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Chapter 1
Ethics: A Historical Perspective

Tessy A. Thomas and Perry Ann Reed

Since the beginning of time, human civilization has been influenced by culture,
religion, science, politics, and philosophy. In the quest for reason, ancient Greek
society encouraged the pursuit of higher knowledge to understand the complex
relationships and behaviors of humans to self, others, God, and/or gods. The
Greek physician and teacher, Hippocrates of Kos (460-370 B.C.), is universally
regarded by historians to be the “father of Western medicine” [1]. Though not
much is specifically known about Hippocrates’ life, his philosophical and clinical
tenets have been widely accepted as the foundation for the way Western medicine
is practiced today. Hippocrates advocated for examining the patient, observing for
clinical signs, and making rational conclusions that guide both diagnosis and
treatment of the patient [1, 2]. Over 60 essays and texts are attributed to him and
comprise what is called the Hippocratic Corpus [1]. The literary source of the
Hippocratic Corpus writings remains debated, with some arguing that many of
the works were written and published after Hippocrates’ lifetime [2]. Within this
collection of works, Hippocrates is credited with being the first to conceptualize
medicine as a profession; in so doing, he identified the unique relationship physi-
cians have with the patient, other physicians, and society at large. What is docu-
mented includes not only specific observations on various clinical diseases but
also perspectives and reflections on the conduct and duties of the physician [2].
The famous maxim “First, do no harm” (a phrase translated into Latin as Primum
non nocere) is often mistakenly believed to be written by Hippocrates himself
[1-3]. The actual origin of this renowned phrase remains unknown [3].
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Nevertheless, the closest text highlighting this moral principle, authored by
Hippocrates, advises physicians: “As to diseases, make a habit of two things—to
help, or at least to do no harm” [2, 3].

The most famous work included in the Hippocratic Corpus is the Hippocratic
Oath. Though historians argue that the oath was probably written hundreds of years
after Hippocrates time, it still remains a classical declaration of the standard moral
code of conduct for medical physicians [2, 3]. The basic tenets of the oath are inte-
grated within its four parts: (1) preamble, the invocation of gods as witnesses for the
oath; (2) covenant, the declaration of one’s duties to the profession; (3) code, the
statement of one’s duties to patients; and (4) peroration, which affirms one’s status
after abiding by the oath [3, 4]. Additionally, evoked within the oath is the moral
vision for physicians: (1) of beneficence (to do good) to patients, (2) to maintain
confidentiality, (3) to teach the art of medicine, (4) not to assist suicide, and (5) to
know one’s limitations [3, 4]. This oath is the first evidence of any ethical and legal
medical writings regarding euthanasia, patient confidentiality, abortion, code of
practice as an entity, physician competence, individual responsibilities, clinical
ability, and reasonable judgment in the best interest of patients [35, 6].

Historically, the first recorded administration of the Hippocratic Oath in a medi-
cal school setting was at the University of Wittenberg in Germany in 1508, and the
oath did not become a standard part of a formal medical school graduation until
1804, when it was incorporated into the commencement ceremony at Montpellier,
France [7]. The Hippocratic Oath continues to be pledged by medical students 2,500
years later, but the classical account has been modernized into different versions to
reflect changing values and practices within an evolving complex society.

The Hippocratic Oath

I swear by Apollo Physician and Asclepius and Hygieia and Panaceia and all
the gods and goddesses, making them my witnesses, that I will fulfill accord-
ing to my ability and judgment this oath and this covenant:

e To hold him who has taught me this art as equal to my parents and to live
my life in partnership with him, and if he is in need of money to give him
a share of mine, and to regard his offspring as equal to my brothers in male
lineage and to teach them this art—if they desire to learn it—without fee
and covenant; to give a share of precepts and oral instruction and all the
other learning to my sons and to the sons of him who has instructed me and
to pupils who have signed the covenant and have taken an oath according
to the medical law, but no one else.

I will apply dietetic measures for the benefit of the sick according to my
ability and judgment; I will keep them from harm and injustice.

I will neither give a deadly drug to anybody who asked for it, nor will I
make a suggestion to this effect. Similarly I will not give to a woman an abor-
tive remedy. In purity and holiness I will guard my life and my art.
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I will not use the knife, not even on sufferers from stone, but will withdraw
in favor of such men as are engaged in this work.

