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Foreword

Many of us who work in the field of pediatric psychosocial oncology have
had the experience of meeting someone for the first time at a cocktail party or
other social gathering and being asked what we do for a living. Disclosing
that we work with children who have cancer and their families in order to
help them manage the stresses and challenges of this illness may bring a
number of common responses: often an awkward pause; sometimes an
expression of admiration suggesting that we must be saintlike to do such
work; and not infrequently a question — “Isn’t that depressing?” We each
must develop our own response to that question, and while mine varies
depending on the circumstances, it always includes a definitive statement,
“No, it’s not depressing, it’s actually quite rewarding.” And because most of
us are not saints (not even close in my case), it behooves us to reflect on why
it is that this work is, in fact, so rewarding. From whence comes the uplift?
My introduction to work with the childhood cancer population began dur-
ing my postdoctoral fellowship training nearly 30 years ago. At that time,
great strides had already been made in the treatment of pediatric cancer and
survival rates were improving rapidly, while the areas of supportive and psy-
chosocial care were earlier in development and just beginning to catch up. I
remember vividly one of my first patient care experiences. An 11-year-old
boy with relapsed lymphoma was having a bone marrow transplant. He had
had his first dose of total body irradiation (TBI) that morning and suffered a
panic attack during the procedure. This was a major concern for his treatment
team, not only for his distress but because he needed to maintain some degree
of self-control for the treatment to be administered properly. His second dose
of TBI was scheduled for later that afternoon, and we were consulted urgently
to help him get through the process. I felt ill-prepared for this challenge and
rather apprehensive with the enormity of this responsibility. Then I met him.
He was a pleasant young man who appeared to be developing normally and
adjusting well in most spheres of his life, although he was notably and under-
standably anxious about his current predicament. Given his level of anxiety,
we agreed to postpone the discussion of his upcoming procedure while we
talked about more pleasant things. I learned that he loved baseball, and gath-
ered quite a bit of information about the exploits of his little league team.
Talking about this appeared to be a good distraction and he became less anx-
ious. Thus, we hatched our initial treatment plan to get him through that after-
noon’s procedure. Using the intercom system in the radiation suite to continue
our baseball dialogue, I suggested he could close his eyes and picture himself
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back on the baseball field, so that he could describe the game to me. He was
able to engage in this imagery, and before we knew it, the procedure was over.
My own relief was palpable. Then, the radiation doors opened and he walked
out slowly, dressed in the full “space suit” in use at that time. He came directly
to me and gave me a hug saying, “Thanks for helping me.” Although I hon-
estly wasn’t sure that anything I had done had contributed to this improved
outcome, the experience of his gratitude was something I will never forget. It
engendered a lot of feelings, but depression was not one of them.

Now I will not pretend that all my subsequent clinical experiences have
been as successful or rewarding as that one. But they need not be. To have just
the occasional satisfaction of knowing that something we have done may
have helped to reduce the distress of a child or ease the worry of an anxious
parent is sufficient to remind us of why we do this work and maintain our
commitment to it. I have experienced more than my share of failures and
frustrations along the way, as most of us do, but the positive experiences keep
us going, even if occurring infrequently. Of course, our goal is to have all of
our clinical encounters result in positive outcomes, and to move toward that
goal we want to ensure that our work is guided by the most up to date and
comprehensive information available, as developed by the leading experts in
this field. To make that knowledge available in a single volume has been the
ambitious goal of the editors of this book, an aim that I am pleased to say has
been admirably achieved.

Since those early days of my postdoctoral experience, the progress across
multiple areas of supportive and psychosocial care of the child with cancer
has been remarkable, and exciting developments and new approaches are cur-
rently being studied, as described in many of the following chapters. Looking
back, it is impressive to reflect on how far we’ve come. It is hard for me to
believe it has been two decades since the publication of an earlier volume on
pediatric psychooncology, edited by my close colleague and longtime
Division Chief, the late Raymond Mulhern, along with David Bearison, sum-
marizing progress in the field up to that date. A decade later, a special issue of
the Journal of Pediatric Psychology focused on childhood cancer (Mulhern
and Bearison 1994), and the editors of that special issue, Andrea Patenaude
and Mary Jo Kupst, along with Anne Kazak, provided comprehensive reviews
of recent progress in the field (Patenaude and Kupst 2005; Kazak 2005).
Notably, the focus had changed somewhat over that decade, with a much
greater emphasis on survivorship, as mortality continued to decline and pedi-
atric cancer was becoming conceptualized as a chronic illness. Thus, much
research addressed the recognition of late effects of cancer and anticancer
therapy — psychosocial, physical, functional, and neuropsychological — and
interventions to prevent or ameliorate them. In the past decade, there has been
increased emphasis on the development of evidence-based treatment and
empirically supported interventions, again focused largely on survivorship
issues but with continued attention to acute care issues and end-of-life care as
well. With all this emphasis on intervention, I would be remiss if I didn’t also
mention research pointing to the resilience demonstrated by so many children
and families facing this challenge, which has been the focus of my own recent
work (Phipps et al. 2014). The positive adjustment observed in this setting
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provides another example of the remarkable human capacity to adjust, and
even thrive in the face of adversity, and provides another source of inspiration
for many working in the field.

The great progress that we have seen over the past decades is the result of
the dedication, creativity, and perseverance of many individual investigators
and clinicians across multiple disciplines. One of the many strengths of this
volume is the multidisciplinary nature of the authors, which includes contri-
butions not only from leaders in pediatric psychology and psychiatry but also
oncology, behavioral pediatrics, nursing, child life, social work, and pastoral
care, along with the consumer view of both patients and parents. The chal-
lenge of providing effective and comprehensive psychosocial care to children
with cancer and their families requires a multidisciplinary team effort, which
is illustrated so persuasively in the following chapters. Progress in psychoso-
cial care has also been augmented by the support of the Children’s Oncology
Group (COG), the national cooperative group for clinical trials in childhood
cancer (Noll et al. 2013). The COG has provided a forum for investigators
from multiple disciplines to develop research and translate empirically sup-
ported interventions from research to practice. Thus, for a young person
entering the field today, there is a much broader knowledge base and wider
repertoire of empirically supported techniques and treatments available than
when I began my training years ago. This volume provides a comprehensive
compendium of that progress and a manual for the current state of the art in
supportive and psychosocial care in pediatric oncology. I am very grateful to
the editors for the opportunity to provide this foreword and hope that this
volume will serve as a reference for all working in this field and as a guide to
promote future research that will maintain and accelerate our progress in the
future.

Memphis, TN, USA Sean Phipps, PhD
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Preface

We are pleased to offer the first edition of Pediatric Psychosocial Oncology:
Textbook for Multidisciplinary Care. It has been written to provide up-to-date
clinical information and resources addressing the many aspects of exemplary
psychosocial care for children, adolescents, and young adults living with can-
cer and their family members.

We have assembled this textbook into practical readable chapters covering
the breadth of psychosocial care in pediatric oncology. Sixty four authors,
from 37 centers, share their expertise to help clinicians assess, anticipate, and
respond to the emotional issues that arise in the context of treating children
and adolescents with cancer. We are hopeful that the chapters will be useful
for new clinicians in the field of pediatric oncology as well as for those who
are more experienced. We anticipate the chapters will be used in the class-
room, as reference material, and in inpatient and outpatient clinical settings.

Each chapter includes case material that brings the clinical challenges and
opportunities to life. Clinical pearls are also provided at the end of each chap-
ter to highlight the key points for each topic covered. The last chapter in the
textbook includes a comprehensive resource guide that can be copied and
shared with colleagues.

