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Preface

Pediatrics developed as a medical specialty in the late nineteenth century. In the lat-
ter part of the twentieth century and the first part of the twenty-first century, we have
seen remarkable enhancement of child health around the world. Such advance has
resulted mainly from a rise in economic well-being, in addition to improved hygiene,
nutrition, and vaccination. These positive changes have been due also to improve-
ments in pediatric care.

Such improvements include a wide range of new technologies and diagnostic
tests and many new drugs including the latest biological agents. At the same time,
pediatrics has changed considerably, as has all of medicine. The specialty has wel-
comed women, who are likely to be in the majority in the near future. In most places
in North America and Europe, the specialty has become more welcoming of people
who are gay, lesbian, bisexual, trans, queer, or other. The working arrangements of
pediatricians have also changed, with the rise in subspecialists, and the general
restriction in the time physicians, including pediatricians, will devote to their
practice.

Despite the enormous changes, we continue to see trainee pediatricians who are
committed to excellence in their care of children.

It is in that context that we developed this book. Two bioethicists with different,
but complementary, backgrounds have written this work. The first, IM, is trained in
pediatrics and has worked both in Europe and North America. He has been involved
in ethics education and scholarship for about a quarter of a century and has a higher
degree in Bioethics. The other author, JRG, has lived in four nations and has a back-
ground in law and legal scholarship. They have taught collaboratively and partici-
pate jointly in research projects and advocacy. They challenge one another and aim
to ensure clarity in the ethical ideas articulated and advanced here.

The ethical practice of pediatrics is changing, just as pediatric practice constantly
changes and as the pediatric work force changes. We understand pediatrics to be a
triadic specialty, with the focus on the child, a general deference to the role of par-
ents in decision-making (or the child, if sufficiently mature), and a definite role for
the pediatrician. The process has been described as joint decision-making. We
would emphasize that the deference to parental decision-making is never absolute.
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viii Preface

Recently, one of us (IM) entered the hospital cafeteria and with tray in hand
approached the seating area. As he passed two colleagues seated at a table, he saw
that they were engaged in animated discussion and might even have been arguing
with one another. He decided to nod politely and to move along to another table with
different colleagues. As he went past the two colleagues, he heard one of them say
to the other, “The problem with your group is that you allow issues of morals and
ethics to get in the way of medical decision making.” This is one instance when the
colleague was not confronted at the time. It did not seem that a hospital cafeteria
was the right place. Later, a meeting with the colleague was sought, and the view
that issues of morals and ethics are involved in every action physicians take was
advanced. That colleague was not convinced, but the interaction was an impetus to
complete this book!

The content of the book is based on continuing contact with trainees and col-
leagues in pediatrics, the anxieties and concerns they express to us, and our own
observations on pediatric practice. Such exchanges have informed personal choices
of what is important to address, therefore, the content of this book. We have arranged
the contents in five parts. Part I gives the background to pediatrics, including com-
ments on boundary issues and how to obtain help when confronted with ethics
issues. Part II addresses consent and confidentiality. We have called Part III
“Everyday Issues,” dealing with prenatal and pregnancy issues, child abuse, chil-
dren with medical complexity, and advocacy. We also include in Part III a section
“Misunderstandings and Disagreements” that offers help in a variety of perplexing
situations. Part IV has topics that we regard as important, but do not fit neatly into
other chapters, such as responding to errors, research, teenagers, and cost. Finally,
Part V is our view of the topics that will be sources of anxiety and concern in the
near future.

The book is not and cannot be comprehensive; it does offer information on most
of the ethical problems that physicians in pediatrics, at any level of experience, will
encounter.

We believe that this book is relevant to all who are involved in pediatrics, what-
ever their level of training or specific role. There is material for the beginner and
also many sections that will provoke thought in those more experienced. We have
addressed a myriad of ethical issues and have identified areas in which ethical con-
cepts are evolving.

Calgary, AB, Canada Tan Mitchell
Juliet R. Guichon
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Chapter 1
What Is My Medical Specialty All About?

Check for
updates

Key Points Concerning Pediatrics
¢ Pediatrics is a division of medicine related to the life and health of children

— It concerns individuals from birth to adulthood, typically 18 years.

— Pediatricians have additional training in the discipline after graduating in
medicine and might have even more training related to a subdivision of
pediatrics.

— Pediatrics encompasses many activities from prevention, direct clinical care
in many settings, research and education.

— Pediatrics may take place in remote communities, large cities, academic med-
ical centers, laboratories and even in international settings.

e Pediatrics aims to ensure that, when children become adults, they are as healthy
as possible.

* Much of pediatrics is triadic — child patient, guardian and physician.

* Decisions focus on the best interest of the child patient.

e Pediatricians see children as whole persons, including understanding their envi-
ronment (family-centred care).

e Pediatricians are compassionate and committed to working in a team-based set-
ting, focusing on positive relationships.