Whatever houses I may visit, I will come for the benefit of the sick,
remaining free of all intentional injustice, of all mischief and in particular
of sexual relations with both female and male persons, be they free or
slaves.

What I may see or hear in the course of the treatment or even outside of the
treatment in regard to the life of men, which on no account one must spread
abroad, I will keep to myself, holding such things shameful to be spoken
about.

If I fulfill this oath and do not violate it, may it be granted to me to enjoy
life and art, being honored with fame among all men for all time to come; if |
transgress it and swear falsely, may the opposite of all this be my lot.

Translation from Greek by Ludwig Edelstein [3].

Hippocrates was not the only ancient Greek thinker of his time to philosophize
about morals and values. Socrates (469-399 B.C.), Plato (427-347 B.C.), and
Aristotle (384-322 B.C.) are considered the leading founders of the science of
virtue-based ethics [8]. Aristotle was the first to use and then apply the term ethics.
He included this word in the title of his works: Nicomachean Ethics and the
Eudemian Ethics [9, 10]. Ethics originated from Greek and later Latin contexts of
the word ethos, which denotes moral philosophy and appeal to moral character or
custom [11]. Socrates, Plato, and Aristotle elucidated the concept of moral virtue
and defined social versus individual good and which principles should govern a
person’s behavior, character, or activity [8]. Aristotle argued in Book II of the
Nicomachean Ethics that the purpose of ethics is not to merely know what is good
but to become good. Aristotle envisioned a virtuous moral agent, such as a physi-
cian, as someone who has ideal character traits [8, 12]. He believed a virtue was a
characteristic between two opposing vices, “the mean by reference to two vices: the
one of excess and the other of deficiency” [8, 13]. For example, “Courage—Tlies
between foolhardiness and cowardice. Compassion—Ilies between callousness and
indulgence” [13]. The ancient Greek philosophers did not explicitly provide an all-
inclusive list of ideal virtues for which someone to strive. However, in Book IV of
the Republic, Plato discussed four virtues that hold both the ideal state and the ideal
moral agent together, prudence, justice, temperance, and courage, which are now
considered the cardinal virtues [12, 14, 15]. These virtues are also often translated
in contemporary times to mean wisdom, fairness, restraint, and fortitude, respec-
tively [12].

Virtue-based ethics, defining the kind of moral agent/person one should be, dom-
inated Eastern and Western ethics tradition up until the early eighteenth century
[14]. In the late 1700s, two British physicians—John Gregory and Thomas
Percival—advocated for surgeons and medical physicians to be considered under
one profession. As one profession, physicians and surgeons could advocate and
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uphold common goals. Gregory and Percival identified three shared moral and sci-
entific obligations:

First, physicians and surgeons should commit to becoming and remaining scientifically and
clinically competent, by practicing, doing research, and teaching on the basis of Baconian
“experience”’-based medicine. Second, physicians and surgeons should protect and promote
the patient’s health-related interests as their primary concern and keep their economic and
other forms of self-interest systematically secondary. Finally, physicians and surgeons
should maintain and strengthen medicine as a public trust that exists for the benefit of future
patients and not as a merchant guild that exists to protect the economic, political, and social
interests of its privileged members [16].

In 1794, Percival was the first person to introduce the term “medical ethics.” In his
book entitled Medical Ethics, he centered on the behavior of doctors with each other
and on the professionalism of the vocation within the context of society at large
[15]. This early code of interactive behavior among clinicians was a key step in dif-
ferentiating between the professional and personal belief systems that guided physi-
cian ethics. While Percival’s code was not well received in his home country of
Great Britain, it was fundamental to the creation of the first American Medical
Association (AMA) Code of Ethics in 1847 [15].