All cases described in this textbook are a compilation of patient experi-
ences, and names have been changed to protect the identities of children and
families. You will note that we use he or she interchangeably throughout the
book and the material applies to either gender. We use parents as a general
term as opposed to caregivers while recognizing that many children receive
primary care from other family members.

We acknowledge that not every child and family will have access to the
full range of psychosocial services described here. This book highlights the
ideal psychosocial care that oncology programs can provide and how to
access resources online or through cancer networks when comprehensive
psychosocial care is not available locally.

We hope the textbook conveys the warm spirit of collegiality and mutual
respect that exists among pediatric oncology care providers including, but not
limited to, psychologists, social workers, psychiatrists, chaplains, child life
specialists, nurses, and oncologists. We also value the chapter contributions
from parents, advocates, and survivors, who help us better understand and
appreciate the patient and family experience.

Pharmacological dosage information provided in this textbook is a guide-
line, and prior to prescribing medications, one should consult drug

Xi



Xii

Preface

manufacturers’ current indications, dosage recommendations, and drug inter-
actions as well as warnings.

We extend wholehearted thanks to our chapter authors who not only share
their expertise in this textbook but who also provide thoughtful clinical care
to children with cancer and their families in pediatric oncology settings. We
greatly appreciate the support of our respective pediatric oncology programs
which value the role of psychosocial care. And most of all, we are grateful to
our patients and their families who teach and inspire us every day.

Boston, MA, USA Annah N. Abrams, MD
Anna C. Muriel, MD, MPH
Bethesda, MD, USA Lori Wiener, PhD
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Pediatric Oncology: Psychosocial

Care in Context

Robert J. Arcecit

Origins and Evolution

Cancer in children has always been inexorably
linked to feelings of unfathomable unfairness,
urgent pleas for cures, and the psychological
challenges for patients and their families. While
the incidence of childhood cancer represents only
about 2 % of all cancers, the impact of its treat-
ment extends beyond the child and includes the
family and the community. The worldwide inci-
dence of childhood cancer has been estimated to
be about 200,000 cases annually. Approximately
80 % of children are cured in developed coun-
tries, but that cure rate is inversed in resource-
poor countries where often less than 20 % of
children are cured. The incidence of cancer also
appears to be slowly increasing (Rodriguez-
Galindo et al. 2013; Spector et al. 2013; Pritchard-
Jones et al. 2013).

The origins of the fight to cure children with
cancer arose in the seemingly contradictory
efforts of war and welfare with the adoption of
nitrogen mustard for the treatment of adult
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patients with lymphoma. However, the true entry
of children with cancer onto this stage had its
beginning in the late 1940s with the publication
of the Farber and Diamond study entitled
“Temporary Remissions in Acute Leukemia in
Children Produced by Folic Acid Antagonist,
4-amenopteroyl-Glutamic Acid (Aminopterin)”
(Farber and Diamond 1948). Farber went on to
establish the Children’s Cancer Research
Foundation, later the Sidney Farber Cancer
Institute (now Dana Farber Cancer Institute),
with the conviction that basic scientists and phy-
sicians could work together to eradicate these
dreaded diseases.

The promise of finding curative therapies for
children and adults with cancer ignited much
enthusiasm and hope that in turn led to several
important initiatives. These included the
engagement of the federal government, culmi-
nating, in large part through the efforts of Ms.
Mary Lasker and the Citizen’s Committee for
the Conquest of Cancer, in substantial financial
support through the “War on Cancer” channeled
through the National Cancer Act (National
Cancer Institute 1971). Subsequent efforts led
to the development of more integrated, compre-
hensive cancer centers, broad-based anti-cancer
drug screening (something Farber anticipated
early on), preclinical models, pediatric and
medical oncology specialty training, as well as
the beginnings of cooperative clinical trial
groups.

A.N. Abrams et al. (eds.), Pediatric Psychosocial Oncology: Textbook for Multidisciplinary Care,

DOI 10.1007/978-3-319-21374-3_1
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In many ways, the work that focused on cur-
ing children with cancer pioneered many of the
optimal approaches to understanding and opti-
mizing the treatment of all patients with cancer.
One of these lessons was the realization that there
was strength in numbers and that progress would
depend on trained pediatric specialists working
together. The emergence of the Children’s Cancer
Group followed by the Pediatric Oncology
Group, the National Wilms Tumor Study Group,
and the Intergroup Rhabdomyosarcoma Group
all paved the course for their merger into the
Children’s Oncology Group, well before the clin-
ical trial groups focused on adults began to inte-
grate their work.

Other key approaches took advantage of new
scientific insights and the exploitation of older
drugs, as many newer drugs lagged behind or
were never approved for children. Pediatric
investigators and caregivers pioneered the need
for optimal supportive care and they established
integrated, multidisciplinary care teams. Further,
the development of carefully designed national
and sometimes international cooperative group
clinical trials, has clearly played a fundamental
role in improving survival rates to what they are
today.

Ongoing Challenges

The progress that has been made is clearly
momentous, and, yet, there are several important
realities that temporize enthusiasm and provide
significant challenges. The first is the acknowl-
edgement that cancer remains the leading cause
of death by disease in children. Further, there
remain several types of cancer with either
extremely poor or universally fatal outcomes
such as brainstem gliomas and metastatic sarco-
mas. The unfortunate underside of modern thera-
peutic approaches, including more intensive
treatment regimens and expanded use of radia-
tion therapy and bone marrow transplantation,
have resulted in significant adverse, late effects in
survivors (Meadows 2003). Oeffinger et al.
reported that about 66 % of survivors of child-
hood cancer had at least one related adverse con-

dition and about 25 % had one serious and
potentially life-threatening condition (Oeffinger
et al. 2006). Such reports have focused on the
physical consequences of survivorship, and as
noted throughout this textbook, psychosocial
issues constitute an equally enormous challenge.
The high survival rates are offset by significant
rates of adverse late effects. Thus, if one consid-
ers what a true cure rate is, i.e., having a child
cured of their cancer without the encumbrances
of adverse effects, I believe a recalculation is
indicated that results in a figure less than 20 %
(80 % minus the 66 % noted above).

Another critical issue is that of the “adolescent
gap” of clinical trial participation (Bleyer 2005).
The adolescent and young adult populations have
low rates of participation in clinical trials, and
they have not had the same increases in survival
as younger and older patients with cancer.
Similarly, data demonstrates that approximately
85 % of children with cancer are in resource-poor
countries, without access to clinical trials or often
without access to basic treatments. There also
remain areas within developed countries in which
children have lower survival rates. Both groups
of patients represent underserved populations
and this must be addressed.

Finally, an issue that may not be commonly
considered as problematic is that of our inability
to predict whether a new treatment is more likely
than not to improve responses and outcomes
(Kumar et al. 2005). While this provides caretak-
ers with equipoise when speaking to families
about whether to enter a randomized clinical
trial, it nevertheless remains a substantial limita-
tion. Essentially, the question arises as to why we
are not better at predicting whether a new drug
will improve outcomes or not?

Future Advances in Pediatric
Oncology

A possible solution to such predictive ambiguity
may reside in the development of “omic” and
refined drug sensitivity testing. The ability to
integrate such information in terms of the contex-
tual, biological complexity of a cancer and in a
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form that would significantly improve our ability
to predict meaningful clinical responses from
single and combination therapies in individual
patients may be one of our greatest challenges.
Further, there are also the legitimate concerns for
patients and their immediate and extended family
members concerning the genomic implications of
these approaches, as not infrequently, they result
in findings of potentially important inherited dis-
ease predisposition in otherwise healthy mem-
bers of the family. In addition, methodologies to
determine how best to define success with such
personalized approaches to therapy, resulting in
small numbers of patients treated, are in need of
development, along with agreement from investi-
gators, drug developers, legislators, and regula-
tory agencies.

