number of hospitals with a larger PPC team increased over 
time (Keele et  al., 2016). This suggests that the composition of PPC teams may 
grow and change with time and the maturation of programs. Research findings 
regarding the impact of PPC team composition on the number of PPC consultations 
are mixed (Feudtner et al., 2013; Keele et al., 2016). Additional research on longi-
tudinal changes to the composition of PPC teams and the impact of team composi-
tion on the frequency of PPC consultations is warranted.

4.2 � Inpatient Pediatric Palliative Care

The roots of PPC lie primarily in large academic children’s hospitals with a concen-
trated—though not exclusive—focus on inpatient care. Early pioneers and most 
currently existing programs first found their home in hospitals, often affiliating 
themselves with a related academic division that focuses on inpatient care such as 
critical care, oncology, hospitalist medicine, or anesthesia. The alignment was often 
determined by local dynamics, budgets, and individual champions of palliative care 
as a specialty of value (Sisk et al., 2020).

As the medical subspecialty has evolved, it has quickly become a central part of 
the quality of care in US hospitals. Availability of palliative care is now considered 
a benchmark of a high-quality children’s hospital and individual program excel-
lence in rankings such as US News and World Report. Specialties such as critical 
care, hospital medicine, oncology, and cardiology find that the presence of a robust 
palliative care program can be a major asset as they work to recruit providers from 
a competitive pool of applicants. The attention to and advocacy for quality palliative 
care have played a role in highlighting the value of these programs, which tend to 
be revenue negative and rely on supplemental help through the hospital’s operating 
budget or philanthropic funds to operate. Inpatient palliative care has a range of 
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proven benefits for both children and adults, though in children we find that some of 
these benefits hold different weight compared with adult programs. Adult inpatient 
hospitals find a proven benefit not only in higher quality of care for grown patients, 
but also in length of stay, mortality measurements, and readmission rates—factors 
that carry different regulatory and resource benefits in children (Srinivasan et al., 
2023). In our current operating models for children’s hospitals, some of these ben-
efits are either not measurable or not impactful to a degree that they are a primary 
motivator for decisions about funding these operations. This dynamic partially 
explains the data suggesting that pediatric palliative care has continued to signifi-
cantly favor large metropolitan areas and large academic medical centers. In the 
National Hospice and Palliative Care Organization’s (NHPCO) data for pediatric 
palliative care nationwide, inpatient-based palliative care was provided in 15.8% of 
nonmetropolitan counties and 23% of metropolitan counties.

Less than half (48%) of the organizations who responded to the NHPCO’s Needs 
Assessment have a dedicated pediatric team, and the composition of those teams 
varies widely: 87% contain an RN, 82% have a social worker, 77% have a physi-
cian, 65% have a chaplain, 41% have an advance practice nurse, 30% have a child 
life specialist, 32% have an integrative therapist, and 28% have a certified nursing 
assistant. What is also astonishing is that due to the vast shortage of pediatric-
specific training of subspecialists, almost half (46%) of the organizations who 
responded to the NHPCO’s Needs Assessment contract out roles (NHPCO, 2023).

Growth of services and the composition of these services has been a topic of 
much discussion and resulted in primary standards and recommendations from the 
AAP, the Center to Advance Palliative Care (CAPC), the Pediatric Palliative Care 
Quality Network, and NHPCO (Postier et al., 2024). These guidelines recommend 
including physicians, nurses, social workers, care managers, spiritual care provid-
ers, bereavement specialists, and child life specialists trained in pediatric palliative 
care. Despite the long-standing and harmonious recommendations of these organi-
zations, teams continue to be variably composed and regularly understaffed. In 
some programs working to care for children, there may only be one team member 
(often a prescriber or social worker) trying to make up for a team’s worth of profes-
sionals by themselves. As the field of pediatric palliative care evolves, developed or 
mature teams should follow the AAP’s guidelines and expand into comprehensive 
PPC teams. In addition to having enough dedicated and trained staff to provide 24-7 
pediatric palliative consultation, the care should be expanded beyond the inpatient 
arena and provide services in homes, schools, clinics, and participating facilities. 
PPC teams should also actively engage in research, ongoing quality improvement, 
and projects aimed at improving patient and family experiences and outcomes 
(AAP, 2013).

Inpatient work will always constitute a sizable portion of pediatric palliative care 
delivery, especially as the technology supporting children with serious illness 
advances. However, in the following section, we will look at how the focus of pedi-
atric palliative care delivery is expanding to care for children outside the hospi-
tal’s walls.
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4.3 � Outpatient Pediatric Palliative Care

Outpatient pediatric palliative care refers to a varied collection of services for chil-
dren and families outside of the hospital. These offerings may include outpatient 
clinics, home-based programs, care in nonhospital facilities, and care through tele-
health that reaches into the home. These programs have been developed in response 
to the perceived fragmentation of care between the hospital and home. The common 
thread in this diverse group of services is the intention to ensure that patients and 
families have what they need when they need it and where they prefer to receive it. 
Of the pediatric palliative programs evaluated in the United States in 2023, there 
were 48 eligible sites providing outpatient PPC. Of those 48 sites, 36 completed the 
survey and 28 clinics were identified. Top referral indications included pain man-
agement, goals of care, and advance care planning (Autrey et al., 2023). An impor-
tant variation to note in the programs recently surveyed by Palliative Care Quality 
Collaborative is the composition of the teams who care for patients outside of the 
hospital (Weaver et al., 2023). The interdisciplinary team in the outpatient sphere is 
significantly decreased as often the patient will have a visit with a PPC physician, 
nurse practitioner or physician assistant, sometimes with a nurse and/or social 
worker, and rarely with a chaplain or child life specialist.

While some centers have practiced outpatient palliative care from their incep-
tion, growth of outpatient palliative care offerings has lagged in comparison to their 
inpatient counterparts. However, recent trends in serious illness care and health care 
in general have shown a renewed focus on allowing patients to stay in their pre-
ferred setting outside of the hospital. This has been bolstered by the ability for 
remote patient monitoring (Sasangohar et  al., 2018), efficient workflows within 
durable medical equipment and home health services, and new patient service 
options that allow for quality clinical care in the home setting (Weaver et al., 2020, 
2021; Boyden et al., 2021; Lin et al., 2020). The trajectory over the last several years 
suggests that outpatient palliative care is likely to grow more rapidly than inpatient 
palliative care in the future.

As outpatient PPC programs work to meet the needs of their community, they 
face challenges, including budget, staffing, and criteria for triaging involvement. 
Like their counterparts in the hospital, home-based programs cannot cover all their 
expenses through the reimbursement offered in the current system of private and 
public insurance. These programs rely on support from local health care organiza-
tions (affiliated and otherwise) along with philanthropic funds. These funds are very 
much appreciated, though reliance on outside funding puts programs at risk when 
economic or operational changes impact these partners. It is not uncommon for a 
high-quality, well-run program to encounter times of austerity or even close when 
such circumstances emerge. Data from outpatient clinics suggest programs can 
improve patient satisfaction, symptom control, and quality of life, and reduce health 
care utilization (Rabow et al., 2013, 2014); these benefits can help organizations 
justify their investment in outpatient programs. Unfortunately, without an aligned 
goal (financial or otherwise) this may be interesting and important data that fails to 
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rally funds. As with all health care, especially pediatric subspecialties, palliative 
care faces a supply and demand imbalance in all its disciplines. This is compounded 
by a training pipeline with fewer training programs and trainees than can meet the 
needs of local and national communities (Dingfield et al., 2020). While this problem 
impacts all palliative care teams, outpatient work is hit especially hard due to the 
need for these caregivers to work more independently than many of their inpatient 
colleagues. This means that they need to have skill and mastery going into the job, 
rather than relying on a full team to mentor and develop their skills through direct 
observation in an inpatient setting.