During the eighteenth and nineteenth century, two main universal theories—
deontology and utilitarianism—began to framework the discourse of ethical rea-
soning when faced with any ethical conflict. These theories focused on identifying
the one rule of right moral action. Immanuel Kant is the philosopher credited
with being the father of deontology (deon meaning duty or obligation) [15].
Deontology focuses on the moral dimensions of an action and not merely on the
consequences. The decisions of deontology may be appropriate for an individual
but not necessarily for the greater good of society. For Kant, understanding the
motivations for action or inaction was of primary concern. Through his
Categorical Imperative, Kant argued that regardless of the consequences (ends),
actions should be guided by moral obligation to duties. Commonly phrased, this
means “the end can never justify the means” [15]. Therefore, harm is always
unacceptable irrespective of its consequences [17]. The physician-patient rela-
tionship is by nature deontological since the medical profession’s oaths and tradi-
tions place duty to patient first with the primary goal of strengthening the fiduciary
relationship between physician and patient [17, 18]. When this deontological
practice is broken, the risk for medical negligence arises [17]. Similarly, the utili-
tarian philosophy also attempted to universalize ethical reasoning when faced
with any ethical conflict. Instead of focusing on the motivations of actions and
moral obligation to duties, however, utilitarianism claims that an action is right if
it maximizes the greatest possible good for the larger whole and not just the indi-
vidual [18-19]. English philosophers Jeremy Bentham and John Stuart Mill theo-
rized that consequences of an action justified the means of the action [18-19].
Thus, utilitarianism is a form of consequentialism. The right or wrongness of an
action is solely dependent upon the ends. Thus, it may be said that in utilitarian-
ism, “the ends do justify the means” [17-19]. Within medicine, an example of
utilitarianism is allocation and rationing of resources for all patients—i.e., short-
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ened length of appointment times—when the resources (physicians) are finite and
the patients in need are many [18]. One criticism of utilitarianism is that what
creates the greatest happiness for the greatest number of people is not necessarily
morally right [17-19].

In 1927, the term “bioethics” was coined by Fritz Jahr to mean the ethics of
medical and biological research. Jahr proposed a “bioethical imperative” which
“extended Kant’s moral imperative to all forms of life” [20]. Current scholars have
broadened Jahr’s initial conception of bioethics to encompass the further study of its
intersections with medical, legal, research, technological, political, social, religious,
cultural, philosophical, economical, and historical perspectives. The true birthplace
of bioethics as a field is hard to pinpoint, however. Prominent bioethicist Arthur
Caplan, PhD, states that in his view, bioethics “began in response to scandal and
uncertainty” [21]. Some argue that the 1932 Tuskegee Study, which continued until
the 1970s—involving the study of untreated poor rural black men with syphilis—
was the first major medical scandal [21]. Other scholars attribute bioethics’ origin to
the end of WWII when the Nuremberg war tribunals were conducted [21]. The trials
included judgments against Nazi physicians who participated in the tragic war
crimes of the Holocaust. In 1947, the Nuremberg Code, a set of judicial documents
that emerged from the trials, set forth basic principles for ethical medical human
experimentation [15]. In 1948, the Declaration of Geneva further outlined physi-
cians’ ethical duties regarding clinical research [21]. Modified from the Nuremberg
Code, the World Medical Association in 1964 issued the Declaration of Helsinki,
which is now considered the keystone for ethical principles regarding human medi-
cal research and protection of human rights adopted by the medical community at
large [15].

Other scholars suggest that bioethics as a field fully emerged in the 1960s when
advancements in life-sustaining technologies and allocation of limited resources
such as heart-lung machines, kidney dialysis machines, ventilators, organ transplan-
tation surgeries, and dedicated intensive care units became possible [15, 21]. The
interface of technology, public policy, research, clinical medicine, and societal val-
ues thus demanded scholarly discourse. The common language for medical ethics
and bioethics discourse has always been rooted in philosophy. As philosophers,
theologians, lawyers, physicians, scientists, and lay members of society negotiated
medical ethical dilemmas and challenges, the need for practical guidance and com-
monly shared ethical frameworks evolved. Additionally, since people are rarely
pure theorists, American philosophers Tom Beauchamp, PhD, and James Childress,
PhD, advocated in the late 1970s for a pragmatic principle-based approach (princi-
plism) to moral reasoning and reflection. In their updated book, Principles of
Biomedical Ethics, Beauchamp and Childress list respect for autonomy (self-
determination), beneficence (doing good), non-maleficence (avoiding harm), and
justice (fair distribution) as the four main principles of bioethics and the foundations
for ethical assessments and evaluations for current-day ethical dilemmas [22]. It is
important to note that the four principles are non-hierarchical; nevertheless, it is
crucial to consider each principle and determine which one may carry more weight
when reasoning through a particular situation.
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Respect for Autonomy

Autonomy stems from its Greek definition to mean ‘“self-rule” and “self-
determination” [22]. The principle of autonomy assumes that an individual is free
from the control of others and has cognitive capacity to make decisions for him- or
herself. This self-rule applies to body and mind. Respect for the principle of auton-
omy refers to healthcare providers having a duty to protect the patient’s ability to
make informed decisions about care and to honor decisions made by the patient or
the patient’s representative. It is the principle supporting the practice of the tort
doctrine of informed consent. Key considerations associated with informed consent
include legal competency to give consent, ability to apply free power of choice, and
adequate understanding of risks and benefits of treatment options.