Thus, while there are significant challenges to
achieving success in this investigative area, such
approaches have extraordinary potential to pro-
foundly change current treatment paradigms. The
future of effective in silico predictive testing of
drugs prior to treating patients is likely to change
the very core of how medicine, and pediatric
oncology, is practiced in the future. A direct con-
sequence of these advances is whether there will
be equitable access to patients from different
socioeconomic and geographic settings. This lat-
ter point will clearly be a key issue as to how
effective such new technologies and approaches
are utilized and judged.

Without invoking the quatrains of
Nostradamus, one might envision a future in
which you or your child would sense something
is wrong, such as a lump in the neck, and go to
your physician, in this scenario, an android-based
integrative system. The visit would involve an
android making automated decisions based on
extensive neural networks that would lead to an
integrated omic analysis and a diagnosis of a par-
ticular type of lymphoma and treatment plan.
During this entire scenario, no human would ask
you how you feel or what concerns or fears you
have if this treatment does not work. While the
challenges of the biology are daunting enough,
addressing such psychosocial issues represent an
equally challenging area, in which, however,
many of us find ourselves quite inadequate.

A Pediatric Oncologist’s View

To that end, I admit that I am not a psychiatrist,
psychologist, or social worker. Instead, I work as
a pediatric hematologist/oncologist and transla-
tional scientist with the strong conviction that a
complete, quantitative analysis of cancer and the
host in which it arises will provide the path to
eradicating cancer. And yes, maybe the above
scenario will be all that is needed. Thus, at least
on the surface, there would appear to be an inher-
ent conflict between the analytical assessment of
cancer and the often-considered less analytical,
“scientifically softer” world of psychosocial
assessment of patient needs and outcomes. But
maybe that conflicting point of view misses the
essence of the issue.

In the Plague, Albert Camus strikes at the
heart of such issues and apparent conflicting
sides (Camus 1947). In the last third of the novel,
a magistrate’s child is dying a horrific death from
the plague with the key characters at his bedside:
Paneloux, a priest; Castel, an experimental inves-
tigator trying a new treatment; and Jean Tarrou, a
chronicler and companion of Rieux, the protago-
nist and physician.

When the child dies, Tarrou reflects, “Must
we start all over again?” Castel aptly responds,
“Perhaps. After all, he did fight it for a long
time.”

Rieux abruptly walks away, brushing by
Paneloux, who queries, “Come now doctor.”

Rieux turns to the priest and says, “Ah, now
that one, at least, was innocent, as you very well
know!”

He walks away, but the priest persists: “Why
did you speak to me with such anger just now? I,
too, found that unbearable to watch.”

In response, Rieux says, “That’s true. Forgive
me. But tiredness is a form of madness. And there
are times in this town when I can only feel out-
rage and revolt.”

The debate deepens with Paneloux respond-
ing, “I understand. It is outrageous because it is
beyond us. But perhaps we should love what we
cannot understand.”

Rieux counters, “No, Father, I have a different
notion of love; and to the day I die I shall refuse
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to love this creation in which children are
tortured.”

Paneloux retreats a bit and states, “Ah, doctor,
I have just understood what is meant by God’s
grace.”

Rieux, who will have none of this, retorts,
“Which I don’t have, I know. But I don’t want to
discuss this with you. We are working together
for something that unites us at a higher level than
prayer or blasphemy, and that’s all that counts.”

The priest concedes, “Yes, yes, you too are
working for the salvation of mankind.”

A bit sardonically, Rieux moves back to real-
ity with, “Salvation is too big a word for me. I
don’t go that far. What interests me is man’s
health, his health first of all.”

Sensing defeat, the priest says, “Yet, I have
not managed to convince you!”

Rieux concedes, “What does it matter? What I
hate is death and evil, as you know. And whether
you accept this or not, we are together in endur-
ing them and fighting against them. You see, even
God himself cannot separate us now.”

Biology and Psychology

And so this complex mix of biology and psy-
chology represents an inseparable weave. What
happens in one part inexorably links to and
impacts the other. But how does one articulate
the right questions to study and the methodologi-
cal approaches to use? Being at a loss for
answers, such considerations in part led me to
conceive of using the approach of narrative to
help define some of the key questions better than
I might otherwise do. To provide immediacy, I
concluded that documentary film would provide
the substrate to engage patients and their fami-
lies during all stages of their treatment and in
various physical settings, such as while in clinic,
the hospital, at school, home, and in transit.
Their stories would highlight the complexity of
decision-making on their part as well as on that
of caretakers, the nuances of research and clini-
cal trials, the difficult issue of patient/caretaker
boundaries, access to care and health-care dis-
parities, the hope and fears of survivorship, and

the brutal reality of accepting the end-of-life
transition. Two incredible documentary film-
makers, Steven Bognar and Julia Reichert,
agreed to actualize such a documentary with the
film, “A Lion in the House” (http://www.lionin-
thehouse.com) (Reichert et al. 2011). While not
providing definitive answers, I believe the film
does accurately phrase key questions and pro-
vides a path for thinking together about defining
credible answers. So while the quantitative anal-
ysis of host and cancer genomes, transcriptomes,
epigenomes, proteomes, metabolomes, and kin-
omes is pursued, the response of patients and
families to such catastrophe adds other pro-
foundly complex venues for analysis and sup-
port. Most of these challenges are discussed in
this book. However, bearing witness to them
here is not intended to be redundant, but rather to
highlight the continuum of challenges that
require preventive and therapeutic intervention
while demanding continued investigation.

The first issue that is strikingly evident is that
pediatric patients with cancer have profound dif-
ferences in neurocognitive and psychological
capabilities. Pediatric patients also come with
immediate and extended families who must grap-
ple with the nuances of the impact of a child’s age
on the response to diagnosis, treatment, pain,
separation, altered body image, and uncertainty.
Such considerations are clearly going to be
extremely different for a newborn vs. a 2-year-
old vs. an 8-year-old or a teenager. Rigorous
tools to study neurocognitive and psychological
adaption are still lacking for many of these ages.

The timing of evaluations and interventions
also constitutes a continuously changing target.
Critical events and responses present at diagnosis
(disease description, treatment options, research
trial considerations, guilt, fear, hope), during the
initiation and continuation of treatment (dealing
with adverse effects, including body image, neu-
rocognitive changes, psychological adaption to
isolation, pain, fear of dying, separation), and
with new challenges that accompany end of treat-
ment and survivorship (fear of recurrence,
achieving normalcy and peer acceptance, dealing
with resulting treatment and disease-related limi-
tations, questions of fertility, issues of insurability,
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school, employment). As noted in Koocher and
O’Malley’s insightful analogy in “Damocles
Syndrome” (Koocher and O’Malley 1981), the
realized fear of recurrence and its intense redefin-
ing of all the issues previously experienced repre-
sent a further challenge for patients, families,
caretakers, and investigators.