Palliative care teams have approached the issue of staffing with creativity and 
collaboration. Some of the proposed solutions to this include community-based 
PPC services and home-based PPC teams as well as telehealth care services (Kaye 
et al., 2015). In a recent study, 46% of the outpatient clinics surveyed were able to 
provide separate home-based pediatric palliative care services in their area (Autrey 
et al., 2023). Home-based visits allow the provider to evaluate the patient in the 
patient’s primary environment. In addition to the opportunity to get to know the 
patient and family more personally, home visits may reveal unseen obstacles to care 
and opportunities to enhance quality of life for the patient and their household 
(Weaver et al., 2020, 2021; Boyden et al., 2021; Lin et al., 2020).

Some distinct benefits of outpatient palliative care include the ability for families 
to plan and control the timing and agenda of these visits and improving interaction 
in discussing serious and emotionally charged topics. It also allows patients to be 
followed longitudinally for symptoms and needs, and for palliative care providers to 
connect with the teams that care for the patient outside of the hospital (Boyden 
et  al., 2021). Inpatient palliative care teams often meet families at the height of 
stress when the limbic system, rather than higher level functioning, has taken over. 
Decisions may be made from a place of fear, anger, or hope in the heat of the 
moment. Working with families outside of these circumstances allows abstract 
thought and long-term perspective, which are extremely important when consider-
ing the complex plans for a child’s future. Additionally, palliative care teams in 
hospitals are often actively involved in creating symptom management plans and do 
their best to design home regimens that will serve the child and family. Outpatient 
teams have an enhanced ability to see what life is like for patients outside of the 
hospital, which may be quite different from how they present in a hospital setting. 
This insight allows for safer and more effective prescribing and management of 
unique issues. It also may inform the goals that the patient and family are hoping for 
and the feasibility of accomplishing these goals. The primary care team for patients 
with serious illness is often expansive and not always visible to the inpatient team. 
Palliative care in the community may have a better working knowledge of the pri-
mary care team, homecare resources, nursing support, and other services that work 
for the good of a child. These working relationships bolster support for the patient, 
family, and the other professionals in the community. Many pediatric palliative care 
teams also co-visit with other subspecialists and/or participate in interdisciplinary 
meetings where patients are discussed. This collaboration magnifies the individual 
provider’s ability to impact the care of a population of children.
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Moving forward, outpatient pediatric palliative care will continue to grow and 
play a significant role in the care of children with serious illness. Our ability to 
leverage strategies such as community-based PPC services, home-based PPC teams, 
and telehealth care services will be closely related to our capacity to create and 
maintain structures that support this clear need and benefit children and their 
families.

4.4 � Increasing Access to Pediatric Palliative Care Through 
Telehealth Services

The gold standard is providing access to care that meets patients where they are, 
both physically and existentially. Telehealth offers an opportunity to extend the 
reach of pediatric palliative care teams across the nation into health care deserts 
and rural and tribal communities. A form of tele-palliative care called remote 
patient monitoring was developed early in the 2010s and expanded rapidly in the 
context of the COVID-19 pandemic beginning in 2020. In a recent study, 75% of 
the outpatient clinics surveyed have telehealth access and the ability to conduct 
telehealth visits. Telehealth access has significantly expanded the range of pediat-
ric palliative care teams while adding capabilities that may have been difficult to 
access for those visiting in person (Winegard et  al., 2017; Weaver et  al., 2021; 
Bradford et al., 2014). Access to language services is built into many telehealth 
platforms, allowing families in more remote areas to benefit from this essential 
service. Telehealth also provides a low-barrier opportunity for people in the child’s 
care team to join a visit. This might include medical professionals, such as their 
primary care provider, or family members who play a key role but might otherwise 
be unable to join a clinic visit due to employment, illness, or geography. Many 
continue to prefer in-person interaction, though the benefits of telehealth in the 
outpatient setting ensure that it will be an important ingredient in any outpatient 
program.

In a systematic review in 2021 (Shah & Badawy) of randomized controlled trials 
that included telehealth for pediatric patients, telehealth was comparable to or better 
than in-person services. Although the studies focused on diseases like otitis media, 
skin conditions, mental health conditions, cystic fibrosis, and asthma, the outcomes 
measured in the study were related to symptom management, quality of life, satis-
faction, medication adherence, visit completion rates, and disease progression 
(Shah & Badawy, 2021). Given these outcomes, it is possible that telehealth could 
be effectively used to overcome some of the barriers that exist for both inpatient and 
outpatient palliative care needs. It does not, however, replace the value of the face-
to-face in-person encounter that is often highly beneficial to patients and their fami-
lies when discussing serious illness, suffering, and the dynamic physical, emotional, 
spiritual, and existential impacts on life. This is well elucidated by Dr. Mehta (2021) 
in her article on remote patient monitoring in pediatric palliative care.
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4.5 � Barriers to Accessing Pediatric Palliative Care

4.5.1 � Systemic Barriers

Systemic factors in the United States impact patient access to adequate pediatric 
palliative care. These include program funding, insurance coverage policies, staff-
ing constraints, and lack of provider education.

Inconsistent and sometimes inadequate insurance coverage can limit access to 
pediatric palliative care. Coverage of PPC services varies across regions and socio-
economic status. Variability in state Medicaid programs and private insurance plans 
is an example of this inconsistency (Haines et al., 2018). If families need to move 
across state lines during treatment, care can be disrupted due to these variable cov-
erage policies. Concurrent care hospice is only consistently available to patients 
with Medicaid insurance who are 21 years of age or younger, making this valuable 
resource sometimes out of reach for youth covered by private insurance.

An additional barrier to access to PPC is lack of program funding. Many hospi-
tals are reluctant to allocate already strained financial resources to a program that 
tends to be revenue negative. In practice, there are strong arguments that PPC 
involvement improves resource utilization in pediatric hospitals. A retrospective 
study of 425 children with noncancer diagnoses receiving pediatric palliative care in 
the United States demonstrated a 38-day decrease in hospital length of stay and a 
savings of $275,000 per patient compared to resource utilization for those same 
patients prior to PPC enrollment (Postier et al., 2014).

Finally, there exists a nationwide shortage of clinicians with expertise in deliver-
ing palliative care, especially to children with cancer (Haines et al., 2018). Few resi-
dency and fellowship programs provide formal training in PPC, and pediatric 
oncologists are not typically trained in this area (Friedman et al., 2005). A 2021 
survey of 54 PPC programs nationally identified that only 37% met minimum stan-
dards of practice for staffing (Rogers et al., 2021). Even for large hospitals with 
robust PPC programs, staffing constraints often limit the number of patients they 
can support.