Informed consent requires that the patient clearly understands the decision he
or she is making and the potential risks and benefits of the decision. A patient
who does not demonstrate the ability to understand the issue may be unable to
exercise autonomy, and a substitute decision-maker may need to be identified.
The practical reality for healthcare professionals is that some patients make deci-
sions that contradict the judgment of the physician. For example, patients of free
will and decision-making capacity may elect to leave the hospital against medi-
cal advice. Nonetheless, physicians are obliged to create the necessary condi-
tions to promote autonomous choice. Physicians then educate and counsel
patients when their choices seem harmful to their overall well-being. In addition,
respect for autonomy, according to Beauchamp and Childress, includes respect
for confidentiality and privacy. In essence, the respect for autonomy also extends
to the privacy of information regarding a person’s identity, family, health status,
and medical treatments. When a person chooses to disclose some of his personal
private information, he expects that what is said and done will be kept con-
fidential [23].

Beneficence and Non-maleficence

Beneficence is the principle that healthcare professionals have a duty to (1) do
good, (2) act in the best interest of their patient, and (3) act in the best interest of
the society overall. A physician is obliged by the principle of beneficence to pro-
vide and promote the highest standard of medical care to his or her patients. Non-
maleficence is the negative-obligation-related principle referring to the healthcare
professional’s intentional duty to (1) do no harm to his patient and (2) do no harm
to society overall. Non-maleficence is the overriding principle for any healthcare
professional who accepts the responsibility of caring for a patient. The two princi-
ples focus on maximizing potential benefit while minimizing harm and risk to the
patient. Essentially, the two principles establish the foundation for the risk/benefit
analysis [22].
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Justice

Justice usually signifies fairness or equality [22]. Considerations regarding justice
involve distributing scarce resources, identifying competing needs, evaluating rights
and obligations, and avoiding potential conflicts of interest. In bioethics, the ethical
principle of justice encompasses concepts such as equal access to healthcare, provision
of treatment and resources according to need, fair distribution of healthcare benefits
and burdens, good stewardship of organizational and societal resources, and account-
ability [22]. National Medicaid and Medicare programs were borne out of the applica-
tion of this principle. Respect for justice also demands that benefits and burdens of
research participation be distributed equitably. For example, institutional review boards
(IRBs) play a key role in ensuring that research subject selection is equitable.

In 1979, the Belmont Report published by the National Commission for the
Protection of Human Subjects of Biomedical and Behavioral Research summarized
key ethical principles applicable to research involving people. In accordance with
the principles outlined by Beauchamp and Childress, the Belmont Report’s three
basic principles are (1) respect for persons (autonomy), (2) beneficence, and (3)
justice [24]. These principles underscore the practices of informed consent, analysis
of risk and benefits, and selecting human research subjects [24]. While many believe
informed consent is essential and necessary to ensuring that research is ethical,
scholars continue to ask the question, what makes clinical research ethical? [25]
Renowned ethicist Ezekiel Emanuel, MD, PhD, and colleagues proposed seven
requirements that are both necessary and sufficient to make clinical research ethical.
The seven specific requirements for research ethics are outlined in Table 1.1:

Table 1.1 Seven specific requirements for research ethics

Seven specific
requirements for

research ethics

Definitions

Social value

Value enhancements of health or knowledge must be derived from the
research

Scientific validity

The research must be methodologically rigorous

Fair subject selection

Scientific objectives, not vulnerability or privilege, and the potential for
and distribution of risks and benefits should determine communities
selected as study sites and the inclusion criteria for individual subjects

Favorable risk/benefit
ratio

Within the context of standard clinical practice and the research protocol,
risks must be minimized, potential benefits must be enhanced, and the
potential benefits to individuals and knowledge gained for society must
outweigh the risks

Independent review

Unaffiliated individuals must review the research and approve, amend, or
terminate it

Informed consent

Individuals should be informed about the research and provide their
voluntary consent

Respect for enrolled
subjects

Subjects should have their privacy protected, the opportunity to
withdraw, and their Well-being monitored