1.1 Introduction

This chapter offers a background to pediatrics and describes features of the disci-
pline, essential qualities of pediatricians, and a description of the pediatrician’s role.
The chapter will address the pediatrician’s roles in the interaction with the child and
various interactions with the parents, who are often the decision makers about medi-
cal care of their child. The topic of patient and family-centered care will be addressed
in more detail later in the chapter. Other topics considered in this chapter include
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developing an understanding of how parents might see us, and describing and com-
menting on similarities and differences in how pediatricians treat mothers, fathers
and other guardians. The chapter’s key points illustrate the broad nature of pediat-
rics and the wide variation in activities involved.

This chapter can be described as a “philosophy of pediatrics”. This phrase is used
with some trepidation because it might cause pediatricians, with their predomi-
nantly scientific training, to be anxious that we are moving into esoteric knowledge
unfamiliar to them. On the contrary, this chapter merely considers what pediatrics is
about. By “a philosophy of pediatrics” we adopt Pellegrino’s understanding: a “crit-
ical reflection on the matter” of pediatrics; dealing with the ideas, and background
presuppositions that are specific to pediatrics (Pellegrino 2001). This notion entails
understanding that the clinical encounter in pediatrics is about the “good” of the
patient where “good” means combining a devotion to healing of the child in a man-
ner based on recognizing and respecting the “wholeness” of the child. In other
words, a philosophy of pediatrics is not a daunting idea. Discussing the philosophy
of pediatrics is just one way to describe the ideas that underlie pediatrics; these
ideas will be described here in a friendly fashion.

We will also describe the many changes in society that have affected the practice
of pediatrics. One example is that many new mothers are in their late 30s or early
40s and might already have established careers. For many mothers, care of the child
is extremely important, but is an activity that they wish to balance with other activi-
ties. Many of these mothers with active careers are, themselves, pediatricians.
Pediatrics now has a majority of women, and many individuals who no longer hide
the fact that they are lesbian, gay, bi-sexual, trans, queer or other. In other words,
changes in society affect the kind of person we interact with, and the kind of peo-
ple we are.

1.2 Introductory Story: Emily

Emily always did well at school. Her friends and family noticed that she was always trying
to help others and suggested that she apply to medical school when she completed her sci-
ence degree.

In her teen years, Emily’s very close friend, Louise, developed leukemia. Louise had a dif-
ficult time with chemotherapy, and later had a stem cell transplant. However, the end result
was excellent, and Louise was also at university, studying music.

Emily visited Louise frequently when she was in hospital and spent time with her when they
were both at home. Emily found staff including the pediatricians in the pediatric oncology
unit to be friendly and helpful, and thought this field of medicine might be one in which she
would like to participate.



1.3 'Who Are Pediatricians? What Is Pediatrics? 5

Emily is now halfway through medical school and has had electives in pediatrics. In her
electives, she has seen pediatricians working in hospital as generalists and as sub-
specialists and has also seen pediatricians working in a community practice. She is certain
she wants to be a pediatrician but is uncertain whether she wants to be a generalist or
specialist, and in what kind of settings she would like to work — whether in a hospital, a
private office or a community clinic.

Emily meets her mentor in medical school, a pediatrician, someone well aware of her
career ambitions. Emily asks, “What is pediatrics about anyway?”

1.3 Who Are Pediatricians? What Is Pediatrics?

1.3.1 Who Are Pediatricians?

A pediatrician is defined by the age of the patient for whom he or she cares. Yet the
age limit of pediatricians’ patients is not strictly determined. The pediatrician might
be concerned with prenatal activities, including the family background and genet-
ics. The definition of “child” as being humans aged 0—18 years, takes the upper age
limit from a World Health Organization (WHO) (2013) statement on the rights of
the child. The statement mentions that some countries might have an age limit that
is lower. In the United States, the age limit is higher: the association of United States
pediatricians, the American Academy of Pediatrics (AAP) (Hardin et al. 2017),
indicates that pediatrics continues until the age of 21 years. In some jurisdictions,
pediatricians provide primary care that is the first point of medical contact for a
child patient. In others, pediatricians who provide clinical care, might do so almost
entirely as consultants, that is, they receive patients only once they have been
referred by other medical practitioners.

Pediatricians, whether trainees or people who have been in practice for years,
tend to develop a personal narrative of themselves in relationship to pediatrics.
Creating this narrative necessarily involves developing an understanding of the dis-
cipline. The description of pediatrics offered here is based on an exploration of the
literature, some knowledge of the history of pediatrics; both are blended with per-
sonal experiences that have shaped the career of one of the authors. The personal
experiences have occurred during many interactions with parents and children, with
colleagues and with mentors (Mitchell 2015). New entrants to pediatrics will likely
have similar experiences. Pediatrician’s personalities are formed by contact with
children experiencing illness and with their families; these encounters offer great
opportunities for personal growth. To quote from Mitchell (2015) above, from chil-
dren, “T’ve learned how to rise above adversity; from their parents, I've learned that
silence can be better than speech.”
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1.3.2 What Is a Pediatrician and What Is Pediatrics About?