4.5.2 � Access Disparities Based on Social Identity

Disparities in access to palliative care based on race, ethnicity, language preference, 
and cultural identities have been well documented in the adult literature. These stud-
ies show that BIPOC, LGBTQ, and disabled populations are less likely to use hos-
pice, have lower satisfaction with care, receive care that is less aligned with their 
preferences, and have decreased access to medications (Marcewicz et  al., 2022; 
Haviland et al., 2021; Velepucha-Iniguez et al., 2022; Patel et al., 2023). While these 
disparities have been less well explored in the pediatric population, we know that 
racism and discrimination based on language preference exist in our hospitals 
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(Purtell et al., 2021). For example, Hispanic families of children with cancer report 
receiving care that is less aligned with their goals at the end of life compared to 
white families (Kaye et al., 2019). In a study of 426 children with cancer, white 
patients spent fewer days in the hospital in the last 3 months of life compared to 
Black, Asian, and Hispanic patients (DeGroote et al., 2022).

Cultural beliefs and identities can impact how families prefer to engage with pal-
liative care teams. They influence whether the family values the involvement of 
clergy, how they wish to receive information (e.g., direct versus indirect communi-
cation), how nonverbal cues are interpreted, how they wish to talk about death and 
dying with children, their understanding of the meaning of pain and suffering, their 
beliefs regarding the meaning of death and dying, and their preferred location for 
end-of-life care (Wiener et al., 2013). Lack of awareness of these nuances can dam-
age trust and rapport (Cain et al., 2018). Different institutions have different levels 
of education and experience regarding cultural humility, awareness of social identi-
ties, and rigor of data tracking discrimination/bias safety events, all of which can 
impact the frequency with which these communication breakdowns occur (McKee 
et al., 2022).

4.5.3 � Perceptions Toward Palliative Care

Family preferences not being aligned with palliative care are often cited in the lit-
erature as barriers to PPC involvement. In a mixed-methods study among pediatric 
trainees and faculty physicians at three pediatric hospitals, perceptions of barriers to 
PPC involvement included family not being ready to acknowledge an incurable con-
dition, family preference for more life-sustaining therapies, uncertain prognosis, 
and parent discomfort with the possibility of hastening death (Levine et al., 2023). 
These perceptions can represent a gap in understanding of the function and value of 
PPC as none of these preferences are contraindications to palliative involvement. In 
fact, prognostic uncertainty should be a sign to initiate rather than delay a palliative 
care consult, and many families can receive holistic palliative support while con-
tinuing to pursue cure and without hastening death (Davies et al., 2008). In fact, 
both adult and pediatric data suggest that hospice involvement prolongs life expec-
tancy at a higher quality of life (Eichelberger & Shadiack, 2018; Friedrichsdorf, 2010).

Provider perceptions of PPC may also demonstrate a gap in understanding the 
value of PPC involvement and act as a barrier to its utilization. Much of PPC is 
provided as an inpatient consultative service, meaning providers must make a refer-
ral to the PPC team. Here, a lack of provider awareness of and willingness to discuss 
PPC with patients and families can act as a barrier to PPC involvement (Haines 
et al., 2018). A lack of education and training specific to PPC among pediatric pro-
viders can lead to misunderstandings regarding the purpose and value of PPC, 
resulting in barriers to its utilization (Haines et al., 2018; Balkin et al., 2017; Davies 
et al., 2008). Such misconceptions include the beliefs that palliative care is synony-
mous with hospice or end-of-life care, that palliative care cannot be delivered 
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alongside curative treatments, and that pediatric patients are unable to participate in 
discussions regarding palliative care (Haines et al., 2018). Research also indicates 
that providers perceive PPC consultations as helpful but occurring “too late” (Balkin 
et al., 2017; Afonso et al., 2021).

In a survey of 183 pediatric cardiologists and cardiac surgeons regarding atti-
tudes toward PPC, researchers identified the following perceived barriers to request-
ing PPC consultation: concern that consultation occurring too early will undermine 
hope and concern that consultation will be perceived by the patient’s family as “giv-
ing up” (Balkin et al., 2017). Additional provider-perceived barriers to the utiliza-
tion of PPC include prognostic uncertainty, language barriers, time constraints, and 
family not being ready to acknowledge an incurable condition (Davies et al., 2008; 
Levine et al., 2023). Provider personal beliefs may also serve as barriers to PPC 
consultation. For example, discomfort in initiating conversations about PPC can 
hinder consultation (Haines et al., 2018). Conflict between staff and family regard-
ing treatment goals (e.g., family preference for more life-sustaining therapies than 
staff) is also cited as a barrier to PPC consultation (Davies et  al., 2008; Levine 
et al., 2023).

These findings highlight the need for education about the scope of practice of 
palliative care and training to increase understanding and clarify misconceptions.
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Chapter 5
The Future of Pediatric Palliative Care

5.1 � Expanding Pediatric Palliative Care by National 
Organization Endorsement

A variety of national and international organizations endorse pediatric palliative 
care (PPC) and its value in the health care system. The guidelines and recommenda-
tions for PPC and pediatric hospice care (PHC) put forth by the American Academy 
of Pediatrics (AAP, 2013) include ensuring that all hospitals and large health care 
organizations that routinely serve children with life-threatening conditions have 
dedicated interdisciplinary PPC-PHC teams; that PPC-PHC competencies be 
included in medical school, residency, and fellowship curricula; that PPC-PHC 
teams support ongoing research and quality improvement; and that PPC-PHC be 
paid equitably across settings to ensure access to high-quality care for patients and 
families. In its clinical report on guidance for pediatric end-of-life care, the AAP 
supports early engagement of palliative care and advocacy to expand its availability 
in both hospital and community settings (Linebarger et al., 2022). Many of these 
aspects of PPC are evident in the initial statement on palliative care for children put 
forth by the AAP in 2000. Here, the following principles were outlined as founda-
tional to an integrated model of palliative care: respect for the dignity of patients 
and families, both during their illness and after the child’s death; access to compe-
tent and compassionate palliative care in order to improve quality of life; support for 
health care professionals to process the emotions associated with caring for the 
dying child; improved support for pediatric palliative care through education; 
and continued improvement of pediatric palliative care through research, education, 
and practice (AAP, 2000).

In a recent statement, the American Heart Association emphasized the impor-
tance of palliative care involvement for children with heart disease due to morbidity 
and mortality risks, stating that “the clinical course for patients with complex 
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congenital [heart disease] and pediatric acquired [heart disease] with potential for 
future heart failure necessitates early and longitudinal primary palliative care” 
(Blume et al., 2023, p. 175). The statement further details that pediatric cardiology 
and cardiovascular surgery trainees should receive relevant training on palliative 
care skills and utilize them within their scope of practice (Blume et al., 2023).

In their clinical training recommendations for all clinicians caring for pediatric 
patients, including physicians, physician assistants, advanced practice registered 
nurses, registered nurses, and social workers, the Center to Advance Palliative Care 
(n.d.) identifies as a necessary skill the ability to identify those patients who would 
benefit from a specialty pediatric palliative care consultation to assist with symptom 
management for complex or intractable symptoms.