Table adapted from reference Emanuel et al. [25]
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The State of Medical Ethics Today: Practical Applications

The field of bioethics is ever-evolving, reflecting the complex changes within medi-
cine, law, research, technology, and society. How do we then reason the right course
of action? There is no absolute algorithm to follow, and a right answer or choice
may not always be clear. Should we prioritize the needs of society or the individual?
Should we framework decisions applying virtue-based ethics as the Greek philoso-
phers before our time, or employ principlism as suggested by Beauchamp and
Childress? It is not uncommon to have well-intentioned and reasonable people dif-
fer in their judgments even when considering various known principles and virtues
[26]. In the clinical setting, two basic tools are exercised when an ethical issue
arises: ethical analysis and argument.

Ethical analysis requires us to be clear about concepts that we invoke and to use those con-
cepts with a consistent meaning to give reasons for our judgments and behavior based on
them. Ethical argument requires us to identify the implications of clear ethical concepts for
how we should proceed. Simply listing disconnected ethical considerations does not count
as argument. Nor does starting with conclusions and then going in search of supportive ethi-
cal considerations. Ethical arguments must use deliberative (evidence-based, rigorous,
transparent, and accountable) clinical judgment [26].

Each healthcare organization may have its own paradigm for ethical analysis that
adapts to the institutional specific culture, resources, legal precedents, and relevant
ethical dilemmas. When faced with an ethical dilemma, consulting with institu-
tional bioethics committees and medical ethicists may provide guidance for refram-
ing the case and performing the subsequent ethical analysis and argument in a
structured format. Additionally, referencing major professional and legal policies,
oaths, codes, declarations, standards, and appeals may provide the initial framework
to ground ethical analysis and initiate discourse to achieve consensus.

Pediatric-Related Ethics

Pediatricians face many ethical challenges that are similar to other specialties in
medicine. Broadly, ethical issues relating to professionalism, application of justice
to public health needs, use of life-sustaining technologies, and upholding fiduciary
responsibilities within the physician-patient relationship are equally shared.
However, the field of pediatrics is unique in that the shared decision-making and
delivery of healthcare involves the intertwining relationship of three main stake-
holders: the clinician, the patient (infant/child/adolescent), and the parents/family
members. Therefore, the ethics of everyday pediatric clinical care encounters, the
informed consent processes, end-of-life discussions and processes, pediatric
research ethics, and pediatric-specific professionalism issues require additional
considerations for balancing benefits and burdens, especially related to decision-
making and determination of the patient’s best interests.
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Key controversies that brought attention to the need for understanding pediatric-
specific ethical issues include the 1960s Willowbrook, NY, hepatitis experiments on
children with intellectual challenges and the 1980s passage of the Baby Doe Law
regarding the treatment of neonates and children [15, 21]. Unlike adult-focused
bioethics, which highly values the respect for autonomy, pediatric-focused bioethics
operates under the ethical belief that the neonatal and pediatric populations need
additional protections due to their inherent vulnerable states. As ongoing changes
occur in healthcare technologies, legal precedents, and research innovations,
pediatric-specific decision-making also continues to evolve. The greater impetus to
protect pediatric patients from harm is based on the fact that neonates and children
do not have the decision-making capacity and developmental capability to make
autonomous choices and decisions for themselves [27]. Thus, the decision-making
process in pediatrics involves someone else other than the patient giving consent.
The usual legal assumption is that parents have primary decision-making for their
child and should be primarily providing medical consent [28, 29]. Parents have an
inherent responsibility to protect their children, impart familial values, and foster
familial bonds that develop a child’s moral character [28]. And unlike adults, chil-
dren cannot express their autonomy. Therefore, traditionally, a parent is expected to
make decisions for his/her child in the child’s best interest. Given the complexities
of caring for the pediatric patient, three core concepts of pediatric ethics—(1) The
Best Interest Standard of a Child, (2) Parental Surrogate Decision-Making, and (3)
Informed Consent/Pediatric Assent—may comprise an ethical framework to guide
pediatric healthcare professionals with clinical decision-making [29].