A different, but very closely related question is, “What is a pediatrician?”” The
American Academy of Pediatrics defines “a pediatrician” as “a physician who is
concerned primarily with the health, welfare, and development of children and is
uniquely qualified for these endeavors by virtue of interest and initial training.”
(Committee on Pediatric Workforce 2015). The article expects the pediatrician to
have wide interests, and states, “Because the child’s welfare is heavily dependent on
the home and family, the pediatrician supports efforts to create a nurturing
environment.”

Aspiring pediatricians like Emily need some idea of the scope of pediatrics as
they begin to develop their personal narratives as pediatricians. Emily also needs to
know the scope of the discipline and the skills and experience practitioners need to
face novel and challenging situations.

Emily has lots of other questions. Do pediatricians really enjoy what they do? Is
their role challenging? Can she be the best possible pediatrician she might be?
Emily particularly enjoys hiking and would like to have her own family one-day.
Will there be time for other activities? Make no mistake, Emily, like almost every
aspiring pediatrician, will not be satisfied with mediocrity or by just “getting by’ in
her chosen career. Nor will she want to neglect her own children or her enjoyment
of life. She will want to be sure all are possible.

What will we say to Emily? You might see her question, “What is pediatrics
about anyway?” as odd. Let’s try to work out this out. A dictionary describes pedi-
atrics as, “A branch of medicine dealing with the development, care, and diseases of
children” (www.merriam-webster.com). The American Academy of Pediatrics
offers more detail about pediatrics by defining it as:

A specialty of medical science concerned with the physical, mental, and social health of
children from birth to young adulthood. Pediatric care encompasses a broad spectrum of
health services ranging from preventive health care to the diagnosis and treatment of acute
and chronic diseases. (Committee on Pediatric Workforce 2015)

This description helps us quite a lot, but another way to answer the question,
“What is pediatrics about?”, is to examine its aims. An ethics think tank, the Hastings
Center, explored the goals of all medical disciplines, including pediatrics (Allert
et al. 1996). The resulting report concluded that the goals of medicine included
prevention and health promotion, relief of pain and suffering, caring and curing, and
when death was unavoidable, ensuring it was peaceful. (We will return to the notion
of accepting that death occurs in children and the duties of ensuring that it is peace-
ful in Chap. 4 Consent, Chap. 8 Medical Complexity and Chap. 10 End of Life.)

Let’s reframe these goals for pediatrics:

e The prevention of disease and injury from birth and throughout childhood.
e The promotion of normal development and achieving a healthy adulthood.
e The relief of pain and suffering caused by injury and illness.

e Helping siblings and parents as well as helping sick children.
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* Caring for suffering children and curing them where possible.
* When death in childhood is unavoidable, ensuring that it is pain free and
peaceful.

But how will Emily see things? Emily will have developed some opinions of her
own, based on visiting her friend in hospital. She might also have some views devel-
oped from portrayal of healthcare in the media. Regarding pediatrics, news reports
are frequently about a “miracle cure” or a very tragic death of a child. Pediatrics per
seisrarely depicted in TV dramas, though children are often portrayed. Unfortunately,
TV dramas tend to depict “high adrenaline” situations, often with the need for
cardio-pulmonary resuscitation (CPR), unrealistically ignoring basic rules of medi-
cal practice. TV dramas also tend to place the physician at the center of every activ-
ity, disregarding the large number of team members essential to modern medicine.
If you have ever watched these TV dramas, then you will know that romance is
common, and intimate affairs frequent. As an aside, children are usually portrayed
as just another patient and are depicted in the same setting as adults. Yet children
should be seen by physicians and other healthcare team members in settings
designed around their needs, whether in-patients in hospital, a specialized clinic, or
a physician’s office.

There will be more in this chapter about the role of parents, and the various rela-
tionships between pediatrician and parents; in the meantime, we will describe some
other aspects of pediatrics.

1.4 Brief History of Pediatrics

Children have received healthcare from physicians from time immemorial and are
mentioned in medical texts since the era of Hippocrates. Yet the role of a physician
specializing in the care of children is a very recent development. Specialist doctors
for children arose largely in the middle and late parts of the nineteenth century;
pediatrics has developed further throughout the twentieth and into the twenty-first
century.

Around the time pediatrics emerged (mid-to late nineteenth century), children’s
hospitals were being developed. Although there were buildings described as chil-
dren’s hospital just before this time, those institutions were usually for the general
care of abandoned children rather than devoted to the care of ill and sick children.
After 1850, it was becoming obvious that the diseases suffered by children were
different from diseases suffered by adults and that treatment of children required a
different approach. Even when children had the same condition seen in adults, the
details were often very different.

At about the same time, the pathological basis of disease was being studied, lead-
ing to a reinterpretation of clinical medicine (and pediatrics). Moreover, physiology
was developing as a field of study relevant to human disease. These three elements —
children’s hospitals, pathology, and physiology — were important to the initiation of
pediatrics.