In the clinical practice guidelines for quality palliative care published by the 
National Coalition for Hospice and Palliative Care (National Consensus Project for 
Quality Palliative Care, 2018) and endorsed by the American Academy of Pediatrics 
(2019), several pertinent recommendations are made: to provide the highest quality 
care that meets the holistic needs of patients and families, palliative care should be 
provided by an interdisciplinary team with training in palliative care; this commit-
ment to optimal patient- and family-centered care catered to the unique physical, 
psychological, and spiritual needs of each patient and family should be evident in 
assessment, care planning, and treatment (National Consensus Project for Quality 
Palliative Care, 2018).

The World Health Organization (WHO) recognizes palliative care as being pro-
motive of better patient outcomes including improved pain control, health-related 
quality of life, family satisfaction, and emotional well-being in addition to reduced 
health care costs. In their guide for integrating palliative care and symptom relief 
into pediatrics, palliative care is described as “… an essential complement to cura-
tive or disease-modifying treatments for serious or life-threatening health condi-
tion” (WHO, 2018, p. 51).

5.2 � Pediatric Palliative Care Research: Resources 
and Expansion

5.2.1 � Addressing Research Challenges in Pediatric 
Palliative Care

Researchers in palliative care face significant obstacles to conducting high-quality 
research despite the identification of gaps in knowledge partly due to lack of fund-
ing, limited research workforce, and challenges related to public and professional 
misunderstanding of palliative care (Chen et  al., 2014). Pediatric palliative care 
researchers are challenged by the use of small and heterogeneous study populations 
experiencing rapid changes in health status (Beecham et al., 2016). Referral patterns 
to PPC services and research participant representation demonstrate unfair patterns. 
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For example, young people who are African American, live in rural or low-income 
areas, or do not have private insurance are referred less frequently (Nelson et al., 
2018). The overwhelming majority of pediatric palliative care study participants are 
white, and many studies limit participation to English-speaking families (Sample 
et  al., 2021). Participating family members are typically white mothers, limiting 
input from other family members (Nelson et al., 2018). Addressing these inequities 
through use of referral triggers, analysis of demographic information, and inten-
tional study design can make research findings more equitable and applicable to all 
who may benefit (Nelson et al., 2018; Mooney-Doyle et al., 2022).

In a systematic review of the impact of specialized palliative care by Marcus 
et  al. (2020), over half of the studies exhibited participant selection bias given 
observational, retrospective structure and low survey response rates with lack of 
comparisons between responders and nonresponders. Thus, there is ample opportu-
nity for future studies utilizing validated tools and specific standardized outcomes 
in controlled settings.

Study designs have rarely represented the voices of young people receiving care, 
relying heavily or completely on often discordant proxy reporting (Friedel et al., 
2019). Challenges to their participation include communication and ethics of assent. 
Assent processes require attention as parental decision-making and assent of chil-
dren are viewed differently across cultural contexts (Khoo et  al., 2023). Further, 
children with life-limiting illnesses have varied abilities to comprehend consider-
ations or communicate preferences. Strategies such as questions that are read aloud 
or use of communication devices allow children to complete surveys despite physi-
cal or cognitive barriers (Nelson et al., 2018). Diversity of ages among participants 
experiencing illness is also important, particularly since certain age groups are 
known to have poorer psychosocial outcomes (Lau et al., 2020).

Despite early and ongoing concerns about traumatizing participants, surveys of 
families engaged in pediatric palliative care research have shown that benefits out-
weigh burdens (Weaver et al., 2019). Families found meaning in opportunities to 
help others, reflect on and share their stories, and remember their children (Hasan 
et al., 2021).

Challenges of doing palliative care research may be ameliorated by standardized 
measures, the use of diverse populations, input from young people and caregivers, 
and utilizing communication support when needed (Nelson et al., 2018).

5.2.2 � Research Resources and Methodologies

Creative study design, cooperative research resources, use of databases, increased 
numbers of practitioners, development of validated tools, and increased funding 
have supported the growth of palliative care research. During the last 5  years, 
researchers have contributed numerous multisite, prospective, and randomized con-
trol trials.
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5.2.2.1 � Databases

Grouped information, through multisite studies or database utilization, has resulted 
in increased sample size and study rigor in PPC (Visser et  al., 2015). Database 
resources include the Pediatric Palliative Care Research Network’s SHAred Data 
and REsearch (SHARE), an interdisciplinary effort of six children’s hospitals. 
Family demographics, goals of care, psychological health, and symptom priorities 
are recorded. Patient-related information such as prescriptions, diagnoses, proce-
dures, and symptom data is also collected (Nye et al., 2022).

The Palliative Care Research Cooperative (PCRC) supports palliative care 
research for adult and pediatric populations. Similar to SHARE, it offers support for 
multidisciplinary researchers as well as a repository (Ritchie et  al., 2017). First 
funded by the National Institute for Nursing Research, PCRC was created to sup-
port high-quality palliative care research, with emphasis on multisite and new inves-
tigator processes.

The Children’s Hospital Association manages the Pediatric Health Information 
System (PHIS) database, which includes information about young people who 
receive care at 49 US children’s hospitals. Encounters for surgery, emergency 
department, observation, inpatient, and ambulatory care are recorded. Demographic, 
procedure, and billing data are associated with each encounter (Children’s Hospital 
Association, n.d.).

The Patient-reported Outcome Measurement Information System (PROMIS) 
(Health Measures, 2023), initiated with the National Institutes of Health funding in 
2004, offers resources for self-reporting of patients’ physical, social, mental, and 
global health. Resources are available electronically and on paper, with some tools 
in English and Spanish.

5.2.2.2 � Tool Selection

Two tools have been used to assess the eligibility for PPC and facilitate timely and 
appropriate PPC referral of children between 1 and 18 years old. One is the Pediatric 
Palliative Screening Scale (PaPaS) and the other is the Assessment Form for 
Complex Clinical Needs in Pediatrics (ACCAPED) Scale (Papa et al., 2023). The 
PaPaS scale assesses the care burden of the child and caregivers, while the 
ACCAPED scale assesses the clinical needs of a child with a life-limiting or life-
threatening illness. Both scales specify whether a family would be well served by 
generalist palliative care or whether specialty care is necessary (Papa et al., 2023).

Regarding the measurement of family needs, general tools that have been vali-
dated in the pediatric palliative care population include the Pediatric Palliative Care 
Early Intervention Tool, a nurse-driven instrument that quantifies patient symptom 
needs; the Family Empowerment Scale, which measures parental sense of control; 
and PCNeeds, which includes relationship and decision-making needs (Papa et al., 
2023). Tools for evaluation of specific symptoms (e.g., pain, sleep quality, nausea) 
are available for PPC patients but have not yet been validated. A more 

5  The Future of Pediatric Palliative Care



83

comprehensive list of specific tools designed to evaluate symptoms are found in 
articles by Pinheiro et al. in 2018 and Chan et al. in 2022.