Best Interest Standard of a Child

According to the United Nations Rights of the Child Convention held in 1989, the
Best Interest Standard of a Child was conceptualized as, “in all actions concerning
children, whether undertaken by public or private social welfare institutions, courts
of law, administrative authorities or legislative bodies, the best interests of the child
shall be a primary consideration” [30]. Applying this standard promotes thoughtful
risk assessment: maximizing benefit for the child and minimizing burden with the
initialization or continuation of any medical interventions and courses of therapy. In
1995, the American Academy of Pediatrics (AAP) first recognized the Best Interest
Standard of a Child as a core concept of pediatric ethics that should be prioritized in
medical decision-making for children [29, 31]. Both healthcare professionals and
parents have “beneficence-principle based prima facie obligations to protect and
uphold the health-related interests of the child who is the patient” [29]. Therefore,
“a child’s health-related interests should be viewed independently of the child’s
relationship to others” [29]. Scholars have debated what specific explicit and
implicit perspectives foster judgments upholding best interest standard given its
highly subjective nature. Subsequently, it has been identified that the integration of
biological, psychological, and social perspectives should be the primary drivers for
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Table 1.2 Rights, needs, and capabilities of a child which should be promoted

Rights, needs, and capabilities of a

child which should be promoted Descriptive analysis content
1. Life Have the right to a normal length of life
2. Health and healthcare Have access to healthcare and protection from pain,

injury, and illness

3. Basic needs Be adequately nourished and sheltered

4. Protection from abuse and neglect Be in a safe environment and protected from
exploitation and physical/mental abuse

5. Emotional development Be able to experience emotions

6. Play and pleasure Play, rest, and enjoy recreational activities

7. Education and cognitive Have a diverse education with the ability to think,

development learn, imagine, and reason

8. Expression and communication Develop and express thoughts and feelings

9. Interaction Interact with and care for others and the world around
them; develop consistent caregiver relationships

10. Parental relationship Be able to interact and know their parents

11. Identity formation Be protected from discrimination and have a
connection to their culture

12. Sense of self Have a sense of self and self-respect

13. Autonomy To act intentionally with self-discipline, reflect on the

meaning of life, and influence course of life

these judgments [29, 32]. Explicit viewpoints include those of the physicians, par-
ents, and at times, the patients themselves. Influential implicit viewpoints include
religion, finances, culture, extended family, and education. Recently, other scholars
have advocated for a more precise picture of children’s interests to broaden the
framework away from a “single” best interest standard. For example, Janet Malek,
PhD, proposed a series of 13 major interests of children and specific descriptive
content that should guide and promote “best interest of child” clinical judgments.
These equal priority rights, needs, and capabilities include the following elements
outlined in Table 1.2 adapted from Malek’s qualitative literature synthesis of a Best
Interest Standard of a Child [33]:

This list proposes core elements that should be considered by healthcare profession-
als when making clinical judgments about the overall well-being of children. Promotion
of this descriptive analysis of the basic rights, needs, and capabilities of a child may
decrease the subjective aspects of defining the best interest for the child [33].

Informed Consent Process and Assent in Pediatrics

The current model for the informed consent process originates from ethical and
legal theory. The legal aspects have roots in battery and medical malpractice case
law [34]. The ethical foundation for the informed consent process is to protect,
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promote, and incorporate the patient and/or family in medical decision-making
based on the ethical principles of beneficence, justice, and respect for autonomy
[34]. Obtaining informed consent or patient assent is not a one-time discrete event,
but rather a process that requires ongoing communication, sharing of information,
and education exchange with the physician and patient/family [31, 34]. In 1976, the
American Academy of Pediatrics Committee on Bioethics first published policy
statements regarding medical decision-making in pediatrics. Since that time, the
standard of the medical and legal culture within the United States is to obtain
informed permission from parents or legal guardians before any medical proce-
dures and therapies are started on pediatric patients. Three different yet mutually
linked major obligations that should be included in the informed consent decision-
making process encompass the ethical concerns for truth-telling: (1) disclosing
information about the nature of the illness, probability of success of proposed diag-
nostic steps/treatment, and potential risks/benefits/uncertainties with an option of
no treatment, (2) assessing the patient’s or surrogate’s decision-making capacity,
and (3) obtaining voluntary agreement with the plans before starting any interven-
tions [34].