Access to Quality Care for All

In a speech to the Medical Committee for
Human Rights in 1966, Dr. Martin Luther King
Jr. stated, “Of all the forms of inequality, injus-
tice in health care is the most shocking and
inhumane.” Many people have concluded that
the catastrophic nature of a diagnosis of cancer
in a child should automatically result in equal-
ity of care. Unfortunately, there also exists the
reality that unequal treatment and supportive
care remain problems. Consider the difference
of a young teenage patient from a less fortu-
nate socioeconomic environment taking a bus
or taxi by himself for an appointment to receive
chemotherapy compared to a child being taken
to clinic by his parents in the family car.
Consider a single mother balancing the time
spent keeping a job while caring for other chil-
dren and challenged to spend time with her
dying, hospitalized child, compared to parents
spending that time with their hospitalized child
while extended family care for other children
and adjustments are made for missed work.
There is also the issue of access to new treat-
ments on clinical trials depending upon one’s
socioeconomic status. A large percentage of
children with cancer have Medicaid or similar
insurance plans, which often preclude access
to certain treatments or clinical trials if they
require travel to another state. The issue
becomes even more poignant for patients and
their families who live in resource poor coun-
tries, where abandonment of treatment, often
based on economic considerations, remains a
significant impediment to cure. These realities
are extraordinarily challenging from a health-
care delivery perspective, including psychoso-
cial support, but they also raise important

investigative questions in terms of how they
impact patient and family adjustment and
well-being.

Integrating Care and Discovery

We are left with what might be considered an
overwhelming set of problems that involve the
total care of patients and their families, includ-
ing the integration of physical and psychologi-
cal interventions. There is an essential need to
define the methodological approaches to study
key psychosocial questions and turn such stud-
ies into solutions. William Osler aptly stated in
Aequanimitas (Osler 1910) that “Every patient
you see is a lesson in much more than the mal-
ady from which he suffers.” The challenges of
caring for the physical and psychosocial needs
of all patients, including children with cancer,
are enormous, and, yet, they are magnified by
our lack of knowledge concerning the mecha-
nisms that underlie the biology of cancer as
well as the human response to disease. The
development of new and more effective treat-
ment regimens should include the study and
assessment of such psychological, sociological,
and quality-of-life responses to therapy. The
complexity of such questions should not be a
deterrent, but a challenge to be solved. If we
had all receded from these challenges in the
past, we would still be debating the paradox
illustrated by Castel, Paneloux, and Rieux.
Such debate should only serve to focus the
questions and the potential solutions as achieved
through compassionate care and rigorous
investigation.
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Communication in the Pediatric
Oncology Setting

Sarah R. Brand, Sarah Tarquini,

and Jennifer W. Mack

Case Vignette

Charlie is a 13-year-old boy with newly
diagnosed Ewing sarcoma. He is the young-
est of three children and is very close with
his older brothers and his parents. From the
time of diagnosis, Charlie’s parents
requested that Charlie be given minimal
information about his disease. This
dynamic quickly became difficult for the
clinicians involved in Charlie’s care. They
felt that by not being able to freely speak
with Charlie and answer his questions, they
were not providing appropriate care.
Charlie started experiencing multiple
symptoms of anxiety including panic
attacks and began to withdraw, often refus-
ing to participate in aspects of medical care.
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Introduction

Communication skills and relational abilities are
essential core competencies in patient-centered
care and are associated with improved patient
health outcomes, better patient adherence, fewer
malpractice claims, and enhanced satisfaction
with care (Meyer et al. 2009). However, for com-
munication to contribute to healing and reduce
suffering, clinicians must have the skills neces-
sary to engage in patient-centered communica-
tion. When caring for pediatric patients, clinicians
must not only find ways to effectively communi-
cate with the child or adolescent patient but also
engage meaningfully with the parents or caregiv-
ers. In the United States, parents have the legal
authority to make medical decisions for a child
under the age of 18. The American Academy of
Pediatrics Committee on Bioethics recommends
that healthcare providers communicate informa-
tion to pediatric patients in a way that is truthful
and developmentally appropriate and include
them in medical decision-making to the greatest
extent possible; however, there is limited guid-
ance about how to translate these recommenda-
tions into clinical practice. This lack of guidance
results in significant stress for patients, parents,
and providers and large variations in care, as each
member of the triad may have differing ideas
about what their own role and the role of the
other members should be.
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Effective communication with pediatric
oncology patients and their caregivers is critical
to improving the disease outcome and emotional
well-being of these vulnerable patients
(Rutishauser 2003). Effective communication
has been shown to be related not only to parent
satisfaction with medical services but also adher-
ence to medical treatment. In fact, insufficient
and inadequate doctor/patient/family communi-
cation is one of the most important causes of
medical nonadherence in pediatric patients
(Spinetta et al. 2002). There are noted benefits in
providing pediatric cancer patients with age-
appropriate information, to both the patient and
the family, and doing so fulfills the ethical
responsibility of the provider (Mack and Joffe
2014).

Psychosocial clinicians can play a crucial role
as an active member of the clinical care team for
pediatric oncology patients. Unique contribu-
tions by psychosocial providers include helping
the medical team understand the family context,
including individual and family preferences
around communication with the care team, iden-
tifying complicated family dynamics that may
serve as a barrier to communication, and devel-
oping skills in facilitating group and family dis-
cussions that honor the preferences of the patient
and family while also ensuring a productive con-
versation. In addition, psychosocial clinicians
can enhance communication through providing
education to medical providers about the issues
discussed below.

General Principles
of Communication

Goals and Purposes
of Communication

Communication between pediatric patients, care-
givers, and clinicians involves the sharing of
words, thoughts, and feelings. Communication
moves both ways, to and from the clinician, so
that patients and families can both take in new
information and also feel heard and understood.
Because of this, one of the most critical commu-

nication skills for all clinicians is listening.
Telling, which is sometimes perceived as the core
communication  skill, is nearly always
secondary.

Communication Has Three Central
Purposes, No Matter the Forum or Clinical
Scenario

1. To allow for the development of shared
knowledge

2. To build a relationship

3. To facilitate shared decision-making

The development of shared knowledge, often
thought of as the central purpose of communica-
tion, starts with learning about the child and fam-
ily. Doing so allows the clinician to understand
the unique history and experiences of the child
and family and to understand the state of the
child and family’s present knowledge about the
medical situation, both of which help when the
time comes to provide information and make
decisions about care.

Initial communication between the medical
provider and the family, which usually takes
place in the context of the shock associated with
anew cancer diagnosis, is often focused on learn-
ing about the child and caregivers. The presence
of a psychosocial clinician can be helpful during
such conversations to ensure that information is
obtained regarding the developmental needs of
the child, challenges to understanding and learn-
ing new information, and other relevant informa-
tion. The clinician may start with general
questions about how the child would describe
herself as a person, questions that affirm the cli-
nician’s caring for the child as an individual and
begin to create a relationship in which the child
feels known. Caregivers, too, can provide their
perspective on what makes their child unique.
This information helps the clinician to understand
core values for the child and family and offers the
opportunity to reinforce those values over time.
For example, a child who is most focused on
friends and school as central aspects of identity
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may need additional acknowledgment and sup-
port if treatment disrupts these critical areas.

Because these conversations often occur over
time, a continued relationship allows the clini-
cian to deepen conversations over the ensuing
days or months, to consider issues such as the
meaning of illness for this child and family, reli-
gious and spiritual beliefs, and sources of both
psychological resilience and distress. The
opportunity to be part of a child’s and family’s
search for meaning is often quite powerful for
the clinician as well. Building a relationship
over time is particularly helpful when it comes
to communication with children; the relation-
ships and mutual understanding that develop
often require an experience of clinician pres-
ence, constancy, and trustworthiness over time.
Clinicians also need to be alert to opportunities
to build on relationships, especially moments in
which a child opens a door to important infor-
mation that can be explored.