Measurement of palliative care treatment efficacy and quality of life can be per-
formed using care assessment tools like the African Children’s Palliative Outcome 
Scale (C-POS) as a brief assessment (Papa et al., 2023). The FACETS-OF-PPC, a 
lengthier tool, is useful for young people with severe neurological impairment (Papa 
et  al., 2023). Other assessment tools noted in the literature include the Hospital 
Anxiety and Depression Scale (HADS), the Pediatric Quality of Life (Peds QL) 4.0, 
the Supportive Care sCore (SCC), the Quality of Life in Life-Threatening Illness-
Family Caregiver Questionnaire (QOLLTI-F), and the Needs at the End of Life 
(NEST) screening tool (Friedel et al., 2019). Additional tools await validation for 
broader use.

Lastly, retrospective evaluation of parents’ experiences related to their child’s 
end of life can be evaluated using the Parental PELICAN questionnaire. The tool is 
setting-specific, with versions for neurology, cardiology, neonatology, and oncology 
(Papa et al., 2023).

5.2.2.3 � Outcome Measures

The measures of morbidity and mortality common in other studies are less helpful 
in palliative care research as participants are known to have incurable illness and 
decreased life expectancy (Visser et al., 2015; Feudtner et al., 2019). Alternatively, 
researchers have utilized measures of quality of life, coping and stress, and symp-
tom burden as outcome measures. Unfortunately, these outcomes measures are sub-
jective, vary between child and parents, and are dependent on child age, duration of 
symptoms, and frequency of assessment, posing further research challenges in PPC 
(Feudtner et al., 2019).

5.2.2.4 � Study Design

Challenges associated with population heterogeneity can be addressed through 
study design. Exposure-crossover design compares the rate of an outcome before 
and after a patient undergoes an exposure. Thus, patients are compared to them-
selves (Nelson et al., 2018). Latent class analysis can also be effective as it subdi-
vides a larger population into groups of participants with multiple commonalities. 
These groups can then be compared to one another as outcomes are evaluated 
(Nelson et al., 2018). Longitudinal studies may be better for examining long-term 
outcomes and allowing for comparison of patients’ disease trajectories and associ-
ated factors (Nelson et al., 2018; Visser et al., 2015). However, these studies are 
prone to missing data as PPC patients have a high level of morbidity and mortality, 
and are thus often unable to complete assessments, especially as their illness 
advances or their symptoms worsen (Nelson et al., 2018). Additionally, there are no 
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standards for when reassessments should occur in longitudinal studies, limiting 
comparison across studies (Feudtner et al., 2019).

5.2.2.4.1  Randomized Clinical Trials Related to Pediatric Palliative Care

One example of a randomized clinical trial related to palliative care is the Family-
Centered Advance Care Planning for Teens with Cancer (FACE-TC) study. The 
study was conducted from 2016 to 2019 at four children’s hospitals to evaluate the 
longitudinal efficacy of the FACE-TC intervention to sustain adolescent–family 
congruence about end-of-life treatment preferences (Needle et al., 2022). The study 
enrolled adolescents (aged 14–21 years) with cancer and their family members for 
staged advance care planning discussions. A total of 126 adolescent–family dyads 
were randomized 2:1 to FACE-TC (intervention group n = 83) or treatment as usual 
(control group n = 43) and underwent five follow-up visits over an 18-month post-
intervention period. Intention-to-treat analyses were conducted from March 2021 to 
April 2022 (Needle et al., 2022). The results of this trial showed that, for those who 
received the FACE-TC intervention, the families’ knowledge of their adolescents’ 
end-of-life treatment preferences was sustained for 1 year (Needle et al., 2022). The 
126 dyads also completed the Functional Assessment of Chronic Illness Therapy-
Spiritual Well-Being (FACIT-SP) Version 4 to evaluate congruence of family beliefs 
around treatment and spirituality (Livingston et al., 2020). Analysis of study data 
revealed that adolescents with cancer and their family members tended to share 
relational sentiments, such as compassion for others and feeling loved, but differed 
in concordance of religious sentiments (Livingston et al., 2020).

Another randomized trial is the Promoting Resilience in Stress Management 
(PRISM) study, conducted from January 2015 to October 2016, in which adoles-
cents and young adults (12–25 years old) with cancer (n = 92) were randomized 
one-to-one to PRISM (n = 48) or usual care (n = 44). PRISM teaches stress manage-
ment, goal setting, cognitive-reframing, and meaning-making skills. The interven-
tion included four individual sessions of skill-building with optional monthly 
follow-up sessions. Outcome measures included hope, benefit-finding, general 
quality of life, distress, and cancer-specific quality of life. Participants completed 
surveys at enrollment and 6 months later. Researchers found that receiving PRISM 
was associated with improved benefit-finding and hope with clinically meaningful 
effect sizes when compared to usual care (Rosenberg et al., 2019).

As a part of the PRISM study, Seattle researchers conducted further analyses and 
examined whether response to PRISM differed across key sociodemographic char-
acteristics (Lau et  al., 2020). Participants were stratified by sex, age, race, and 
neighborhood socioeconomic disadvantage based on home address. The PRISM 
intervention demonstrated a positive effect for the majority of outcomes regardless 
of sex, age, and race, though it may not be as helpful for adolescents and young 
adults living in disadvantaged neighborhoods (Lau et al., 2020).

Similar interventions were offered to parents of young people with cancer in an 
associated PRISM study, with benefits shown after 3  months (Rosenberg et  al., 
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2019). Significant findings included increased resilience and benefit-finding in par-
ents receiving 1:1 training. A follow-up publication described parental stress 
6 months after baseline assessments (Rosenberg et al., 2021). Participants were ran-
domized to usual care, or usual care with either 1:1 support or group PRISM educa-
tion, with most participants being white, college-educated, English-speaking 
mothers. Both intervention groups received four sessions of skill-building instruc-
tion. Resilience, benefit-finding, and distress levels were measured at 3 and 
6 months. The study showed benefits 3 months after the intervention but none at 
6 months. Interestingly, findings showed that distress levels decreased over time 
even for the usual care group. Parents reported the training was helpful, particularly 
stress management teachings (Rosenberg et al., 2021).

A 2022 publication evaluated the findings of a randomized control trial regarding 
the early integration of palliative support for young people hospitalized for more 
than 8  days in a pediatric intensive care setting (Erçin-Swearinger et  al., 2022). 
Outcome measures included prevalence of symptoms correlated with acute or post-
traumatic stress disorders. English- and Spanish-speaking family members were 
included, with 377 family members and 220 children participating. Baseline mea-
surements showed no significant differences in symptom prevalence. The study also 
examined family functioning, perceived support, and trust in medical providers. 
Analyses showed longer length of stay, lower family functioning, child’s death, 
being a parent, and female gender were risk factors for manifestation of stress 
symptoms (Erçin-Swearinger et al., 2022). Among family members whose children 
died, over 41% met diagnostic criteria for post-traumatic stress disorder (PTSD); 
9.7% of family members of children who did not die met these criteria. Over 15% 
of family members surveyed met the criteria for acute stress disorder. At 3-month 
follow-up, 13.8% of family members met the PTSD criteria. This study provides 
insight into the factors predisposing families to difficult courses. However, the study 
does not provide information regarding comparison between groups receiving pal-
liative services and those in the control.