Only patients who have appropriate decisional capacity and meet legal require-
ments can give their informed consent for medical procedures and treatments [34].
The AAP policy statements acknowledge that the doctrine of “informed consent”
has only limited direct application in pediatrics [31, 34]. Since many pediatric
patients are not legally able to provide consent, parents or other surrogate decision-
makers provide informed permission for diagnosis and treatment of children and
assent of the child is obtained whenever appropriate [29, 31, 34]. Updated in 2016,
the AAP policy statement on Informed Consent in Decision-Making in Pediatric
Practice specifically addresses the following issues: (1) informed consent, (2) right
to refuse treatment, (3) proxy consent, (4) parental permission and child assent, and
(5) informed consent of adolescents [34]. The revised policy statement continues to
endorse that pediatric patients should actively participate in decision-making appro-
priate with their development and encourages obtaining assent from children as
young as 7 years of age to foster the moral growth and development of autonomy
[34-38]. As children are increasingly capable of expressing mature judgments and
decisions regarding their willingness to accept proposed medical care, they should
be increasingly involved in decision-making [29, 31, 34]. The more “adult-like the
child’s decision-making process is, the greater ethical weight should be given to
their preferences” per McCullough et al. [29]. Thus, healthcare professionals have
an ethical obligation to advocate for the child’s best interests and the child’s prefer-
ences at this stage [29].

When parental surrogate decision-making is made by a person authorized by
law for a child who does not have capacity to express their values and prefer-
ences and participate in the informed consent process, the ethical norm of the
best interest standard alone should guide parental and surrogate decision-making
[29]. Four main standards for the surrogate decision-making process in pediat-
rics have emerged within the literature and are recognized by the AAP Committee
on Bioethics to encompass the pediatric patient’s overall emotional, medical,
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Table 1.3 The four standards and adapted definitions for surrogate decision-making

Best interest standard of surrogate decision-making

The surrogate makes decisions from medically reasonable options presented by physicians
which maximize benefits and minimize harms to the patient, at the same time as keeping the
holistic view of the patient’s biopsychosocial interests a priority [29, 34].

Harm principle

Identify a harm threshold beyond which parental decisions will not be accepted, and outside
intervention is necessary to protect the child [29]. Physicians have legal and moral obligations to
ensure the child is not in significant risk for serious harm and have the responsibility to contest
surrogate decision-making if beneficence of the child is jeopardized [29, 34].

Constrained parental autonomy

As long as the child’s basic biopsychosocial needs are being met, parents have the right, though
not absolute, to balance the best interests of the child with the family’s overall reliable best
interest, values, beliefs, and preferences [29, 34].

Shared, family-centered decision-making

A process for pediatric decision-making that values active collaboration among families,
patients, and healthcare professionals [29, 34]. Evoking the ethical duties of veracity and
fidelity, physicians have the responsibility to share “complete, honest and unbiased information
with patient and their families on an ongoing basis and in ways they find useful and affirming”
[39].

psychological, and social concerns in conjunction with the child’s family goals,
values, and religious and cultural beliefs [34]. The four standards and adapted
definitions for surrogate decision-making outlined by the AAP are highlighted in
Table 1.3:

Past, Present, and Future Pediatric Ethical Challenges
and Controversies

Living at the interface of medical uncertainty, life-sustaining technological
advances, research endeavors, varying legal/policy declarations, and changing soci-
etal values and family compositions requires healthcare professionals to adapt and
evolve in response. What emerges during this time is a pervasiveness of ethical
quandaries, a complex multitude of ought versus should inquiries. End-of-life deci-
sions present especially complex pediatric medical ethical issues. In 1975, pediatri-
cian Karen Teel appealed for “a system of advocacy which ensures that a child’s
rights are observed” [40]. On August 12, 1976, the New England Journal of
Medicine published a “statement to guide a hospital in the process of decision mak-
ing regarding the use of cardiopulmonary resuscitation” [41]. In subsequent years,
the physician and parental role in decision-making and advocating for the child’s
right regarding the “code status” and appropriate medical interventions for critically
and/or chronically ill pediatric patients became the central point of ethical debates
[42]. Navigating end-of-life issues and reframing discussions regarding the appro-
priate and reasonable ways to care for the dying child or the child with a serious
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life-limiting illness became the primary focus of medical ethicists and those who
specialized in palliative care medicine [43]. These crucial medical and social para-
digm shifts in the late 1970s and early 1980s stimulated the development of pediat-
ric ethics consultation services across hospitals within the United States to support
healthcare professionals in managing various clinical and research-based ethical
issues within the pediatric population [44].