Listening also allows the clinician to under-
stand caregivers’ and children’s perceptions of
the child’s medical condition. This can help the
clinician know where to start when it comes to
sharing medical information. Thus, we often sug-
gest opening conversations by asking a question
such as, “Can you tell me what your understand-
ing of the medical situation is so far?” Some
families and children will begin with a level of
knowledge that only requires confirmation of
their own statements; others will have miscon-
ceptions or limited knowledge, even if informa-
tion has been previously shared. In addition,
hearing information directly from the child and
family first allows the clinician to hear their own
words, which can be instrumental to communica-
tion going forward. For example, within oncol-
ogy, some families feel worried about using the
word “cancer” around a child; others will use it
freely, and the clinician can usually discover
which strategy they have chosen with that simple
first question. While the clinician may then wish
to suggest greater openness about the diagnosis,
understanding the parents’ own phrasing can help
clinicians to be respectful in this conversation,
rather than wandering into this difficult territory
thoughtlessly.

Once this information has been established,
the medical clinician can move forward toward
the sharing of important medical information,
which we address more fully in the section below
(General Strategies for Communication).

The second primary purpose of communica-
tion is building a relationship. Many of the tasks
described above, especially eliciting information
about the child and family, form the basis for this
relationship. Along with this work, clinicians can
develop relationships by identifying emotions
and creating an atmosphere of emotional under-
standing and empathy. Relatively simple tech-
niques can allow clinicians to bring emotion into
the conversation. For example, naming an emo-
tion can help children and families to feel that
their feelings are understood and also allow for
conversation about that emotion. Alternatively,
especially when emotions are not clear, clinicians
may wish to ask the child or caregiver how they
are feeling. Once emotions have been shared and
explored, clinicians may wish to respond by
acknowledging emotions and expressing empa-
thy. Although words are important, listening is
often more important; in addition to empathic
words, the clinician may wish to respond with a
listening silence and attention. Words are not the
only way to help children and families to feel
known, respected, and understood.

The final core purpose of communication is
facilitation of shared decision-making. Once
medical information has been shared, children
and families often have to use that information to
make decisions about care going forward. But
children and families need not be alone in that
process; medical and psychosocial clinicians
who know them well and understand what is
most important to them can join in that process
with recommendations and support.

Caregivers and children have a variety of
preferences for the decision-making process,
ranging from wanting to hold primary responsi-
bility for decision-making themselves, to want-
ing to share in decision-making with the medical
team, to preferring to delegate all decision-mak-
ing to the clinician. In addition to asking about
what framework feels best to the family, a sec-
ond important approach is to use goals to inform
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recommendations from the medical team. The
clinician may first wish, for example, to ask
about values and goals for the future — “As you
think about your future, what is most important
to you? What are you most worried about? What
are you hoping for the most?” Near diagnosis,
goals typically center on cure, but asking about
all of the child’s and family’s goals can help the
clinician to understand what matters and also
establish a framework for goal-oriented deci-
sion-making over time.

Once the child’s and family’s goals are under-
stood, the clinician can provide recommenda-
tions about decisions to be made, with an eye
toward supporting personal values. For example,
a clinician may be able to say, “I understand that
supporting your child’s quality of life is very
important to you. Here are some ways that I feel
we can do that.” Making such statements affirms
to the child and family that what is important to
them has been heard and is important to the med-
ical team (Beale et al. 2005).

General Strategies
for Communication

Many general strategies for communication have
been developed. For example, Walter Baile’s
SPIKES model (Baile et al. 2000) is thoughtful
and lends itself well to pediatric communication.
This model suggests that clinicians first Set up
the interview, letting children and families know
that an important conversation is to take place.
For example, one might say, “Tomorrow, Id like
to spend some time hearing about how the treat-
ment is affecting you, so that we can think
together about how to best get you through this.”
Second, once the conversation has begun, the cli-
nician can assess the patient’s Perceptions: “Can
you start by telling me about what you think is
the hardest part of treatment?” A third step is to
obtain the patient’s Invitation, asking for permis-
sion to give information and recommendations.
One might ask, for example, “Would it be okay
for me to give you some of my thoughts and sug-
gestions about how to deal with this?”” Next, with
the child’s and parent’s permission, the clinician

can give Knowledge and information to the
patient. A fifth step suggests that the clinician
address the patient’s Emotions: “This can be a
hard topic; what is it like for you to hear this
information?” Finally, offering Strategy and sum-
mary reminds the child and family of the impor-
tant points of the conversation and allows for a
shared agreement on next steps. This model can
be especially effective for teaching less experi-
enced clinicians (both medical and psychosocial)
to consider all of the relevant steps in preparing
for important communication tasks.

Box 2.1: SPIKES Model of Communication

Set up the interview
Perceptions
Invitation
Knowledge
Emotions

Strategy

O

A related model proposed by Back et al.
(2005) and others presents a somewhat simpler
way to approach these difficult communication
scenarios: Ask, then tell, and then ask again. For
example, one might first ask for a child’s under-
standing of medical information; then provide
information, correcting any misconceptions; and
then ask again for the child to tell the clinician
what he will be taking away from the conversa-
tion, in his own words.

When disclosing medical information, the cli-
nician may first wish to seek permission to
embark on these topics (“Would it be helpful to
hear more about what is happening medically?”).
Although in some cases medical disclosure is a
necessity rather than an option, children and fam-
ilies may still wish for the opportunity to negoti-
ate the timing and extent of disclosure. In such
cases, the clinician may wish to say something
like, “Our medical team would like to discuss
more of the medical information with you. We
can do that now or later today and with just the
four of us or with others. What do you think
would be the most helpful to you?” Caregivers
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may also wish for the opportunity to discuss
whether the child will be present for these con-
versations; as we discuss later in this chapter,
allowing for a separate discussion with the par-
ents in advance can allow the clinician to identify
and address their fears.

Special Dynamics in Pediatric
Oncology

Multidisciplinary Collaboration

Effective communication and collaboration
between multidisciplinary team members are
essential in providing high-quality clinical care
within the pediatric oncology setting.
Implementing mechanisms for ensuring ongoing,
accurate communication can assist in maintain-
ing a cohesive, well-informed team of clinicians.
Concretely, the effectiveness of multidisciplinary
collaboration can be maximized by providing
documentation of clinical encounters in a thor-
ough and timely manner, coordinating team
meetings when appropriate, and seeking consul-
tation prior to or after encounters when discus-
sion of case material is warranted.

Triadic Communication
and Decision-Making

When caring for pediatric oncology patients, cli-
nicians must not only find ways to effectively
communicate with the patient but also negotiate
the triadic communication with the patient and
the caregiver. “Patient-centered care” in this set-
ting is best conceptualized as family-centered
care, as children exist within families (as defined
as any system of caregivers who participate in the
child’s care), and each member of the family
plays a critical role in the patient’s adjustment
and ability to cope with treatment. For effective
communication to occur, it is essential that pro-
viders are able to communicate with the child,
the caregiver(s), and the family as a unit. As
noted in the previous section, effective communi-
cation not only allows for the successful exchange

of information but also serves as the foundation
of the relationship between the clinician and the
family and is essential for the execution of shared
decision-making.

Clinician-Caregiver Communication

For clinicians to communicate effectively with
caregivers, they must recognize that caregivers
know their child best and are the experts on their
child and their family. Naming this for caregivers
can often be helpful as it provides them with a
specific role as an essential member of their
child’s healthcare team. This framework allows
clinicians the opportunity to learn about the
patient and their family, who they are as individu-
als outside of the hospital setting, their beliefs
and dreams, their hopes, their goals, and their
fears. It also allows for open discussion about
family communication and decision-making
style.