The Pediatric Quality of Life and Evaluation of Symptoms Technology 
(PediQUEST) trial, conducted between 2004 and 2009, was a three-site randomized 
control trial. Children with advanced cancer and their caregivers received palliative 
care support and regular self-report assessments (Wolfe et al., 2014). For each par-
ticipating child with advanced cancer, the child or caregiver completed assessments 
weekly for 20 weeks. Assessments included the Memorial Symptom Assessment 
Scale and the Pediatric Quality of Life Inventory 4.0 (Peds QL4.0). There was also 
a question regarding general feeling of sickness. Child, parent, and provider satis-
faction were also evaluated. Findings included significant improvement in Peds 
QL4.0 emotional scores and general sickness reports. Oncologists shared that 
reports yielded little helpful information regarding physical symptoms but did pro-
vide new information about psychosocial needs. Information did not tend to change 
oncologists’ views about goals but did contribute to decisions to refer for social 
work, pain team, palliative care, or psychosocial support (Wolfe et  al., 2014). A 
PediQUEST follow-up study assessed parent and child perspectives regarding 
patient-reported outcome report systems  related to symptoms and quality of life 
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(Merz et al., 2023). Families noted that participation increased awareness regarding 
their own and others’ experiences. They also reported improved communication 
among family members and care teams. The study used questions read aloud for 
children 5–8  years of age, and young people over 8  years completed their own 
reports. English- and Spanish-speaking families participated.

The PediQUEST Response study is a five-site randomized, controlled effective-
ness trial conducted from March 2018 to September 2022 (Dussel et al., 2022). The 
updated web-based assessment tools are accessible by app for weekly completion 
by patients or family members. A primary goal is to improve health-related quality 
of life scores; secondary outcomes include implementation of treatment for symp-
toms and decreased stress and anxiety. Tools include the PediQUEST Memorial 
Symptom Assessment Scale, Spielberger’s-State-Trait Anxiety Inventory, the 
Center for Epidemiologic Studies Short Depression Scale, and a pain-related por-
tion of the Response to Stress Questionnaires (Dussel et al., 2022).

Other notable studies with randomized control designs have evaluated interven-
tions addressing caregiver support for families with children in intensive care set-
tings. One two-site study entailed a collection of supports to assist with 
decision-making, communication, informational, or end-of-life needs. Supports 
included a trained navigator, diary, question prompt list, bedside communication 
log, and information about the ICU including therapies administered (Michelson 
et al., 2020). Outcome measures included “excellent” responses to decision-making 
domains of family satisfaction surveys completed 3–5  weeks after discharge, as 
well as parental morbidities and perceptions of team communication. Navigators 
were masters-level professionals in social work, child development, family studies, 
or marriage and family therapy. Sample size was 382 families. While the service 
was rated positively by parents, there was no statistically significant difference in 
decision-making satisfaction, which researchers noted could be related to the under-
powered study. Researchers did observe a shorter length of stay and smaller number 
of family meetings among the intervention group. The authors noted that multiple 
factors may have influenced study outcomes, including limited availability of navi-
gators and family members, baseline parent characteristics, and indirect influence of 
care received by families in the nonintervention arm. Response bias was also noted 
as a disproportionate number of survey responses were from non-Hispanic white, 
educated parents (Michelson et al., 2020).

5.2.3 � Future of Research in Pediatric Palliative Care

There is a need for adequately powered multisite studies with diverse participant 
groups, use of validated tools, effective and clear interventions, and clear desired 
outcomes. Fortunately, barriers are addressed through growing workforce, increased 
cooperation and support, and improved understanding of how research can benefit 
participating families.
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5.3 � Pediatric Palliative Care Education 
and Training Opportunities

The field of palliative care has seen significant expansion since it was established as 
a subspecialty in 2008. Skilled palliative care providers are in growing demand, and 
the current training capacity has been described as insufficient for ongoing needs 
(Lupu et  al., 2018). Within pediatrics, opportunities for specialty training exist 
through dedicated hospice and palliative medicine (HPM) fellowships at free-
standing children’s hospitals or through pediatric tracks within adult HPM fellow-
ships. Some adult fellowships have variable opportunities for some pediatric 
exposure. Most graduating HPM fellows will not be caring for children. In fact, 
only 11% of surveyed respondents reported that they would care for pediatric 
patients more than 50% of their time following fellowship (American Academy of 
Hospice and Palliative Medicine [AAHPM], 2019a). This highlights the critical 
importance of high-quality primary pediatric palliative care education.

The momentum for quality palliative care education outreach is currently high. 
Both the Center to Advance Palliative Care (CAPC) and the National Coalition for 
Hospice and Palliative Care (NCHPC) have prioritized initiatives to advance PPC 
through their respective Pediatric Palliative Care National Action Initiative and 
National Coalition Pediatric Palliative Care Task Force. These initiatives represent 
national efforts to unite leaders in the palliative care arena to strengthen the field of 
PPC. Bolstering primary palliative skills for nonpalliative providers has become a 
priority item for both. For example, CAPC has partnered with the American 
Academy of Pediatrics and launched a dedicated online skills course for pediatri-
cians on discussing serious illness (AAP, 2020). Similar efforts have had significant 
impacts. One notable program is the Education in Palliative and End-of-Life Care 
(EPEC)-Pediatrics program. Funded by a National Institutes of Health and National 
Cancer Institute R25 grant, a 24-module curriculum delivers online and in-person 
sessions to teach primary palliative care and offers additional training for graduates 
so they can become “Master Facilitators,” further expanding the outreach of the 
material (Friedrichsdorf et al., 2019). It has widely been considered the most com-
prehensive pediatric palliative care education project worldwide (Friedrichsdorf 
et al., 2019; Postier et al., 2022). With six continents benefiting from this curriculum 
content, participating clinicians reported perceived improvement in the care of chil-
dren with serious illness in their regions (Postier et al., 2022). Most children in the 
world depend on their pediatricians for primary palliative care, and capitalizing on 
education programs like this is key for comprehensive high-quality pediatric care.

Providers can explore additional avenues for exposure to pediatric palliative care 
education. These options include institutional or national organizations’ continuing 
medical education (CME) courses, simulation exercises, interdisciplinary certificate 
programs, and high-quality or sponsored online resources. Many state licensure 
boards identify and recommend certain CME topics that align with palliative care 
topics. The most notable include safe opioid prescribing and pain management 
training (Sinclair & Doodian, 2022). Although not necessarily dedicated to pediat-
rics, some of these courses offer specific pediatric topics. Importantly, many courses 
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are interdisciplinary, with content applicable to nursing and social work. An impor-
tant source of educational materials for many pediatric palliative teams and national 
organizations, such as the American Academy of Pediatrics and American Academy 
of Hospice and Palliative Medicine, is the Courageous Parents Network. The net-
work is a nonprofit organization that provides resources for families and clinicians 
based on families’ shared experiences dealing with serious illness. Materials readily 
available to families and clinicians include videos, guided pathways, decision-mak-
ing guides, and podcasts. This resource has become invaluable for many families 
and provides clinicians with a wealth of resources to share with patients.