Communicating the reality about the death and dying process, particularly of and
to a child, requires a robust skillset and specific training and continues to be a strug-
gle for many healthcare professionals and parents today [43, 45]. Maximizing the
effectiveness of prognostic communication requires “motivation [...] and attention
to the process of communication, where purpose represents the will and process the
ability to communication” [45]. The American Academy of Pediatrics policy
“Guidance on Forgoing Life-Sustaining Medical Treatment,” updated in 2018,
states that despite the prevailing notion that the best interest of the child is usually
in favor of sustaining life, “in some circumstances, the balance of benefits and bur-
dens to the child leads to an assessment that forgoing life-sustaining medical treat-
ment is ethically supportable or advisable” [46]. The AAP promotes and advocates
for multidisciplinary collaborative decision-making with families and patients in
the context of applicable legal frameworks with specific institutional, regional, and
national regulations and considerations [46]. The known untoward consequence of
poor physician prognostic communication and failure to discuss the active death
and dying process with patients and families has been associated with moral distress
among various healthcare professionals including pediatric hematology/oncology
nursing staff [47, 48]. As a result, experts in both palliative care and medical ethics
can help foster a collaborative multidisciplinary approach for a shared decision-
making process, improved communication skills, and illuminating the various per-
spectives of multiple stakeholders involved in the medical care and coordination of
a child [43, 44, 46, 47].

Additionally, despite the ethical obligation for physicians to maintain truth-
telling as a top priority virtue, some families, based on their cultural or religious
values, may request physician nondisclosure of a serious illness to their child in
order to limit the child’s psychological or emotional distress. This predicament
needs to be cautiously managed. Experts advise, “sometimes it is ethically permis-
sible to defer to family values regarding nondisclosure of health information™ [49].
To mitigate this conflict, “early setting of expectations and boundaries, as well as
ongoing exploration of family and healthcare professional concerns,” [49] is war-
ranted. Additionally, given the difficulties and uncertainties with medical prognos-
tication and the need of many families “to do everything possible” and have “more
time” with their loved one, a time-limited therapeutic trial of medical interventions
is sometimes offered. Time-limited trials explicitly set forth a timeframe in which
the intervention’s success will be judged, with the goal of the intervention deter-
mined and agreed upon between the healthcare professional team and the patient or
surrogate decision-maker ahead of time [50]. The time-limited trial also provides
the healthcare teams and family members involved an opportunity to adjust to the
natural realities of the illness. This trial potentially provides a better understanding
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of the benefits and harm of continuing the medical interventions for the patient and
potential appropriateness of disclosure and may help establish new goals of care for
the patient [49, 50].

In the future, we will continue to see the historical moral obligations be tested by
everyday nuanced ethical challenges. Currently, shortages of life-saving medica-
tions, use and withdrawal of life-sustaining technologies, allocation of limited
resources, inequality based on limited access to care, use of complementary medi-
cines and therapies, etc. all raise serious ethical quandaries about fair allocation,
risk/benefit ratio, beneficence, the best interest standard, and the collaborative
decision-making process and demand sound ethical reasoning and shared consensus
frameworks within pediatrics [51, 52]. For instance, in response to chemotherapy
drug shortages, experts in the field of pediatric hematology/oncology integrated
various ethical models and frameworks (such as justice principle and utilitarianism)
for decision-making that explicitly prioritized “maximizing lives rather than life-
years saved” for pediatric patients by (1) maximizing efficiency and minimizing
waste, (2) identifying stakeholder responsibilities during a drug shortage, and (3)
outlining specific allocation considerations [51]. This multi-institution collaborative
publication illustrates one systematic ethically conscientious way healthcare profes-
sionals can continue to address the ethical challenges at the bedside today. Ethical
principles and professional statements guiding the current practice of medicine will
always be rooted in historical perspectives, philosophies, and frameworks which are
built upon a rich tradition of prioritizing professional obligations to relieve suffering
and promote well-being in a fiduciary relationship with the patient. The ongoing
challenge for many hospital ethics committees, professional organizations, and
social policies is to maintain a balance between offering general guidance and pre-
scriptive recommendations, while respecting the individual professional judgments
of healthcare professionals at the bedside and the requests of patients or surrogate
decision-makers within the context of generalized ethical, legal, religious, and cul-
tural frameworks. However, the unchanging variable for the pediatrician today,
amidst all these challenges, is the intrinsic need to protect the child’s rights and act
in accord for the child’s best interest. Thus, going forward, it is reasonable to expect
that the ethical issues specific to pediatrics will remain especially valuable in the
advancement, study, and practice of bioethics.
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