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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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