Lastly, graduate and undergraduate medical education across the country has 
increased palliative care content over the last 40 years (Dickinson, 2011; Fitzpatrick 
et  al., 2017). Additionally, content appears to be more consistent and uniform, 
which is encouraging (Fitzpatrick et  al., 2017). However, medical students and 
graduating residents are still unprepared when it comes to delivering palliative care 
(Chen et al., 2015; McCabe et al., 2008; Sullivan et al., 2004). And, unfortunately, 
it still appears that at the undergraduate level, exposure to consistent pediatric pal-
liative care training is lacking (Fitzpatrick et al., 2017). Furthermore, pediatric resi-
dents are graduating from residencies caring for fewer and fewer pediatric patients 
at the end of life and continue to feel underprepared when entering the workforce 
(McCabe et al., 2008; Trowbridge et al., 2020). Given limited clinical opportunities 
to care for children at end of life during residency, palliative simulation exercises 
have become more important and have demonstrated positive impact on trainee con-
fidence, as discussed in Sect. 5.3.1. Many children’s hospitals in the United States 
do not have a dedicated pediatric hospice and palliative medicine fellowship, let 
alone fully staffed pediatric palliative care teams (Rogers et al., 2021). Many stu-
dents and residents interested in pursuing a career in palliative care may experience 
different educational opportunities depending on region and availability. The AAP’s 
Section on Hospice and Palliative Medicine has worked to provide resources, con-
nect trainees, encourage “away” rotations, provide online platforms for mentorship, 
and recruit members to national organizations to support the growing need for 
future pediatric palliative care providers (Humphrey et al., 2023). Medical students 
and residents alike should seek out dedicated electives at their institutions and look 
for away rotations, if home institutions are not able to provide the needed exposure. 
They can additionally depend on a national group of mentors interested in support-
ing learners, and the AAHPM will offer free membership to students and residents. 
The hope is that training opportunities will continue to expand and become standard 
as the field of pediatric palliative care continues to see wide growth.

5.3.1 � Simulation and Palliative Care

Palliative care training heavily involves communication skills training. This can be 
time- and energy-intensive for both the trainees and the educators. Palliative care is 
a relatively young field in health care, and there continues to be workforce 
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shortages; the need for training opportunities may outmatch the availability of expe-
rienced clinicians. Practicing clinicians often develop primary palliative skills over 
time and with experience. However, especially in pediatrics, trainees are being 
exposed to fewer deaths, and general comfort with palliative care skills is low 
(McCabe et al., 2008).

The benefits of simulation in palliative care training have been described in mul-
tiple settings and specialties. Skills-based communication training has been devel-
oped to train oncology (Back et al., 2003), geriatric (Kelley et al., 2012), and critical 
care fellows (Arnold et al., 2015). Simulation training has also proven effective in 
teaching palliative care skills in the general pediatric setting (Taylor et al., 2022), as 
well as in pediatric fellowships, particularly those in specialties that encounter these 
high-stakes conversations regularly such as oncology, critical care, cardiology, and 
neonatology (Brock et al., 2017). Participants reported an increased confidence in 
talking about death and managing palliative care scenarios (Taylor et al., 2022). It 
has been used in training of all levels of providers from students through practicing 
clinicians. It is used in various disciplines, including medicine, nursing, social work, 
and chaplaincy. Simulation in palliative care training can provide opportunities for 
learners to practice difficult skills in a setting where they feel safe to attempt new 
approaches or make mistakes. This can also be a useful method to study and teach 
provider communication behaviors because researchers can replicate specific sce-
narios in ways not possible in real patient encounters (Kozhevnikov et al., 2018).

Educators have also used simulation as an opportunity to evaluate trainees’ pre-
paredness and skills with conversations (Ross et al., 2017). Skills include providing 
biomedical information clearly, obtaining the patient’s values, talking about uncer-
tainty, giving bad news, conducting a family meeting, helping families reach deci-
sions, negotiating conflict, and recognizing and dealing with one’s own feelings. 
Simulation for palliative care skills has been demonstrated to improve self-reported 
efficacy in abilities such as relationship building and communicating accurate infor-
mation, with an improved consultation referral rate to a palliative care team (Brock 
et al., 2017).

Simulation training is effective in teaching palliative care skills and can be 
applied to a range of contexts. Given the unpredictable occurrence and nature of 
“real life” palliative care scenarios, high-quality simulation training in palliative 
care can augment general and subspecialty pediatric training. This allows learners 
to increase both confidence and competence in these vital skills and to provide the 
best possible care during these critical conversations.

5.4 � Expanding Equitable Access to Pediatric Palliative Care 
Nationally and Globally

The need for pediatric hospice and palliative care is growing rapidly, spurred by 
population growth, increased rates of survival, need for longitudinal support for 
children with diagnoses such as extreme prematurity and other neurodegenerative 
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diseases, and growing acceptance of both hospice and palliative care. The current 
US supply of all palliative specialists is 13.35 per 100,000 adults 65 and older (Lupu 
et al., 2018). While the total number of pediatric palliative physicians in the United 
States is not well documented, data about the availability of PPC nationally suggests 
the workforce is inadequate to meet demand. Based on the 2020 National Hospice 
and Palliative Care Organization (NHPCO) Pediatric Needs Assessment (2023), a 
large majority of counties do not have access to pediatric palliative services, with 
71.5% of counties without access to home-based hospice care, 81.2% without 
home-based palliative care, 78.7% without inpatient-based hospice care, and 81.5% 
without inpatient-based palliative care.

A 2020 study evaluated data from 54 PPC programs across the United States that 
participated in the 2018 National Palliative Care Registry (Rogers et  al., 2021). 
Within these programs, few (37%) met the minimum standards of practice for staff-
ing, with a median of 3.8 full-time equivalent staff per 10,000 hospital admissions 
(range 0.7–12.1) across the core interdisciplinary team (Rogers et  al., 2021). 
Programs reported being able to provide more annual consults if they were part of 
long-standing programs at larger hospitals or had more interdisciplinary full-time 
equivalent staff, which suggests smaller hospitals in underserved areas have less 
access to PPC. Many programs reported concern for burnout (63%) and an inability 
to meet clinical demand with available staffing (60%), suggesting that the deficits in 
access to PPC meet or exceed those of adult palliative care (Rogers et al., 2021).

Access varies across the country by rural and urban settings, and by hospital tax 
status, with not-for-profit hospitals more likely to provide palliative care. Ninety 
percent of hospitals with palliative care are in urban areas, and only 17% of rural 
hospitals with 50 or more beds report palliative care programs (Center to Advance 
Palliative Care, 2019). Regionally, the south-central United States has the most lim-
ited access to palliative care, with less than one-third of hospitals in Arkansas, 
Mississippi, and Alabama reporting a palliative care team (Center to Advance 
Palliative Care, 2019).

A 2019 study projected the need for hospice and palliative medicine physicians 
in 2040 to range from 10,640 to almost 24,000, with supply likely to range from 
8100 to 19,000, based on current annual training capacity, which is 325 total new 
fellows per year (Lupu et al., 2018). As of 2023, there are only 23 pediatric pallia-
tive fellowship programs in the United States—two of those being social work fel-
lowships and one being a nurse practitioner fellowship—with a maximum of 32 
total slots for pediatric fellows per year (AAHPM, 2023). Given that it is estimated 
that nearly 180,000 children per year have conditions that warrant palliative care 
(with this number expected to rise), the deficit for PPC-trained physicians is signifi-
cant and likely to widen (Institute of Medicine, 2015).