Within pediatric illness, caregivers often act as
gatekeepers, managing the information their
child has given about their illness (Ranmal et al.
2008). Caregivers want to be involved in the deci-
sion regarding how their child is informed about
their illness (Levetown 2008). While some prefer
that medical information come from them, others
prefer that medical providers have these discus-
sions with the child, either alone or in their pres-
ence. In general, communication is most
straightforward when the medical provider com-
municates serious medical information directly
to the child in the presence of the parents.
Clinicians can share the language that they plan
to use with the parents ahead of time and even
offer to role-play conversations with parents so
the parent is comfortable with the information
that will be delivered. While the majority of care-
givers acknowledge the benefit of open commu-
nication with their child about their medical
illness (Young et al. 2011), many are uncertain
about how to initiate and engage in these
conversations. As noted by Mack and colleagues
(2006), there may be a natural reluctance to share
serious information with a child due to a care-
giver’s fear about the child’s emotional reaction
or fear that the child will lose hope about the situ-
ation. Clinicians are able to help caregivers
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understand that research has demonstrated
improved adherence to the plan and resultant
health outcomes when the child is treated as a
partner, included in treatment planning, and pro-
vided accurate and developmentally appropriate
information (Sawyer and Aroni 2005).

Clinician-Child Communication
There is a strong ethical and legal obligation for
medical providers to discuss information about
health and illness with the pediatric patient. The
principle of self-determination applies to children
as well as adults. Involving children in communi-
cation about their illness and in treatment deci-
sions demonstrates respect for their capacities and
may provide opportunities for further develop-
ment (McCabe 1996). National and international
policies (e.g., American Academy of Pediatrics,
International Society of Pediatric Oncology) rec-
ommend that best practice for providers includes
encouraging all pediatric patients to express their
views and to participate in their own healthcare
(Spinetta et al. 2009). Research has uniformly
shown that better information leads to lower lev-
els of general distress including lower levels of
symptoms of depression and anxiety (Clarke et al.
2005) and that children report feeling valued and
less anxious about their medical condition when
they are included in discussions about their
healthcare treatment (Dixon-Woods et al. 2002;
Kelsey et al. 2007; Moore and Kirk 2010).
However, children are often not treated as
active participants in their own medical care. A
review on triadic communication in the pediatric
primary care setting found that children often had
little involvement in the consultations. Their
involvement was often limited to the history and
examination phases of the encounter, with very
little participation during the explanation and
planning phases (Cahill and Papageorgiou 2007).
Research examining the type of communication
between pediatric patients and doctors has found
that communication often seems to be restricted
to the affective domain, typified by some
researchers as a “joking relationship” (Aronsson
and Rundstrom 1989; Tates and Meeuwesen
2001). While there is not a robust literature about
communication preferences of pediatric patients,

observational studies have shown many children
express a desire to be more involved in the com-
munication process and decision-making (Bjork
et al. 2006; Lambert et al. 2008). The act of
engaging children in decision-making and treat-
ment planning can be complicated, but thought-
ful consideration of their developmental stage
and experience with illness may help both clini-
cians and caregivers in decisions regarding spe-
cific language used in conversations, frequency
of conversations, and depth of material covered
(Bluebond-Langner et al. 2010).

Enhancing Triadic Communication
and Decision-Making through Shuttle
Diplomacy

Communication in pediatric oncology requires
providers to delicately balance the often overlap-
ping but sometimes distinct needs of both the
patient and their caregivers. While it is under-
stood that the clinical team has a legal, moral, and
ethical obligation to include children in discus-
sions about their own healthcare, there is limited
guidance about how to translate these recommen-
dations into clinical practice. This lack of guid-
ance creates challenges for patients, caregivers,
and clinicians and large variations in care, as
each member of the triad may have differing
ideas about what their own role and the role of
the other members should be. Furthermore, exist-
ing family dynamics and the natural difference in
authority between children and caregivers can
complicate the treatment decision-making pro-
cess. Clinicians must continually assess the
extent to which children are granted their own
“voice” within the family system, the degree to
which children are aware of and wish to support
their caregivers’ preferences, and the possible
discrepancy in amount and type of information
provided to both parties, as all factors can signifi-
cantly influence the outcome of the decision-
making process.

Shuttle diplomacy, coined in the pediatric ill-
ness context by Bluebond-Langner and col-
leagues (2005), is an approach for involving
children in the decision-making process that both
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formally and respectfully recognizes three partici-
pants: the clinician, the caregivers, and the child. In
political shuttle diplomacy, a diplomat conducts
discussions with each of the parties (e.g., coun-
tries, political groups) separately before moving on
to negotiations between the parties. This strategy
can be particularly helpful when discrepancies
arise within the triad. Within the context of pediat-
ric oncology, clinicians can serve as the diplomat,
meeting with caregivers and the child to under-
stand their preferences about communication.
These meetings provide the framework for explo-
ration of how decisions have historically been
made in the family from the perspective of the
caregiver(s) and the child. It provides an opportu-
nity for clinicians to understand any caregiver con-
cerns about providing the child with information
about their illness and to address common miscon-
ceptions. For the child, it provides an opportunity
for the clinician to get to know them better, to pro-
vide honest and developmentally appropriate
information in a manner that is consistent with
family values and preferences, and to understand
their perspective on the current circumstance.
Within this approach, clinicians are better able to
understand the preferences of all participants
involved and “negotiate” an individualized plan for
ongoing communication and decision-making.

Developmental Considerations
Infants and Toddlers (Ages 0-3)

The period between birth and age three is a criti-
cally formative time when children are develop-
ing attachment and trust through their
relationships with their primary -caregivers.
Separation, pain, exposure to strange people and
unfamiliar situations, and disruption of normal
routines can all impact the child’s ability to cope
with their illness. Very young children do not
have the ability to comprehend verbal explana-
tions or the idea of “cancer.” Intervention should
focus on helping parents establish (or reestablish)
a daily routine including feeding, baths, naptime,
and bedtime, which will help maximize consis-
tency and predictability, increase the family’s

Principles for Communicating with Parents

1. Build a relationship with parents.
Factors predictive of effective commu-
nication between providers and parents
include perception of interest, caring,
warmth, and responsiveness (as cited in
Levetown 2008).

2. Solicit information about family com-
munication style, past decision-making

experiences, and cultural
considerations.

3. Recognize the parent as the expert on
their child.

4. Openly discuss child involvement from
day 1:

(a) Provide information to the child:
(i) Consider the order of delivery
(all together, parents first, then
child).

(i) Consider the delivery of infor-
mation to the child (by parent,
provider).

(iii) Consider what information is
delivered.
(b) Respect the role of the child in
treatment decision-making.

Plan in advance for challenging circum-
stances: What if the child’s preference and
the parent’s preference are different?

sense of agency and control, and decrease stress
for both the children and their parents.

Preschool Children (Ages 3-5)

Cognitive development during this period is
characterized by egocentric and magical think-
ing, along with associative logic. Therefore, pre-
schoolers will benefit from receiving simple and
consistent explanations about their illness and
treatment. It should be made very clear to pre-
schoolers that nothing they did or said caused the
illness, as in the absence of this information they
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Principles for Communication with Pediatric
Patients

1. Never underestimate the importance of
taking time to establish rapport and
build a relationship with the patient.

2. Elicit from the patient what is important
to them (e.g., attending school, mini-
mizing needle sticks, playing soccer).

3. Ask the patient (every time) who they
would like to be present during the
conversation.

4. If the parent is in the room, focus atten-
tion on the patient. Look at them, speak
directly to them, and elicit their
opinion.

5. Listen actively. Children are attuned to
when they do not have an adult’s undi-
vided attention.

6. Consider the use of communication
tools — iPads, drawing, etc. Many chil-
dren are visual and may benefit from the
use of multiple modalities to help them
understand information.