While access to equitable pediatric palliative care remains an ongoing effort in 
the United States, the need for access to PPC globally surpasses deficits in the 
United States. Access to PPC worldwide is not well studied, with limited data 
known about the scale of development of PPC globally, particularly when compared 
to information about adult palliative care (Clelland et al., 2020). However, a 2016 
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study suggests that 98% of the global need for PPC comes from low- and middle-
income countries (Downing et al., 2016), while the majority of PPC is available in 
high-income countries. Nearly two-thirds of countries lack access to pediatric pal-
liative care (Knapp et al., 2011), even though children in low- and middle-income 
countries experience much higher illness-related morbidity and mortality, with 
strikingly poorer outcomes in terms of cancer survival (Lam et al., 2019). PPC ser-
vices are considered underdeveloped across Asia, Africa, and Latin America com-
pared to North America and Europe (Zuniga-Villanueva et al., 2021). A 2017 study 
suggests that 21 million children annually could benefit from some form of pallia-
tive care (Connor et al., 2017).

In addition to massive staffing shortages, barriers to access also exist related to 
provider perceptions of palliative care. In a 2022 survey of 847 Latin American 
physicians, McNeil et al. (2022) found that while almost all providers expressed a 
wish to have more training in palliative care, there were gaps in understanding what 
palliative care means, with 43.4% believing that palliative care equates to end-of-
life care. Increasing scholarships and access to PPC training opportunities, includ-
ing providing virtual options for participation, can also help support capacity 
building.

Efforts to expand access to PPC fellowship training are part of addressing this 
need. A novel trilateral partnership between the Unidad Nacional de Oncología 
Pediátrica in Guatemala City, St. Jude’s Children’s Research Hospital in Memphis, 
Tennessee, and the University of Utah in Salt Lake City, Utah, established the first 
American Council on Graduate Medical Education—International (ACGME-I) 
pediatric palliative fellowship for Latin American physicians in 2023. This program 
graduated its first fellow in June 2024, with plans to support two fellows in 2025. 
The model for this program is informing the development of other ACGME-I PPC 
fellowship programs, including one in Jordan.

While increasing the number of fellowship-trained PPC physicians is a priority, 
this alone cannot meet the demand. Various innovative efforts to expand access and 
capacity have demonstrated positive impact globally. For example, Malawi’s 
Waterloo Coalition Initiative (WCI) provided robust palliative care training over a 
10-month period to interdisciplinary health professionals at 13 hospitals in southern 
Malawi (Kiyange et al., 2024). They then used a cross-sectional evaluation to mea-
sure palliative care integration based on 11 consensus-based indicators over a 1-year 
period and found 92% of participating hospitals made considerable progress in all 
indicators, including increased pain relief and use of morphine for pediatric patients, 
where previously no pediatric patients had received morphine for any indication 
(Kiyange et  al., 2024). Community health workers are another underutilized 
resource that can increase equitable access to palliative care. At Johns Hopkins, the 
Community Health Worker Intervention for Disparities in Palliative Care (DeCIDE 
PC) program supports community health workers as care team members to enhance 
the receipt of palliative care for African Americans with advanced cancer (Siddiqi 
et al., 2023).

5.4  Expanding Equitable Access to Pediatric Palliative Care Nationally and Globally
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5.4.1 � Increasing Underrepresented Identities in Palliative Care

The American Academy of Hospice and Palliative Medicine, which includes a 
Pediatrics Council comprised of PPC providers across the United States, has for-
mally stated that modeling inclusion and embracing diverse identities of providers 
and patients is part of improving the quality of palliative care (AAHPM, 2019b). In 
September 2023, AAHPM began tracking voluntary disclosure of race, ethnicity, 
sexual orientation, and gender identity of its members to better measure and build a 
workforce reflecting the diverse patient populations served by hospice and palliative 
medicine providers.

There remains much work to be done to meet these goals of improved represen-
tation. A 2018 survey of all hospice and palliative medicine fellows in the United 
States (n = 292) demonstrated that only 6.8% identified as Hispanic (19.1% of the 
total US population) and 5.9% as Black (13.6% of the total US population), repre-
senting a significant deficit in terms of representation (AAHPM, 2019a). Of these 
total fellows, only about 11% trained in pediatric specialties that would make them 
eligible to be board-certified in pediatric settings. Pediatric palliative positions are 
less available nationally than adult positions, further limiting access to PPC 
(AAHPM, 2019a).

Pediatric palliative care, like all of medicine, suffers from lack of providers who 
identify as Black, Hispanic, and Native American, despite the diversity of the patient 
communities we serve. Given that PPC represents a minority of palliative-trained 
physicians, and that physicians with marginalized identities are already underrepre-
sented in this group, dedicated efforts to support recruitment, mentorship, and fac-
ulty development are vital to correcting this imbalance.

5.4.2 � The Role of Palliative Care Providers in Promoting 
Diversity, Equity, and Inclusion in Our Institutions

Palliative care providers possess a unique skillset that can be leveraged to support 
diversity, equity, and inclusion efforts at our institutions. Recognizing and respond-
ing to instances of abuse and discrimination require an ability to lean into difficult 
conversations, navigate conflict, and maintain psychological safety, all of which are 
skills that palliative providers possess (AAHPM, 2019b). Cultivating longitudinal, 
trusting relationships with families who have experienced marginalization in our 
health care systems can create space for them to disclose instances of discrimination 
and receive support and advocacy. At NYU-Langone, the palliative care team has 
incorporated a universal screening question—“During previous medical encounters 
have you felt you were treated differently from other patients for any reason?”—that 
has helped patients trust the medical team and discuss the impacts of racism on their 
care (Rau et al., 2022).

5  The Future of Pediatric Palliative Care
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At our own institution, palliative care providers have been involved in supporting 
a simulation exercise to help people identify and respond to abuse or mistreatment, 
based on de-identified cases of witnessed or experienced abuse submitted by our 
trainees, faculty, and staff. These sessions are informed by palliative communica-
tion techniques that involve role-play and debriefing and have shown statistically 
significant improvement in confidence in responding to microaggressions (p < 0.01).

5.5 � Conclusion

Pediatric palliative care is a growing field committed to providing holistic, interdis-
ciplinary care for children with life-limiting illness and their families by addressing 
physical, spiritual, and psychosocial aspects of care. Many specific pediatric popu-
lations, from prenatal to adolescents and young adults, face prognostic uncertainty. 
PPC uniquely supports making significant decisions regarding short- and long-term 
life-sustaining interventions that align with the goals and values of patients and 
families. Whether navigating severe neurologic impairment, a cancer relapse, or 
other life-altering diagnosis, PPC expertise can support complex symptom manage-
ment, quality of life, shared decision-making, grief, and bereavement. Barriers exist 
to equitable PPC access by race, ethnicity, language preference, socioeconomic sta-
tus, insurance coverage, and geographic region. Much work remains to be done to 
bolster the PPC workforce through increased education and training opportunities, 
especially for underrepresented providers, and to address systemic barriers to pal-
liative care.
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