7. Put information into a context that reso-
nates with the patient (importance of
pearl 1 in section “Clinical Pearls for
Communicating with Patients and
Caregivers in distress”):

(a) If the patient’s main desire is to
attend school as much as possible,
discuss the treatment within this
frame (e.g., you should be able to
attend school on these days; one of
the side effects of the medicine is
feeling tired, so to keep this from
interfering with school, we are
going to do X, Y, Z).

are capable of creating their own, likely egocen-
tric, explanations such as “I didn’t listen to
Mommy and that is why I got sick.” It is impor-
tant to include factual information such as the
name of the illness, basic and concrete informa-
tion about the treatment, and the expected impact
on the child’s normal routine. For example, “You

have a tumor called neuroblastoma, which is why
your stomach has been hurting. You need special
medicine called chemotherapy to make the tumor
go away and this will be given at the clinic. You
will get the chemotherapy through your tube. On
days that you are getting the medicine you will
not go to daycare.” Children at this age can report
on situation-specific symptoms (e.g., what hurts
right now). The use of play or other communica-
tion techniques such as drawing can be both very
helpful to communicate information to preschool
children and also serve as a way of helping them
report on their subjective experience. Stuffed ani-
mals or dolls with a central line or a port (e.g.,
Chemo Duck; www.chemoduck.org) are also
useful tools for facilitating communication for
clinicians, parents, and children.

School-Age Children (Ages 6-12)

School-age children have an increased capacity
to think logically and to differentiate between
themselves and the outside world. Thinking pat-
terns continue to be relatively concrete with a
focus on cause and effect and on fairness. When
talking to school-age children, it is again impor-
tant to clearly state that nothing they did caused
them to get cancer and that their cancer is not a
punishment for something they did. Children
may have heard the word cancer before, and ask-
ing them about their understanding of what can-
cer is and what causes it can be helpful so that
any misconceptions can be addressed directly. As
children will vary widely in their desire for infor-
mation, participation in discussions about their
illness, and their role in the decision-making pro-
cess, it is important to address each of these top-
ics specifically with the child and their family.

Adolescents (Ages 13-18)

Adolescence is a period of great cognitive devel-
opment, with a transition from concrete thinking
to formal logical operations. As the ability to
understand and to use abstract concepts begins to
develop, adolescents become increasingly capa-
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ble of making independent and informed
decisions. Adolescent patients should be given a
say in how they would like to receive information
and what role they would like to have in the
decision-making process (McCabe 1996). It is
helpful to encourage providers to routinely meet
with adolescent patients individually, giving
them a time to discuss their own feelings without
worry about parental reaction.

Special Topics
Discussing Bad News

At Diagnosis

Delivering news about a child’s cancer diagnosis
often comes in phases — first, when a cancer diag-
nosis is suspected but not confirmed, or when the
details of the pathologic diagnosis are still in
question, and then again later when the specifics
of the diagnosis and treatment are known. At
each phase, a commitment to honesty and timely
disclosure of medical information is critical; at
the same time, disclosing a probable diagnosis
before it is final can also create unnecessary dis-
tress. Thus, during the initial phase of uncer-
tainty, clinicians must find a balance between
disclosing what is known and waiting to discuss
information that holds significant uncertainty.
This time period tends to be particularly difficult
for children and families, who often express
relief when clear information is available, no
matter how difficult the content of that informa-
tion may be.

Once a diagnosis and treatment plan or clear
options for treatment are known with greater cer-
tainty, the clinician can sit down with the child
and family for what is termed the Day One Talk
(Mack and Grier 2004). As in other important
conversations, the team (including medical pro-
viders and the psychosocial clinician) start by
asking the child and family about their under-
standing of the child’s illness. This helps us to
understand where the conversation should start
and whether there are misconceptions we should
correct. In addition, this sets the stage for listen-
ing as one of our most important roles.

As we begin to share information, we focus
our communication on three major points.
Although these conversations can be quite long,
we emphasize the three main aspects of the Day
One Talk as the issues we want them to hear and
remember:

1. The diagnosis — that we know what this is.
This is particularly important because, as
noted, this conversation tends to follow a
period of uncertainty. In addition, we make
sure to use the word cancer, to ensure that
families understand that the child has cancer,
even if the name of the type of cancer is some-
thing like Hodgkin’s disease or leukemia,
where cancer is not explicit. In addition, the
word cancer has history and meaning in many
families, and using that word allows us to ask
about and address that meaning, which may or
may not apply to their child.

2. We have treatment for the child’s cancer.
Along with this, we detail the goals of treat-
ment. Often, for children with newly diag-
nosed cancer, we have good treatment and the
goal of the treatment is cure. When cure is not
possible, however, we explain that also. Along
with this, we ask families whether they would
like to hear any prognostic information.
Research has shown that most families do
indeed wish to hear about prognosis (Mack
et al. 2006), and offering them the most accu-
rate information possible can help them to
make good decisions for their children going
forward.

3. Cause of the child’s cancer. Although much of
the time no known cause exists, families often
try to understand why this event would have
happened in their lives and blame themselves.
Making this an explicit part of the discussion
allows us to address this as clearly as possible.
We therefore tell children and families that
childhood cancer has very few known causes
and that we know of nothing that they or their
child did, or didn’t do, to cause this. In rare
cases where potential causality exists, such as
a genetic cause for the cancer, we explain this
directly as well. Along similar lines, caregiv-
ers often wonder if they should have come in
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sooner for evaluation or if other physicians
should have recognized signs of cancer
sooner. Most of the time, we are able to reas-
sure caregivers that everything they (and the
pediatrician) did was appropriate and that
finding this even sooner would not have
changed what we would have done for the
child or her prognosis. In the rare cases where
we know there has been a delay, we acknowl-
edge that fact. While we cannot know whether
a child’s outcome would have been different if
the cancer had been found sooner, we can at
least acknowledge their sadness and fear. Of
note, children, like their parents, also need to
hear that the cancer is not their fault; if the
child was not present for this conversation, we
make sure to address this issue with him or her
later.

After we have addressed these three main
points, we then turn to the details of the child’s
cancer and its treatment. We describe where the
cancer begins, how it can spread, and what we
know about whether the tumor has spread to
other parts of the body. A treatment plan can be
introduced, with written information for the child
and family to follow, so that they can review the
information again later. If a research study is an
option, we explain what taking part in the
research means and what the standard treatment
is. Because families often believe that research
studies offer improved outcomes (Cousino et al.
2012), we also explain that the purpose of
research is to benefit future patients, but that it
could be better, worse, or the same as existing
standard treatment.

We discuss treatment in general terms with an
emphasis on the phases of treatment (e.g., induc-
tion or local control) and its expected impact on
the child’s life during the different phases, such
as time in the hospital or when the child may
return to school. We describe side effects of che-
motherapy in general, with an emphasis on com-
mon side effects, such as myelosuppression and
hair loss, and then discuss more specific side
effects of each medication. We tell children and
families that everyone gets some side effects, but

no one gets all of the possible side effects; we
also make sure to discuss which side effects are
expected, which are unlikely, which could be per-
manent or life-threatening, and which are
reversible.

Once the basic medical information has been
discussed, the psychosocial clinician will discuss
other important issues, such as sources of sup-
port, ways that friends and family can be helpful
(and the ways they sometimes are not), informa-
tion resources, and the structure of our team.
Finally, after this very long conversation, we
return to our first three points as those that should
be remembered — we know what this is, we have
treatment for it, and the cancer diagnosis is nei-
ther the child’s nor the family’s fault.

At Relapse

When children experience a cancer relapse, they
and their families come to a very similar conver-
sation with greater experience with cancer and its
treatment and also new worries about whether the
recurrent cancer can be cured. Because a recur-
rence means that all the child already went
through was not effective, and because recurrent
cancer can be much harder to treat, these conver-
sations can be particularly painful. However, in
most cases, the clinical team now has a long-
standing relationship with this child and family.
This can therefore be a particularly important
time to come together with a shared history and
deep caring.

The structure of the Day One Talk remains
appropriate at the time of relapse, but with some
changes. The clinical team again starts by telling
the child and family that we know what this is,
and we offer them a name for the cancer. This is
usually a name that they know, as it is the same
tumor, but because it can recur in new locations,
it is important to confirm that we are indeed talk-
ing about the same cancer type. Second, we dis-
cuss treatment and its goals, including whether it
may be possible to cure the child’s recurrent can-
cer or whether treatment can offer symptom pal-
liation and longer life. Finally, we again review
the topic of causation, this time discussing the
fact that we usually never know why cancer
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recurs for some children but not for others.
Nonetheless, whenever possible, we reaffirm that
the child and family did everything they possibly
could and everything we asked them to do.
Sometimes families question whether the cancer
was treated properly in the first place, and we dis-
cuss those worries openly. When our own opin-
ion is not enough to dispel fears, we offer families
the chance to seek a second opinion and hear this
information from others.

At the Transition to Palliative Care

Ideally palliative care is integrated early for all
children with cancer, soon after diagnosis, with
attention to symptom management, personal
goals and values, and quality of life throughout
care. Even in these cases, however, children and
families who move away from curative mea-
sures to palliation have special communication
needs.

One issue is that of communication about
prognosis. While most families want to hear
about prognosis even from the time of diagnosis,
knowledge of prognosis is particularly salient for
decision-making about end-of-life care; caregiv-
ers (and children) who do not know the child is
dying are more likely to continue to pursue
aggressive measures, even near death. Thus,
rather than deferring to caregiver preferences
about prognosis communication, clinicians may
have special obligations to discuss prognosis
even if caregivers find it painful. Reflecting on
whether prognosis communication is essential,
and the best timing for this discussion, is impor-
tant before the conversation starts. The medical
providers might then either offer prognostic
information (“Would it be helpful to hear more
about your child’s prognosis?”) or, alternatively,
express the importance of such a conversation (“I
think it’s important that we talk about his future,
including his prognosis.”) Prognosis can then be
stated in clear and unambiguous terms, albeit
with caring and empathy (e.g., “I am so sorry to
say this, but we no longer have a way to cure his
cancer. We expect that it will continue to come
back, no matter what we do, and that eventually
he will not be able to survive it.”)

Caregivers and children who understand a
child’s poor prognosis can begin to make deci-
sions about care, with support and input from
the clinical team. We suggest focusing on their
goals as a path toward value-driven decision-
making. A conversation about goals can begin
with questions for the child and family — “as
you think about the future, what is most impor-
tant to you? Is there anything you are especially
worried about? Is there anything you are espe-
cially hoping for?” Some families may continue
to express hopes for cure, even when it is no
longer possible. In this case, it can be helpful to
ask, “and what else are you hoping for?” or,
alternatively, “And what if what you are hoping
for were no longer possible? What kind of
things might you hope for in that situation?”
Asking gently about alternative hopes can allow
parents to express a full range of hopes, without
forcing them to acknowledge that cure will
never be.

Once goals are known, then recommendations
for care can be made that reflect those goals. For
example, if a child values being at home and in
school, the medical team might recommend
against intensive chemotherapy, which could
detract from those goals. Alternatively, a family
who wishes to prolong life may wish to use more
intensive measures, even if they are associated
with greater symptoms. Understanding goals can
help to frame each decision and allows affirma-
tion of the patient’s and parent’s goals all along
the trajectory of care.

A final issue in palliative care communication
is what to expect at the end of life. For many chil-
dren and families, understanding what is ahead
can take away some of the painful uncertainty of
this period of time. Please see Chap. 14 on
Palliative Care for further details. Although this
is a difficult topic, some find that this information
offers a sense of control and, for caregivers, an
ability to anticipate the needs of the child even
during her last days. As the clinical team, we
therefore offer this information “Would it be
helpful to talk about what to expect as the end of
life grows closer?” to those who are looking
ahead to this phase.


http://dx.doi.org/10.1007/978-3-319-21374-3_14

S.R.Brand et al.

For children and adolescents, the conversation
can begin with a focus on fears, worries, and
hopes. The clinician might ask, for example, “As
you think about the time ahead, is there anything
you are most worried about? Anything you are
hoping for?” Understanding worries and hopes
can then serve as a starting point for talking about
what is likely to happen and how symptoms will
be managed. This can also be an opportunity for
understanding wishes for the location of care
near death and for addressing worries about loved
ones and a desire to be remembered beyond
death. Tools such as “Voicing My CHOICES”
can offer adolescents and young adults the oppor-
tunity to think about their wishes for end-of-life
care and make those wishes known to loved ones
(Wiener et al. 2012; Zadeh and Wiener 2014).

For families who are interested in knowing
more about what to expect, we similarly discuss
topics such as location of death (eliciting their
preferences) and avenues of support (such as
home hospice, inpatient hospice, or inpatient hos-
pital care.) In addition, family members may find
it helpful to understand changes that the child
may go through in her last days. This includes
discussion of decreased perfusion of extremities,
decreased urine output, and decreased conscious-
ness, as well as respiratory depression, noisy
breathing, and irregular breathing patterns. We
talk about signs of discomfort or distress and how
we will ensure the child is as comfortable as pos-
sible during this time. Finally, we also try to offer
some discussion about autopsy before death
occurs, as well as care of the body after death, to
help parents prepare for those moments after the
child has died. Not every family wishes for this
information, but many do, and of those, many are
afraid to ask (Wiener et al. 2014).

Communication with Patients
and Caregivers in Distress

Cancer diagnoses and associated care planning
are inherently stressful and understandably dis-
tressing for patients and their caregivers. In this
context, it is likely that patients and caregivers
experience strong feelings, such as fear, anger,

and sadness, and it is also expected that such feel-
ings will be present and perhaps even heightened,
during interactions with clinicians in the position
of sharing complex and often unpleasant infor-
mation. Such strong emotional expression is a
complicated component of already delicate inter-
actions. The recommendations in the following
sections are designed to assist medical and psy-
chosocial clinicians in navigating interpersonally
complex interactions with patients and their care-
givers in a manner that maximizes effective com-
munication and prioritizes the execution of
high-quality medical care.

Proactive Interventions

We know, even before such situations present
themselves, that these types of communication
challenges are likely to emerge within our work
in pediatric psycho-oncology. Therefore, proac-
tive measures that may positively impact
clinician-patient and clinician-caregiver relation-
ships should be implemented whenever possible
to maximize understanding of medical informa-
tion and minimize the likelihood of miscommu-
nication and associated negative feelings.

Relationship Factors

All clinical team members would benefit from
making an active effort to develop positive work-
ing relationships with patients and their family
members as early as possible and to maintain
them throughout the course of treatment. The
establishment of a positive working relationship
characterized by trust, mutual respect, and col-
laboration should not be underestimated. This
relationship will not only facilitate the effective
exchange of information throughout one’s course
of treatment, but it may also aid in the resolution
of any strong negative feelings by providing a
foundation upon which such feelings can be
explored in a supportive, nonjudgmental, and
productive manner.

Communication Preferences
Beginning early on in treatment, it would behoove
clinicians to discuss, document, and accommo-
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date family preferences in regard to communica-
tion. For example, in an effort 